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ABSTRACT
This research explores and provides an understanding of what the AIDS Quilt
Aotearoa New Zealand means to people whose lives have been affected by an
HIV I AIDS related bereavement. It focuses on the quilt as an important cultural
artefact which draws together individual images of loss and pain and the
collective identity of oppressed people, enabling them to communicate more
effectively who they are and thus contribute to positive change.
Using an ethnographic approach and participant observation perspectives I
invited eighteen participants, during in-depth interviews, to describe their
experience as witnesses to the illness and death of a loved friend or family
member; and their consequent decision to create and present a quilt panel to the
Computer assisted prose analysis was juxtaposed with
experimental analytical writing, in the form of elegaic story-poems; and with
photographic images of the New Zealand AIDS memorial quilt, to examine and
present their experience. The NUD*IST software package which has been

AIDS quilt project.

developed in response to the needs of active social scientists and in particular to
serve the grounded theory approach to research, was central to this analysis.
The major outcome of the study was the development of a five phase grounded
theory description of creative mourning in response to HIV I AIDS loss. The
participants first described a strong sense of insulation from the virus. They did
not think that it could ever reach New Zealand, or that their family, their friends
or their own lives could be affected. Consequently, when they received the news
that a friend or family member had contracted the disease they were thrown into
a state of dislocation. Cherished beliefs began to disintegrate, prejudice and fear
were encountered, and emotional chaos overtook them. In the third phase
participants began a process of modification, making gradual changes to reduce
the severity of the impact of their loss. In the integration phase they became
much more proactive and began to address the injustices perpetrated against
those affected by HIV I AIDS. The creative activity of making a quilt panel became
the focus for the construction of new meanings around their experience. In the
final phase of liberation the Quilt became a site for transformation where the
HIV I AIDS bereaved were able to reassert their voice and positon in the world.
The symbolic and ritual dimensions of the Quilt have helped the bereaved to
find freedom from oppression and an effective response to HN I AIDS loss.
--- --- ------ ---- - -
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PREFACE

Sometimes - like now - the loss of her swamps me, my heart turns hard like
stone and something drags my insides like the tug of a retreating tide. It's
like being a child again, feeling her absence paralysing me until all
emotion is reduced to one mantra, I want my mother, I want my mother, I
want my mother.
(Atkinson,1997, pp.131-132)

Background to the study
My interest in this study has arisen, in part, from my own experience of
traumatic loss, grief and recovery as a young woman. My mother's protracted
terminal illness had begun when I was about ten years old. I grew up knowing
that she was ill. Yet, despite this cognitive awareness, I was quite unprepared
emotionally for her death which happened when I was in my mid-twenties. I was
devastated. Two weeks after her funeral I collapsed, drifting in and out of
unconsciousness for three days. This was followed by two years of clambering up
out of, and frequent backsliding into, despondency and depression. I recovered,
successfully; but I have journeyed through life missing my mother; her
sensitivity and creativity, her love of life and literature, and her considerable
talent as a pianist. I was embarrassed by my collapse, and ashamed of my inability
to hold myself together. The WASP (White, Anglo-Saxon, Protestant) cultural
mores that operated in my world commended those grieving for restraint. In fact,
I had been physically restrained by some relatives when I started to shout and cry
after the funeral service as they were loading my mother's casket into the hearse.
I did not go to the graveside; and I had not taken part in the organisation or the
presentation of her funeral service. All of this had worked to diminish the
importance of my connection with her and my loss.
The only models that I had for dealing with my grief were those of my
conservative religious tradition and the medical model. Neither my fragile faith
nor the prescribed pills seemed to help much at the time. I did not look for
psychological help. The expectations of my family were that I should 'pull myself
together.' I did; but the process I followed challenged some of the family
conservatism.
Several weeks later as I was clearing my mother's wardrobe, I took up the scissors
and began to cut patches of material from some of her clothes. Symbolically, I
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was, perhaps, giving vent to the powerful, rending feelings associated with grief
(Lendrum & Syme, 1992). I made a large patchwork rug from selected bits of her
old skirts and coats. I put some patches from my own clothes in there, too;
material left over from garments my mother had made for me. I was confused
and tangled up in the threads of her life, trying somehow to salvage something
from what she had left. I did not know it then - perhaps I would have denied it but I was re-creating her, re-creating me, re-creating our relationship.
Reflecting on those actions now, I understand some of my family's concern.
However, what may have seemed an almost bizarre activity, was probably one of
the healthiest and most creative courses of action that I could have chosen at that
time. A self-regeneration process was under way. I was making the first awkward
movements towards reconstructing my life, unconsciously enacting "the pattern
of grief and emotional control" (Rosenblatt, 1993, p.105) peculiar to a cultural
tradition of women patchworkers throughout history. Perhaps part of the
motivation for this particular action came from my mother herself. Her Scots
heritage with its 'waste not, want not' ethos; her experience of the economic
'depression' of the 1930s; and the lack of material resources available following
the second world war had combined to mould her into what could be called a
conservationist in today's language. Sheer necessity had led her to conserve and
recycle all sorts of material; and I had learned from her example. Perhaps it was
this 'conservation' construct (Kelly, 1955) that eventually helped me to make
sense of my loss.
Speaking of her own work with recycled materials, Wellington quilter, Esther
Woollaston, says "there are so many memories, like someone's left a little bit of
themselves in the fabric" (Packer, 1996, p.4). And New Zealand born, Bryony
Rose Dalefield, an experienced quilter who exhibits and lectures mostly in
Britain, reminds us that "women have long used cloth to make sense of their
lives .... Cutting things up and putting them together again helps to impose order,
see things in context, while linking us to our foremothers" (Packer, 1995, p.39). I
did not have the benefit of those insights when I stitched together my first
patchwork quilt. But it is clear to me now that long before I learned about the
phenomenon of 'mourning quilts' I had made my own. A blend of fabric
memories containing bits of my mother and bits of me in an effort to circumvent
the dislocation of our separation.
Thirty-five years later my quilt is still "going strong" having endured picnics and
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forays to the beach, and the inevitable laundering process which followed. My
grandchildren sit on it now, but in the early years of its practical life I watched my
sons drape it over chairs, building imaginary huts and caves; take it to their tent
and wrap themselves in it; toss it on the ground and lie on it, reading, playing
chess, spilling fruit juice and smearing it with melted chocolate biscuits. I
watched as they too connected, albeit unconsciously, with the transitional quilt
object. Only for me, the emotional significance of my mourning quilt lingers on.
It is a startling metaphor which reflects the sombre world in which it was made
and the enduring quality of the relationship it symbolises. Unlike much of the
mourning art of a century or so before, which was steeped in expressions of
'sensibility' where the dead were memorialised in embroidered pictures along
with motifs such as weeping willows, urns and tombs (Kiracofe & Johnson, 1993,
p.74), I gave no consideration to embellishment. I chose mainly subdued colours;
heavy fabrics; no thought of pattern; just large patches of rough-textured, sturdy
material (Figure 1). However, this object, transitional in so many ways, connects
me now to the ethos - if not the colour and celebration - of the AIDS Quilt
Aotearoa New Zealand. My long ago experience of traumatic grief has been some
kind of "touchstone" (Strauss & Corbin, 1998, p .38) for embarking on this
research endeavour.

FIGURE 1: My granddaughters, Rosa and Mia Brooke, and my 35- year-old mourning quilt
V
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Chapter One

INTRODUCTION
Love demands expression. It will not stay still, stay silent, be good, be
modest, be seen and not heard, no. It will break out in tongues of praise, the
high note that smashes the glass and spills the liquid. It is no
conservatiqnist love.
(Winterson, 1992, pp.9-10)

Overview of project
This research records the transition through bereavement, and the challenges
that this life passage poses for family and friends of those who have died from
HIV I AIDS related illnesses. It is concerned with the loss experiences of eighteen
people who, in the face of strong societal pressure to remain silent, have chosen
to express their personal grief for a loved friend or family member, by making a
memorial panel for the AIDS Quilt Aotearoa New Zealand project. The research
also examines the significance of the Quilt as a transitional object and as a symbol
of hope and healing for the bereft.

Development of the project
The present study has developed from a combination of some creative imagery
work undertaken for my counselling Master's thesis, from work associated with
my casework folio for my master's degree, and from my professional work as a
therapist when I am often in contact with people who are grieving.
The creative imagery work referred to examined the use of creative visualisation
in a therapeutic setting (Brooke-Carr, 1993). It was based on work with bona fide
clients using both prepared visualisation scripts and the clients' own
spontaneous imagery. The research concluded that personal mental imagery was
helpful in the therapeutic setting for bringing about positive change for these
clients.
Accompanying the case work folio was a small (1.25 square metre) patchworked
quilt which I had created as an alternative way of expressing some significant
concepts in my professional and academic life at that time. It depicted images
which were, in fact, visual metaphors portraying aspects of the theory and
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practice which I had incorporated into my current model of counselling practice.
The visual medium of the quilt and the narrative in the folio were
complementary statements.
In my folio I also wrote about my experience of being a woman living in a
predominantly patriarchal society where women's voices were often 'lost' silenced by a tradition where women's work and women's ways of knowing were
often not accorded the same value as their male counterparts. I applauded the
opportunity I had been given to express my creative ideas and feelings in a
traditionally women's way, within the academic context; as well as to developing
the logical and rational aspects of my being. I believed then, as I do now, that this
combination of creativity and rationality helps me to work as "a much more
authentic and balanced person" (Brooke-Carr, 1992, p.119) in both the personal
and professional domains of my life.
Around this time I was also working professionally with some clients who
focused on a different set of images. A group of young women who were
mourning the loss of a friend in a tragic motor accident brought, unsolicited, to
our therapy sessions their personal photographs. We sat side by side, photographs
spread out in front of us, at times overwhelmed by sad feelings. Gradually, as
these students began to find words to talk about the photographs, they also began
to reconstruct the images of their dead friend. They saw her again laughing at the
senior formal, having fun on the ski-trip, and so on. In this way, images of the
carnage where she had died began to recede, and as that happened, her friends
began to see things differently, to reorganise their thinking and to begin their
process of recovery. My efforts to better understand this healing process led me
back to the literature where I discovered information about using photographs in
therapy written by Canadian therapist Judy Weiser (1990). Later, in the preface to
her

own book, PhotoTherapy Techniques (Weiser, 1993) she explained her

approach in more detail:
When I ... decided to start using client's ordinary personal snapshots
and family album photos as stimuli, I discovered that their responses
to my questions about their pictures permitted connection with
unconscious and deeply-buried memories, thoughts, and feelings that
my verbal inquiry on its own had been unable to reach. Using the
symbolic communication that is naturally embedded in the
photographs my clients repsonded to, created, posed for, or collected, I
noticed that they began to contact feelings and information in ways
they were simultaneously unaware of and yet totally familiar with:
2

talking about the ordinary informal snapshots and album pictures that
were already part of their daily lives. ( Weiser, 1993, p. xiii)
In my own professional practice, especially in my work with young people
and/ or people involved in some kind of traumatic experience, I have continued
to find Weiser's PhotoTherapy approach inspirational and helpful.
Forming the research question
Much of my professional work is with people who have been - and in some ways
continue to be - marginalised in our society. They bring issues of grief and loss,
health and disease, sexuality, and personal identity crises to the therapeutic
encounter. Many of these clients seem to respond positively to the various forms
of creative therapy which are included in my approach to counselling techniques such as creative visualisation, music, poetry, drawings, and work with
photographs. It was these creative interests which led me to a local exhibition of
the New Zealand AIDS memorial quilt; and from there to the professional
curiosity which has formed my basic research question: How does the experience
of making a quilt panel facilitate the grieving process for those whose lives have
been affected by the HIVIAIDS epidemic?
In 1993 I knew very little about HIV I AIDS. I went along to the AIDS Quilt
exhibition because of a long-time fascination with the creativity inherent in
patchwork quilts. I was intrigued to find that some of the quilt panels also
featured photographs, laser-printed onto the fabric, among other memorabilia of
the deceased. I recall a very poignant conversation with one of the quiltmakers
whose loss experience was still very recent. As I listened I became aware that a
process was occurring similar to that which happens in PhotoTherapy sessions. It
seemed that the visual symbols, whether a photograph or other images on the
quilt panel, were able to provide a concrete, externalised structure on which the
bereft person could focus while playing-out at arm's length, so-to-speak, very
intense feelings. It was as if talking about a picture in relation to the feeling was
somehow less threatening than talking about the raw feeling itself. As a result of
talking with that woman at the AIDS Quilt exhibition I began to read and
discover more about HIV I AIDS. Although I am moved by the plight of the
people who suffer and die from various HIV I AIDS related diseases, my focus in
this study is on the grief experiences of those who care for and about them, and
whose mourning is often shrouded in secrecy and fear.
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Aims of this study
The general research question was refined for the purposes of this study into the
following aims:
(1) To document a distinctive and socially important cultural grieving practice
manifest in a stigmatised group, those who have experienced an HN I AIDS loss,
in New Zealand society in the 1990's;
(2) To increase theoretical understanding of the nature of the grief process in
general and in relation to HN I AIDS in particular;
(3) On the basis of research knowledge, to form more adequate models of helping
including policies, attitudes and practices in relation to grief associated with
HN I AIDS death in New Zealand.

Objectives

These aims were further refined into a series of objectives to be met:
(1) To interview people who had made a panel for the AIDS Quilt Aotearoa New
Zealand project;
(2) To obtain the participants' evaluations of, and commentaries on, their
experience of HIV I AIDS related loss and its effects on their lives and
relationships;
(3) To examine the symbolic value and meanings of the AIDS Quilt Aotearoa
New Zealand for the participants;
(4) To use a grounded theory approach to identify "systematic statements of
plausible relationships" (Strauss & Corbin, 1994, p.279) in the study data and
consequently, to formulate relevant theory;
(5) To document the effects of grief and loss in the lives of the HIV I AIDS
bereaved in order to provide a broader understanding of their suffering.
Purpose of the study
My overall intention in designing this study was concerned with obtaining
experiential accounts from people who had made a memorial quilt panel for
someone close to them who had died from an HIV I AIDS related illness. In other
words, how it Je l t to mourn for and memorialise a personal friend or family
member whose death was surrounded by social stigma. From these accounts it
was hoped to document their experience and to develop some kind of theoretical
description which would illuminate the grieving process of the HIV I AIDS
bereaved.
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This present work continues to explore themes from my master's thesis and my
professional experience; and it has become a personal odyssey for me both as a
counsellor and as a researcher. It is about loss, pain, healing and alternative ways
of being and communicating, but it is also much more. It is about human rights;
the right to be valued and accepted as human beings; to be treated with dignity; ·
and to be included in all aspects of our society's life and decision making. It is,
therefore, about counselling and conducting research in a way which ensures that
these rights are upheld and preserved.
Format of the thesis

This thesis is arranged 1n ten chapters. This first chapter outlines the
development of the project, defines the research question, lists specific aims and
objectives, and explains the overall purpose of the study. Chapter two refers to a
range of studies from the literature which provide an outline of both local and
global trends in the transmission of HIV. The major focus of this review is on the
personal and social responses to loss within the context of the HIV I AIDS
epidemic. Particular attention is given to tracing the develdpment of the AIDS
Memorial Quilt project. Chapter three examines pertinent major theories of
bereavement, loss and mourning. Chapter four presents the methodological
approaches used in this thesis. First, an explanation of the theoretical
underpinnings of the study are presented; and this is followed by a description of
the practical aspects of the preparation, data gathering and data analysis methods
used. Chapters five through nine consider the loss trajectories of the participants.
These chapters provide the essence of the research findings presented through a
selection of forms: academic prose, elegaic story poems and photographs; and a
combination of voices: the bereaved participants' voices, the voices of the experts
and the researcher's voice. The rationale for this method of presentation is to
position the participants, as well as myself, as informed authors in the research
project and to enhance triangulation (Denzin, 1978). Chapter ten presents the
major outcome of this study, a five phase grounded theory description of a
creative mourning response to HIV I AIDS loss. This description is compared and
contrasted with previously reviewed major theories. The purpose, aims and
objectives of the study are recalled and considered; and some methodological
reflections on the thesis precede a final summing up of the work.
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Chapter two

RESPONSE TO HIV/AID S LOSS
You can see it coming, you can plan for it, think you have adjusted to it,
know you have said goodbye, and yet the actual loss is absolutely
overwhelmi ng.
(McFarland,1995, p.212)

Overview of chapter
This review has been gathered from the literature across a range of discipline s
including the fields of counselli ng, psychoth erapy, psycholo gy, sociology ,
education , and health care. It is primarily concerned with personal and social
responses to the AIDS pandemic and its associated loss of life. It begins with a

brief outline of how awarenes s and understan ding of the virus developed ; and
then considers the response of and implicatio ns for various groups in New
Zealand society. The formation of attitudes towards the disease and some of the
unique dimension s of HIV I AIDS loss are then discussed . In the latter part of the
chapter a very brief examinat ion of the evolution and use of patchwor k and
quilting in world history is presented . The chapter concludes with reference to
the worldwid e developm ent of the AIDS Memorial Quilt which has been a
significan t part of the response to HIV I AIDS loss in many countries including
New Zealand.
A grim portent
On Decembe r 12, 1977 a desperate ly ill Danish surgeon, who had flown back to
her home near Copenhag en after years of dedicated work in Zaire, finally died.
Grethe Rask had been struggling with the debilitatin g effects of an unidentifi ed
disease for the previous two years, even while she tended the sick not far from

the Central African village where the virulent Ebola fever outbreak had occurred.
Her work, in primitive condition s, had left her exposed to the blood and
excretions of her patients. She had been stricken by a series of health problems
including swollen lymph nodes, yeast infection s in her mouth and
staphyloc occus infections in her blood. Tests revealed that her immune system
had gone awry and she had aT-cell deficiency. The forty-seve n year old surgeon
had also suffered from extreme fatigue and a progressi ve lung disease. An
autopsy revealed that her lungs were filled with millions of organism s known as
6

Pneumocystis carinii, a rare but not necessaril y fatal form of pneumon ia (Shilts,
1987).
Coining the AIDS acronym
Many years later symptom s such as Grethe Raske had borne, would come to be
associated with the acquired immunod eficiency syndrome which we now know
as AIDS. However, its recognitio n as a new disease develope d slowly. In 1981
cases were identified in Uganda (Bor & Elford, 1994) and the U.S.A. (Bor, Miller &
Goldman, 1992); and in the U.K. by 1982 (Bor, Miller & Goldman, 1992; George,
1994; McGrath et al., 1994; Patton, 1990). By early 1982, when the still unnamed
epidemic was about ten months old, it had "struck 300 American s and killed 119"
(Shilts, 1987, p.138). Various acronyms vied for popularit y in the naming stakes ..
Many doctors referred to the disease as GRID (Gay-rela ted Immune Deficienc y)
since it was manifest initially among groups of gay men; some preferred ACID
(Acquired Commun ity Immune Deficienc y) suggestin g that 'commun ity' was a
more polite way of saying gay; still others favoured CAIDS (Commun ity
Acquired Immune Deficienc y Syndrome ). In Uganda it was dubbed "slim
disease" because of "the wasting away that marked the virulent parasitic diseases"
(Shilts, 1987, p.510) which were the most common opportun istic infections of
that region. However, by mid-1982 in America, the Centers for Disease Control
coined the term Acquired Immune Deficienc y Syndrome (AIDS), to describe the
disease (Aggleton & Romans, 1988).
That gave the epidemic a snappy acronym, AIDS, and was sexually
neutral. The word 'acquired ' separated the immune deficienc y
syndrome from congenita l defects or chemicall y induced immune
problems , indicating the syndrome was acquired from somewhe re
even though nobody knew from where. (Shilts, 1987, p.171)

Defining HIV and AIDS
By 1983 the Human Immunod eficiency Virus was first identified (Aggleton &
Romans, 1988; Dickson & Paul, 1996). Since then doctors and researche rs have
moved from recognisi ng a particula r group of opportun ist infections and
malignanc ies as AIDS, to an understan ding that this group is the end product of
HIV; a progressi ve and relentless destructio n of the human immune system
caused by infection with human immunod eficiency viruses (Atkins & Amenta,
1991; Squire & Johnson, 1992). Patton's (1990) assertion that "there is no such
thing as an 'AIDS virus' " (p.81), decries the often inaccurate use of that term.
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The Human Immunodef iciency Virus (HIV) is the putative agent
leading, for unclear reasons, to immune suppression which sometimes
renders the infected person susceptible to the unchecked ordinary
infections which diagnostical ly count as 'AIDS'; one cannot, therefore,
'acquire' AIDS or 'transmit' it. (Patton, 1990, pp. 81-82)
Dickson and Paul (1996) explain that the term AIDS is applied when a person
who is infected with HIV first develops specific illnesses which meet the criteria
that have been developed to monitor the disease. There are 26 clinical conditions
pertaining to AIDS definition which are accepted in New Zealand. These were
developed by the US Center for Disease Control. However, since 1993 the US
have expanded their AIDS taxonomy to include all HIV infected adults and
adolescents having fewer than 200 C D 4 + T - lymphocyte s per microlitre
(Dickson and Paul, 1996). New Zealand has not included this cell count in its
definition. Thus, Dickson and Paul sound a word of caution about comparing US
statistics with those elsewhere since inclusion of the CD 4 + cell count indicates
that many more people will be defined as having AIDS. However, increasing
numbers of people, worldwide, including women, children and heterosexua ls,
are affected by the traumatic nature and devastating consequenc es of this
pandemic. Many have acquired and are living with the HIV virus; and many are
dying from the syndrome which we have come to know as AIDS.
Transmissio n of the virus
Epidemiolog ical studies have established that the major means by which HN is
transmitted include blood, untreated blood products from HIV infected
individuals, semen, cervical and vaginal secretions, from mother to child in
utero or perinatally, and possibly breast milk. Virus particles have been isolated
in most body fluids. However, there is no proof for transmission by either saliva

or tears, and social contact or biting insects do not transfer the virus (Aggleton &
Romans, 1988; Bor, Miller & Goldman, 1992).
Statistics and demographics: The global context
New estimates from the Joint United Nations Programme on HIV I AIDS
(UNAIDS) and the World Health Organisatio n (WHO) are that 32.4 million
adults and 1.2 million children will be living with HIV by the end of 1999 (AIDS

Epidemiolo gy Group, 1999). There is no doubt that HIV continues to be an
increasing, and alarming, health and social problem. Since its first occurrence in
stigmatised groups, such as homosexual men and intravenous drug users, it has
spread rapidly into other sectors of society. Infection with HIV was recognised in
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children in 1982 (Mok & Cooper, 1997; Shilts, 1987). By 1985 Elisabeth Kubler-Ross
was so concerned about the plight of young children with AIDS in the U.S.A.
that she mooted the idea of a hospice for "toddlers and their care-givers" (KublerRoss, 1987). The first diagnosis in a woman was recorded in 1982 (Collidge, 1996).
Worldwide, women are the fastest-growing group of new HIV infections
(Brander & Norton, 1996; Names Project, Fact Sheet, 1996). Recently a
demographic shift to include the older adult has been noted: "Current estimates
suggest that 10% of adults with AIDS are over 50 years old and about 3% are over
60 years old" (Hardy et al., 1999, p.94). Clinical outcomes for older adults are often
worse than for those who are younger. Hardy et al., (1999) suggest that "aging
exacerbates neurocognitive decline in HIV-affected adults" (p.98). And the time
between HIV infection and AIDS diagnosis; and AIDS and death is often shorter
(Hardy et al., 1999, p.94).
Statistics and demographics: the New Zealand milieu
AIDS awareness was evident in New Zealand as early as 1981 when reports began
circulating through the gay media (Worth, 1996). But the first person with AIDS
in New Zealand was actually diagnosed in 1984 (Dickson & Paul, 1996). Randy
Shilts (1987) writes, "the first death in New Zealand was reported from New
Plymouth on April 4" of that year (p.445). By the end of June, 2000, the total
number of people found to be infected with HIV since testing became available in
1985 was 1,456 including the 719 people notified as having AIDS. Of these, 1259
are male, 178 female and 19 sex unspecified (AIDS Epidemiology Group, 2000). A
media report in mid 1995 bore the headline: "HIV epidemic developing among
New Zealand women, say Aids [sic] specialists" ("HIV Epidemic," 1995). While
the warning may have been timely- given the global trends- it seems that to date
HIV infection and AIDS in New Zealand have predominantly affected gay men.
Extensive spread of HIV into other groups in New Zealand has not occurred
(Dickson & Paul, 1996). However, it would be "a mistake to consider the current
pattern of spread ... as a static one" (Dickson & Paul, 1996, p.27).
HIV j AIDS is a major public health issue that presents particular concerns to
homosexual people; and to other diverse groups within the whole New Zealand
population, including women, children, Maori, injecting drug users,
haemophiliacs and other users of blood products. And, reflecting the global trend,
in the twelve months to the end of September 1999, over a quarter of people
notified with AIDS in New Zealand were over the age of 50 (AIDS Epidemiology
Group, 1999). In early 1999 another group became the focus of some concern
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("Aids [sic] ban," 1999). The Immigration Minister was reported to have prepared
a paper for Cabinet recommending that all refugees and migrants to New
Zealand be tested for HIV and AIDS. Those testing positive would be denied
entry. Responses from the AIDS Foundation in Auckland and the HIV I AIDS
epidemiology group at the University of Otago indicated that such a ban was
merely a "quick fix" ("Aids [sic] ban," 1999) and would make little difference to
the problem. Edvcation about safe sex was seen to be the key for controlling the
spread of infection in this country.
Since 1997 a turn around in the numbers of people dying from AIDS related
disease in this country has been noted (Goodall, 1999). Kevin Hague, the New
Zealand AIDS Foundation executive director, suggests that the introduction of
"second generation drugs" (Goodall, 1999, p.33) has contributed to the drop in the
numbers of deaths. "However, the turnaround was being achieved with a
cocktail of up to 30 different pills a day ... ", (Goodall, 1999, p. 33) which often had
unpleasant side effects. In addition, the HIV infected person had to follow a very
complex regime and planning process to make sure that the pills were taken at
appropriate times and in specific conditons. He explained that a halt in
medication could lead to the virus mutating around the drug; and, eventually,
mutation coupled with drug resistance could lead to a situation where
treatments were rendered totally ineffectual. Although new drug options are
constantly being tested, Kevin Hague does not believe that "those developments
pac~

with the rate at which the virus changed" (Goodall, 1999, p.33).
He said, "It's an amazing virus. Its mutation rate enables it to escape" (Goodall,

would keep
1999, p.33).

Dickson and Paul (1996) have asserted that "Knowledge of the spread of HIV is
important to ensure that adequate care is available for those affected and that
appropriate prevention programmes are implemented" (p.15), and they stress
that "It is crucially important to evaluate the success of such interventions"
(Dickson & Paul,1996, p.15).
Homosexuality and AIDS in New Zealand
Homosexuality was decriminalised in New Zealand in 1986. In 1993 Parliament
passed amendments to the Human Rights Bill which made it illegal to
discriminate against people on the basis of their sexual orientation (Davis, 1996;
Stewart, 1993; Vincent & Ballard, 1997), or against those who carried bodily
organisms capable of. causing illness - clearly intended to include HIV (Paterson,
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1996; Stewart, 1993). However, the distinction between those who are known to
carry the virus and those who knowingly transmit it is sometimes very fine and,
particularly in r~lation to sexual behaviour, often fraught with complexity. In
1994 the "highly publicised" (Paterson, 1996, p.36) Mwai case resulted in New
Zealand's first criminal conviction for HIV transmission .
The defendant Mwai was convicted of the offence of causing 'grievous
bodily harm' to a woman he had infected during unprotected sexual
intercourse, having failed to dislcose his known HIV-positiv e status,
with 'reckless disregard' for her safety. (Paterson, 1996, p.41)
This case, involving heterosexua l transmission and a foreign carrier, raised many
sensitive health, legal and cultural issues for New Zealanders. Lichtenstein (1996)
explains that "the discourse about 'the carnality of Africa"' (p.77) was rife in the
media at the time. "It revolved around the primitive, excessive sexuality of the
black African man, and was counterpoin ted to the need to protect the 'innocent'
white women of New Zealand" (Lichtenstei n, 1996, p77). Mwai's 'polluted'
persona seemed to be constructed in terms of his 'race' (Lichtenstei n, 1996). But
the gay man in this country fares little better in terms of the exploitation of his
sexuality. Stewart (1993) believes that, "In general, homophobia is still prevalent
in New Zealand, where pioneering stoicism, physical strength, macho-spor ting
endeavour and macho-sexu al superiority are glorified. Nor is bigotry dead" (p.87).
The negative myths and stereotypes associated with homosexual ity seem to be at
great variance with the reality of life as it is experienced by homosexual and
lesbian people (Vincent & Ballard, 1997), and the "injustices, myths, bigotry,
misinformat ion and prejudice" (Stewart, 1993) continue to be a source of dismay
and anger for the s-upportive parents of young homosexual New Zealanders.
Initially, in New Zealand, responsibilit y for understandi ng and educating about
AIDS was taken up by community- based gay health services and the gay press
(Parkinson & Hughes, 1987). Governmen t response lagged well behind (Lindberg
& McMorland , 1996). But eventually, through the efforts of Bruce Barnett, "a gay
New Zealand man infected with HIV who had experience of working in a San
Franciso voluntary organisation providing practical and emotional support to
people with AIDS" (Lindberg & McMorland, 1996, p.103), services were set up in
this country to provide similar assistance. The history of developmen t from
"looseknit community -based self-help groups on the margins of society, to
mainstream health service provider" (Lindberg & McMorland , 1996, p.115) has
been fraught with tension, "at times creative, and at times destructive" (Lindberg
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and McMorland,199 6, p.115). Nevertheless, this is the background to the
establishment of the New Zealand AIDS Foundation which "is now able to
compete effectively in the reformed health sector" (Lindberg & McMorland, 1996,
p.117), utilising the competencies and talents of people within the gay
community who fo:rmerly had no organisational outlet for their skills.
In 1996 a nationwide survey of the sexual behaviour of men who have sex with
men, the Male Call/Waea Mai, Tane Mai study, was u.ndertaken by the New
Zealand AIDS Foundation with funding from the Health Research Council.
Findings show that "although the majority of men who have sex with men
behave in ways that should minimise the risk of further transmission of HIV,
such behaviours are not universal" (AIDS Epidemiology Group, 1999, p.2).
Consequently, the research team concluded that "it is essential that a safe sex
culture and open communication , with both male and female partners, is
promoted among men who have sex with men" (AIDS Epidemiology group,
1999, p.2). In a social climate where prejudice and stigma still exist this laudatory
call for changing attitudes is crucial but may be difficult to achieve. Lindberg and
McMorland have observed that "The key to reducing the spread of HIV remains
elusive. Since there are no easy answers to the issues raised by the AIDS
epidemic, the major challenge confronting the organisation [NZAF] is how to
sustain the long march" (Lindberg & McMorland, 1996, p.118). Many groups
within our society have taken up the challenge and in different ways are
contributing to an increase in awareness and knowledge of the disease.
Women's invisibility and misrepresentati on
Brander and Norton (1996) express concerns about the invisibility of women in
this epidemic despite the "actual and growing significance" (p.203) of the

numbers of women worldwide who are directly affected by the virus.
Confirmation of an HIV diagnosis for New Zealand women "generally came as a
complete surprise and often (in almost half the cases) followed the initial shock
that their husbands/partn ers were HIV positive" (Brander & Norton, 1993a, p.68).
They also report that HIV positive women in New Zealand "reflect a broad cross
section and defy attempts to be categorised as particular types or categories of
women" (Brander & Norton, 1993a, p.67). Concerns relating to the "inaccurate
and sometimes scurrilous" (Chetwynd, 1996, p.139) suggestions that sex workers
were a major source of the spread of HIV and AIDS, have contributed to the
formation of the Prostitutes Collective - supported and funded by the New
Zealand government. The Collective works to counter such assertions, to
12

prevent the spread of I-ITV infection in the industry and to generally empower. sex
workers (Chetwynd, 1996). It seems that "the majority of women sex-industry
workers may be at no greater risk of STD and HIV infection than heterosexual
women within 'monogamous' longterm relationships" (Woods, 1996, p.133).
There is no evidence, statistically or anecdotally, linking HIV infection to
commercial sex transactions; and it is believed no infections have occurred this
way in New Zealand (Woods, 1996).
Children and their deification in the media
"Fifteen children under the age of 5 years have been diagnosed with HIV in New
Zealand since the virus first hit, with 10 receiving it from their mothers during
pregnancy" ("Thirty-three new cases of Aids [sic]," 2000). An AIDS Epidemiology
Group spokesman has backed a call from the New Zealand Medical Journal for
pregnant women to be tested for I-ITV. This may reduce the risk of spread to the
child and provide an opportunity for the mother to have appropriate treatment
herself ("Thirty-three new cases of Aids [sic]" 2000).
Two children, whose infection was not transmitted perinatally but throughcontaminated blood products, have become AIDS 'icons' (Lichtenstein, 1996) in
this country. Eve van Grafhorst, popularly known as' Angel Eve', and to a lesser
extent, her friend, Jeremy Miller, have become 'deified' by the media. They were
"often pictured with celebrities and animals" (Lichtenstein, 1996, p.74) in an
attempt to depict their innocence and to buffer the stigma associated with a 'dirty'
and devastating disease. Years after Eve's death, the 'Angel Eve Trust' established
in her memory for seriously and terminally ill children, is still being promoted
in the media in ;=lSSociation with local celebrities (Howe, 1998), and with images of
look-alike 'Angel Eve' dolls (Rae, 1998). It seems that pre-existing stereotypes
about gender, sexuality and disease have fuelled the imagination of the popular
media; and "the blame of gay men" (Lichtenstein, 1996, p.78) may underscore the
deification of HIV-positive children. This kind of response to HIV I AIDS raises
sensitive issues not only for HIV infected children and their families, but also for
the homosexual people. It has been suggested that the popular media is an
increasingly powerful institution which has "played a significant role in shaping
perceptions of p~ople with AIDS" (Lichtenstein, 1996, p.78).
Searching for culturally appropriate responses
Broughton (1996) argues convincingly that for Maori people today, HIV and
AIDS can be viewed as he taru tawhiti, influenza, a thing from abroad, an
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imported disease. Pre-Europea n Maori were relatively disease free until Captain
Cook and his crew arrived in 1769, bringing venereal disease, measles and
tuberculosis . With no previous exposure, and thus no immunity, these diseases
had disastrous results for Maori people. Broughton claims that AIDS "is just as
deadly as TB was in 1769" (Broughton, 1996, p.188). However, it is also he mate
h o u a new disease (p.188) inspiring fear and prejudice, and requiring a novel
response. The first Maori case of AIDS was reported in 1987. By September, 1999
there were a total of 75 notifications of Maori people with AIDS, which was 10.8%
of the total (AIDS Epidemiolog y Group, 1999). Although Maori people were alert
to the potential for catastrophe right from the beginning (Broughton, 1996), their
major problem was to find culturally appropriate ways of addressing the issues
around HIV and AIDS.
Maori people have themselves taken a positive approach in
confronting what is a potential threat to future generations. Education,
safe-sex programme s, and the disseminati on of positive health
messages through processes that are effective for Maori have been the
thrust of Maori people coming to terms with AIDS in contempora ry
society. (Brpughton, 1996, p.200)
Broughton (1996) acknowledg es that this has not been easy. There is a lack of
adequate resources, an ongoing struggle for funding to develop and maintain
awareness programmes , and the constant strain of dealing with prejudice even
within the Maori community itself. However, he believes that:
One of the most effective means of promoting AIDS education has
been the introduction of peer educators, especially of, by and for
rangatahi [young adult]. 'Walk the talk' has literally become te wero
[the challenge] for this generation of Maori. The telling of our own
stories, in our own way, is one of the most powerful means that Maori
have to make health messages effective. (Broughton, 1996, p.200)
Injecting drug users
In New Zealand HIV I AIDS is a twilight world closely associated with
homosexual ity. HIV infection among injecting drug users (IDUs) in this country
always has been and still is low (Kemp, 1996; AIDS Epidemiolo gy Group, 1997).
"However, the high prevalence of hepatitis C virus among injecting drug users

in New Zealand, and recent experience overseas with the spread of HIV, warns
against complacenc y" (AIDS Epidemiolo gy Group, 1997). One of the most
sensitive issues for IDUs, alert to the spread of infectious diseases, is access to
sterile equipment. Kemp refers to the controversy surrounding the introduction
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of the needle exchange progamme (NEP). He believes that claims that the NEP
would encourage drug use and "the littering of streets with discarded syringes"
(Kemp, 1996, p.155) were fuelled by a fundamental misunderstanding of the IDU
culture in New Zealand. "Rates of drug use" Kemp explains, "are determined by
the availability of relevant substances, not the means for their administration"
(p. 155). He also makes it clear that the indiscriminate disposal of used needles
and syringes in public places is "one of inner-city street drug use, a circumstance
virtually unknown in New Zealand" (Kemp, 1996, p.155). Fears were expressed
and fears were countered; but ultimately it was fear that IDUs may act as vectors
for the spread of HN to the general population, "rather than any overwhelming
concern for the personal health of IDUs, [that] lay behind the original
development and introduction of the needle exchange programme (NEP) in New
Zealand" (Kemp, 1996, p.150). Its implementation in May 1988, and "the
significant role of methadone programmes around the country" (Kemp, 1996,
p.150), have played an important part in limiting the spread of HIV among IDUs.
However, the AIDS epidemiology group, in the Department of Preventive and
Social Medicine at the University of Otago Medical School, cite findings from a
Canadian study entitled, "Needle exchange is not enough: lessons from the
Vancouver injecting drug use study, (AIDS 1997:11:F59-F65)," which suggest "that
without the addition of adequate and appropriate community-wide treatment
services - including methadone maintenance and counselling, needle exchange
programmes may be insufficient to maintain low HIV prevalence and incidence
for a prolonged period" (AIDS Epidemiology Group, 1997, p.4). The epidemiology
group assert that "sustained multiple interventions as well as ... availability of
needles and syringes" are common features in cities where HIV prevalence has
remained low (J\IDS Epidemiology Group, 1997, p.4).
Haemophiliacs and other users of blood products
Safe blood products are essential to the successful functioning of any health
system. And for haemophiliacs, anxiety about the safety of the blood products on
which they depend adds another dimension of concern to their daily lives. The
interaction of HIV and AIDS "multiplies the physical and psychological effects of
the disease" (Howden-Chapman et al., 1996, p.171).
Howden-Chapman et al. (1996) refer to the intense public interest surrounding
the development of a screening test for HIV. "Despite lack of knowledge of the
natural history of HIV and AIDS, blood screening was introduced rapidly" and
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appears to have been relatively effective (p.170). By March 1995 only a small
proportion (4 per cent or 42 cases) of those who are HIV antibody positive in New
Zealand are thought to have received the infection from blood transfusions or
blood products. Of the 42, ten have developed AIDS (AIDS Epidemiology Group,
1995).
Data suggest that all the people with both haemophilia and HIV were
infected prior to blood screening in 1985. In total, 28 people with
haemophilia have contracted HIV (NZHS Outreach Workers Register,
November 1995). With modern volunteer donor selection, and with
HIV testing and viral inactivation for products such as factor VIII_ the
risk of contracting HIV infection from a blood transfusion is extremely
low. (Howden-Chapm an et aL, 1996, p.170)
However, fears around the issue of blood products continue. On October 17, 1996,
a Press Association report headlined New Zealand Ministry of Health plans to
charge people for the use of their own blood. The article referred to a Ministry of
Health paper which claimed that "there was no question that self-donated blood
was the safest way of avoiding viral infections transmitted by transfusion"
("Ministry charges people," 1996). The report disclosed that "scares about bad
blood ... have prompted many people to give blood exclusively for use during
operations on themselves" and that Crown Health Enterprises would need to
apply a fee for this service because of the extra costs involved ("Ministry charges
people," 1996).
Howden-Chapm an et al. (1996) note that the stigma attached to HIV extends to all
people with haemophilia and their families -whether or not they have HIV. But
"people with haemophilia who had contracted HIV reported major obstacles to
opportunities in daily life, including education and employment, as well as
difficulties in obtaining health, travel and life insurance" (p.172).
State and Church atttitudes
Gubernatorial and church attitudes in the early days of the pandemic did little to
ease the torment of those affected by AIDS. Shilts (1987), reflecting on the
American scene in 1984, writes that AIDS was a topic of much interest at the

Republican Convention that year, although discussion of it was held off the
convention floor - it was still an embarrassing topic of discussion in mainstream
society. He relates the story of a party barbecue held at the estate of a millionaire
Republican business man, where "a fundamentalist minister delivered an
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invocation that included a reference to the fact that God was using AIDS to mete
out punishment to the immoral" (Shilts, 1987, p.474). And, "At a breakfast for
Republican business executives a day later, the President of American Airlines
opened his talk by telling guests that the word 'GAY' stood for 'Got AIDS Yet?"'
(Shilts, 1987, p.474).
Moralistic and flippant attitudes such as those which were widespread in the
early days of the pandemic, still linger on adding to the shame, the guilt and the
burden that HIV infected and affected people often have to bear. Here, in New
Zealand, fourteen years after the incidents described by Shilts (1987), an
Independent Radio Network news broadcast on the 23rd February, 1998, reported
that a Wellington clergyman had ascribed the power crisis in Auckland's central
city region that week, to the wrath of God. The shut down of the central business
area following a critical power supply failure, coincided with the Hero Parade
through Auckland streets, the annual major celebration of gay pride within New
Zealand. However, this clergyman claimed the power crisis was no coincidence,
but a judgement of God in response to the city's 'ungodly' celebration.
Sontag (1990) observes that, 'plague' is the principal metaphor by which the AIDS
epidemic is understood. "Plague, from the Latin plaga (stroke, wound), has long
been used metaphorically as the highest standard of collective calamity, evil,
scourge ... "

(Sont~g,

1990, p.132). She contends that:

Plagues are invariably regarded as judgements on society, and the
metaphoric inflation of AIDS into such a judgement also accustoms
people to the inevitability of global spread. This is the traditional use of
sexually transmitted diseases: to be described as punishments not just
of individuals but of a group ("generall licentiousnes [sic]"). (Sontag,
1990, p.142).
The annual Hero parade has become the focus of much moralising over
homosexuality issues in our society; and commmunity attitudes have often been
polarised in response to the parade. Auckland City Council, "which represents
our most cosmopolitan city" (Boock, 1997, p.9) has been castigated for its
unwillingness to provide sufficient funds for safe and responsible crowd control,
and post-parade clean up support. Boock (1997, p.9) believes that, "their decision
smacked not so much of ignorance, as homophobia. It reflected an inability to
appreciate the diversity of our world, and an aversion to anything which might
not be perceived, as 'mainstream"' (Boock, 1997, p.9). However, the local business
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community donated more than the shortfall which enabled thousands of people
to witness first hand, and in safety, this:
Pageant of Camp, with its floats and fairies and queens .... a chance to
celebrate people of different lifestyles, to embrace diversity, to help
break down barriers, and to help develop more tolerance and
understanding in our environment. (Boock, 1997, p.9)
On 23rd March, 2000, (11.40 a.m.) an interview conducted on New Zealand's
National radio by programme host, Kim Hill, with an Auckland lawyer, aired a
most astonishing claim. The lawyer is acting on behalf of his clients who have an
interest in a residential property, as landlords, through a family trust. They had
previously rented the property to a man who had lived and died there from an
AIDS related condition. Some two years later the trust sold the property to a
buyer who is now suing them for not revealing, at the time of his purchase, that
someone died of AIDS there. The buyer is claiming compensation for losses in
relation to a drop in property value of 50,000 dollars and for costs to sanitize the
property amounting to 25,000 dollars. The lawyer, is currently investigating to see
if, indeed, there is a case to answer. The instigation of action to sanitize this
property seems ludicrous in the light of the actuallability of the virus. "It doesn't
stand up very well when it is outside its own environment, which is inside our
bodies"

(Kubler~Ross,

1987, p.68).

Unique dimensions of AIDS loss
Even with recent medical advances (Goodall, 1999) AIDS is a disease without a
cure, and being diagnosed with HIV is devastating ("Coping with the trauma,"
1997). That HIV infection inspires so much fear and prejudice, continues to be
primarily associated with stigmatized or criminal activities, and has such severe
and devastating symptoms, makes this illness unique in the amount of suffering
that those confronting it must tolerate (Siegl & Morse, 1994). And for those who
have lost loved ones to the ravages of HIV I AIDS the transition through
mourning is a particularly complex one, sometimes borne in isolation, often
shrouded in secrecy and tainted by the fear of stigma (Bor Miller & Goldman,
1992; Kubler~Ross, 1987; O'Donnell & Bernier, 1990). The experience of loss,
whether it is the loss of a job, loss of status, loss of a precious possession, loss of
mobility or loss of health, is generally accompanied by some degree of stress. The
loss of a family member or friend through death, is a profound event in any
person's life: but for an HIV I AIDS bereaved person there seems to be additional
dimensions to the loss which may complicate the process of adjustment and
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coping (Mok & <;::ooper, 1997; Sikkema et al., 1995; Wolfe, 1992). These include:
(1) the multiple and repetitive nature of losses experienced by gay men
and injection drug users due to the prevalance of HIV infection and
AIDS deaths in their communitie s;
(2) stigma associated with AIDS that may prevent the grieving person
from seeking or obtaining effective support from others;
(3) burnout, fear, and anxiety that may prevent others in the grieving
person's social network from adequately meeting bereavemen t support
needs;
(4) difficulty coping simultaneou sly with both grief over loss and one's
personal fears of also developing AIDS;
(5) insensitivity or inexperienc e of many traditional support sources
adequately to recognize or meet the needs of bereaved lovers;
(6) particularly for parents or biological family members, conflicted
feelings, anxiety, and anger concerning the lifestyle of the lost family
member that complicate adjustment and limit the individual's ability
to disclose, seek, and receive support from others. ( Sikkema et al.,
1995, p.465)
Fearing the censure of a society that has little tolerance and often no
understand ing of homosexual ity, many gay people have preferred to remain
invisible. But, "Histories that document the 'hidden' world of homosexual ity, for
example, show the impact of silence and repression on the lives of those affected
by it and bring to light the history of their suppression and exploitation " (Scott,
1994, p.368).
Secrecy has been referred to as, "A frequent undercurren t that can impede the
managemen t of HIV patients, their partners and family" (Bor Miller & Goldman,
1992, p.91). Anticipated loss is often experienced in a context that fosters isolation
in the face of "an ignominious death" (Rolland, 1990, p.241). Family members of
a person with HIV /AIDS may be concerned with what others will think. But
their need to retain secrecy and the consequent failure to obtain resources and
support initially causes isolation and eventually insularity and alienation from
others (Cates, et al., 1990, p.197). Sadly, it is not uncommon for some people to be
unaware "that their significant other was homosexual or bisexual until diagnosis
or death" (Pheifer & Houseman, 1988, p. 22).
The illness flushes out an identity that might have remained hidden
from neighbours , job-mates; family, friends. It also confirms an
identity and, among the risk group in the United States most severely
affected in the beginning, homosexual men, has been a creator of
community as well as an experience that isolates the ill and exposes
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them to harassme nt and persecutio n. (Sontag, 1990, p.l13)
At the beginning of the last decade Helgadot tir (1990) wrote that, "Even now,
when the aetiology and transmiss ion of AIDS is known to be behaviou rally
induced and not a gay phenomen on, many people persist in blaming gay men for
the disease" (Helgadot tir, 1990, p.31). Towards the end of the decade Klotz (1998), a
gay man and an HIV educator who himself contracte d the virus, stresses that,
"AIDS is a natu,rally occurring epidemic that has presented a particular ly harsh
obstacle in the path of sexual liberation , and not a judgemen t on our 'lifestyle'"
(Klotz, 1998, p.16). He elaborates on how deeply the blame and shame messages
from homopho bic society have become internalis ed in the gay man's psyche.
"Unfortun ately, many people, in my position, struggle less successful ly with the
shame and guilt that getting infected engender s and have deep-sea ted
homopho bic feelings brought to the surface or reinforced ." (Klotz, 1998, p.16)
Health professio nals can help people to respond more positively and more
hopefully to HIV I AIDS. Where anticipato ry loss and bereavem ent is severely
comprom ised by societal stigma and secrecy, clinicians can promote positive
rituals, and facilitate communi ty support for those affected (Rolland, 1991, p. 160)
The AIDS Memorial Quilt seems to offer such possibilities. It is a distinctive and
powerful response to HIV I AIDS loss which incorpora tes various ritual elements
and a strong sense of communi ty into its culture.

The origins of quilting and patchwork
Patchwor k, the piecing together of miscellan eous scraps of material, probably
dates back as far as clothing itself. It is likely that the first patches were applied to
worn garments as a means of extending their life. However , evidence of the
origins of patchwor k or quilting has mostly perished along with the fragile
textiles which w~re used in the process (Houck, 1991; Martin & Young, 1986).
Only a few very old examples have been discovere d. A funeral tent canopy found
in the tomb of Queen Esi-mem- Kev of Egypt who lived about 980B.C. was made
of gazelle hide with various applied designs (Martin & Young, 1986). However, it
is possible that quilted garments may have been worn much earlier than this. "A
carved ivory figure of the Pharaoh of the Egyptian first Dynasty c.3400BC,
discovere d in 1903, depicts the Pharaoh wearing what seems to be a quilted
mantle" (Martin & Young, 1986, p.i ). But the facts are elusive. It seems that
quilting, or the stitching together of two layers of fabric with batting or wadding
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between, had its origins in a time that is "impossible to document" (Houck, 1991,
p.6).
that it is generally assumed that the craft of quilting reached
Britain from Asia and Europe during the period of the Crusades- the eleventh to
thirteenth centuries A.D. She believes that:
Osier (1987)

wri~es

It is not an unreasonabl e assumption: the first evidence for quilting in

Britain appears in the Middle Ages but, at this time, decorative
needlecrafts , including quilting, were highly developed and widely
used in Mi~dle and Far Eastern countries. (Osler, 1987, p.82)
The earliest known surviving example of quilting, an expertly stitched carpet
now in the Leningrad Department of the Institute of the Academy of Science of
the [former] USSR, dates from the period between 100 BC and 200 AD (Osier,
1987). It was found in a tomb in Northern Mongolia during an expedition in
1924/5. Houck speculates that it "may have been made for a burial or it may have
graced the floor of a chieftain's tent in his life time" (Houck, 1991, p.6).
The first direct evidence for quilting in Britain relates to its use for padded
armour.
A fairly consistent picture can be built up from records, inventories
and the works of contempora ry writers and poets, of the uses and
constructio n of quilted armour, from the time of William the
Conqueror and the Crusades at the end of the eleventh century. (Colby,
1972, p.8)
Houck, (1991, p.6) refers to the metal armour worn by the Crusader, as "a personal
torture chamber." She promulgate s the theory that relief from the chafing and
heat of the armour may have been obtained from the triple thickness insulation
of quilted clothing worn either under the armour or over the top. An additional
benefit seemed to obtain from its ability to absorb the shock of arrows and lances,
and later even l;>ullets. Armour continued to be worn long after firearms were
introduced to warfare. However, "As the one became more accurate and
sophisticate d, t~ other became less useful" (Houck, 1991, p.7).
The earliest surviving bed quilts are three of Sicilian origin, thought to have
been made in 1395. One of these is in the Victoria and Albert Museum in London
and is in extremely good condition, considering it is nearly 600 years old (Martin
I
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& Young, 1986).

Many of the quilts known to have been made in Britain from about 1200 until
1600, have not survived. We know about their existence through historical
records (particularly inventories) and other comtemporary writings. Osler (1987)
says that a consistent picture of the use of quilting for bed quilts, among other
uses, has emerged. She explains that medieval taxation was based on proprerty
so, from the late thirteenth century onwards, inventories of household goods
were made to provide the basis for this. "These household inventories give most
of the information about the nature and use of quilts in Britain for the period up
to 1600" (Osler, 1987, p.82).
By the 17th-century and through to the 18th-century, needle craft was a
fundamental and important part of the young English woman's education. It was
ingrained "in the character of the first women to arrive in America; they brought
a heritage of centuries of stitching with them" (Kiracofe & Johnson, 1993, p.4).
Although evidence for quiltmaking in early 18th-century is sparse it soon took
root and flourished, developing into "a uniquely American art form" (Kiracofe &
Johnson, 1993, p.S) in the following two centuries.
During the nineteenth and twentieth centuries, America was the
country that kept quilting more than merely alive. It became an art
form that changed and was elaborated, a part of women's lives in every
stratum of society. While some quilting was done in England and in
the Orient, in America it blossomed. Now, toward the end of the
twentieth century, it has spread world wide and has taken on new
meanings f()r each country. (Houck, 1991, p.7)
Although it is not possible to draw any firm conclusions about the original
purpose of patc~work and quilting, it seems likely that from its earliest inception
it may have been associated with both psychological and practical human
comfort.
Memorial quilt precedents
There is a history of fabric art being employed in times of adversity to record and
process difficuJt experiences. Embroidered cloth banners, hung in church

sanctuaries during the Middle Ages in Britain, memorialised the dead of various
epidemics (Hawkes, Yardley & Langley, 1994). Pioneer women, often as young as
the colonies whtch they were forming, stitched their stories into patchwork
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quilts. (McKim, 1962). Elaborate nineteenth century mourning quilts reflected the
prevailing sentimental Victorian attitudes to death (Kiracofe & Johnson, 1993).
Red Cross quilts were created by rural Australian and New Zealand women
during the Great War, from 1914 - 1918 (Hawkes, Yardley and Langley, 1994).
Trade Union banners recorded the struggles of the working classes. The Changi
prison quilts were crafted by women interned there from 1942-1945 (Hawkes,
Yardley & Langley, 1994; Rolfe, 1997). Quilts and fabric art have been an avenue
for the expression of interest in world affairs and local events throughout the
ages. Epidemics, wars, emigration, political campaigns, the temperance
movement, and the Great Depression have all been represented in quilt designs
(Houck, 1991). These are the harbingers of the AIDS Memorial Quilt Project.
A prototype for the AIDS Memorial Quilt
The AIDS Memorial Quilt Aotearoa New Zealand is part of a worldwide concept
which began in San Francisco in 1987. The original idea for the project took
shape a couple of years earlier when San Francisco activist, Cleve Jones, marched

with thousands of others in the annual candle light memorial commemoratin g
the 1978 murders of Mayor George Moscone and Harvey Milk, San Francisco's
first openly ga:y supervisor. As the mourners moved past the old Federal
Building they placed placards, bearing the names of people who had died of
AIDS, all over the walls. This "startling image" (Ruskin, 1988, p.9) lived on in
Jones' mind's eye and eventually developed into "the vision of a unifying quilt
in memory of those who had died of AIDS" (Ruskin 1988, p.9). In the spring of
1987, Jones teamed up with Mike Smith, a Stanford Business School graduate,
and together they organized local sewing bees - small groups of friends - to
produce the first forty panels for display at San Franciso' s Lesbian and Gay
Freedom Day Parade on June 28 (Ruskin, 1988).
Since that time i\ has become a tradition that many HIV I AIDS bereaved:
have chosen to make a three-foot by six-foot quilt panel (coffin shroud
size) to commemorate the lives lost, to keep the person's memory
alive, and to bear witness to each person's importance and connection
to those left grieving. (Weiser, 1990a, p.16)
Imber-Black (1991) refers to the AIDS Quilt as "a powerful and newly designed
contemporary healing ritual" (p.222). He suggests that "the choice of a quilt
symbolizes the possibilites of warmth available through survivor's connections
with one anoth~r, thus affirming life in the face of terrible death" (p.222). Bor,
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Miller and Goldman, (1992), reflecting on the American NAMES Quilt Project,
suggest that it i~ a way of helping people confront and deal with the pain of
HIV I AIDS loss.
Some panels have been sewn by individuals, but others are the creations of
'quilting bees' where friends and relatives have come together to commemorate
the life of a loved one. Although all panels are the same size, the design, colours
and materials used reflect the life, personality and interests of the person
commemorateq. The panels are then sewn together to form a block and these are
displayed as the AIDS Memorial Quilt. Each showing of the Quilt is accompanied
by a ceremony in which all of the names are read aloud, affirming the unique life
of each individual person while also capturing the overwhelming sense of the
collective loss. Thirty-nine countries throughout the world now contribute to the
AIDS Memorial Quilt (The NAMES Project Foundation Fact sheet, 1996).
Assessing the functions of the Quilt
Since its original conception in 1987, worldwide interest in the phenomenon of
the AIDS Memorial Quilt as a personal and community response to HIV I AIDS
loss, has burgeoned. There is a plethora of information describing individual
quilt panels which form part of the generic Quilt throughout the world. At the
click of a button on internet sites, colourful images and descriptions of individual
panels are available. More recently, aspects of the Quilt have also become the
focus of some academic attention. Its functions and affects are now being
examined, described and critiqued in a small but growing number of academic
studies. I have, ~ovyever, been unable to locate such academic work in relation to
the AIDS Quilt Aotearoa New Zealand.
Recent work undertaken in the United States by Knaus and Austin (1999),
assessed the effectiveness of an AIDS Memorial Quilt display as an HIV
preventive educational tool among college students who were deemed to be
particularly at risk for HIV transmission. Their results indicated that the AIDS
Memorial Quilt addresses issues centrally related to behaviour change and
indicates support for the message interpretation process and stages of change
models used in the study. Knaus, Pinkleton and Austin (2000) suggest that
viewing the AIDS Quilt is an effective health communication intervention for
college students since it is able to motivate information-see king, personal
discussion, and preventative behaviour in this group.
24

Bruce and Tarant, (1997) in an earlier study, focussed on the characteristics of
female college students attending a weekend exhibit of the AIDS Memorial Quilt.
They conclude9- that such an AIDS awareness event was associated with
increased interest in AIDS and empathy towards people with AIDS, but was not
related to increased perceptions of personal vulnerability.
Krouse (1999) discusses theories related to gift giving associated with the AIDS
Memorial Quilt and its constructed effects for those who experience it as a gift. In
this context she notes the Quilt's ability to draw people together, to create feeling
bonds among them, to share grief and maintain gay identity, and to affect their
transformation.
The phenomenon of making one's own memorial quilt is examined by Kerewsky
(1998). While not a widespread undertaking, it provides a valuable example of
one way that people with HIV may ensure their inclusion in a ritual of
community mourning. Kerewsky's (1998) study asked five HIV positive gay men
about their understanding of the meanings and processes associated with making
panels commenwrating themselves for the AIDS Memorial Quilt. The inquiry
was situated in a much larger critical literature review that incorporated recent
gay U.S. history; the social-scientific and medical arenas of HIV I AIDS, illness,
death and living with a chronic or terminal disease; the tasks and needs of people
with HIV I AIDS, including meaning-makin g activities; the Quilt's history,
characteristics and ways in which it follows the U.S. quilting tradition; a
comparison of the quilt and the Vietnam Veteran's Memorial; the meanings
ascribed to the quilt by its advocates, critics and viewers; and the experiences of
panel-makers as they themselves describe them. Kerewsky concluded that the
men in the study construed their quilt making activity as more local and
personal than the available literature on the Quilt in general might suggest.
Traditionally, fabric has been used creatively by women to make meaning of
their lives (Hawkes, Yardley & Langley, 1994; Packer, 1995). Shaw (1998) pursues
this notion in an investigation of some Denver (Colorado) women who have
come to volunteer their time, energy and skills in constructing panels for the
AIDS Memorial Quilt. The study asks how women's subjective experiences with
AIDS and loss have been made meaningful through their experiences with and
responses to the Quilt. It also examines the functions of the Quilt in the creation
of new kinship communities and the maintenance of other AIDS-related
communities.
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Spiro, Curnen and Wandel (1996) have gathered together a series of essays which
investigate the different ways that cultures and religions articulate a frame of
meaning for death, first within a larger understanding of human life, and then as
each has given form to grief, in funerals, in rites of mourning, in graveyards, and
most recently in the AIDS Memorial Quilt.
These studies indicate the range of interest now being shown in the AIDS
Memorial Quilt project. The Quilt's original memorial functions seem to have
grown to includ~ effectiveness as a health communication intervention, and as a
motivator for information seeking, personal discussion and preventative
behaviours. It encourages greater empathy for people with AIDS, drawing people
together in feeling bonds to share grief, to maintain gay identity and to effect
transformation s in their lives. Cultural and religious meaning making is
promoted and the task of grieving is facilitated through the Quilt Project.
The AIDS Memorial Quilt Aotearoa New Zealand
A significant part of the New Zealand response to HN I AIDS loss has been the
establishment of The AIDS Quilt Aotearoa New Zealand Project. The first panel
was displayed in Wellington on World AIDS day, 1988. Later, in October 1991, the
first official unfolding ceremony was held at the Auckland Art Gallery, by which
time the quilt had been extended to include 32 panels. At present (August, 2000) it
contains 140 individual quilt panels. Twelve of these are still waiting to be sewn
into blocks; but the other 128 are stitched into sixteen blocks of eight panels each.
At the time of interviewing, there had been 265 National Displays, the quilt had
visited 85 High Schools and 15 Major cities nationally, and it was estimated that
some 828,000 people in New Zealand had viewed the quilt. Internationally,
sections of the Quilt have been displayed in Japan, Thailand, United States of
America and Canada. And since then, the AIDS Quilt Aotearoa, New Zealand, or
portions of it, has been constantly on tour carrying out its diverse functions. As
outlined in their mission statement, the project organisers aim to present the
human face of the HN epidemic, through education, and by creating a living
memorial to those who have died from AIDS related conditions in New Zealand.
Conclusion
This chapter has traced the development of the virus from the earliest
documented case through to projections of the future impact of HIV I AIDS on
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the social fabric of our world. It has examined a range of personal and social
responses to loss and the threat of loss within the context of the HIV I AIDS
epidemic, and considered the impact of the virus on various social groups. This
review reveals the long and difficult process of trying to understand and respond
to the social and psychological implications of a deadly virus. It suggests that
HIV I AIDS loss is a very complex experience with many unparalleled
dimensions to ~e considered. This chapter has also outlined the development of
a unique, worl~-wide response to individual HIV I AIDS deaths, the AIDS
Memorial Quilt. It is this creative response to human suffering and loss, within
the New Zealand context, which forms the focus of this study.
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Chapter three

THEORIES OF MOURNING
While *ere may be known waypoints, there are absolutely no 'shoulds' on
the grieving journey. Travellers go at their own pace, alone, in their own
unique fashion, and must be allowed to do so.
(Tessa Duder, 1998)

Overview of ch"pter
This chapter focuses on an examination of three extant theories of mourning that
inform the culture of health professionals who work with bereft people. A caveat
concerning the limitations of theory precedes my justification for the selection of
these particular theories. Some key terms in bereavement discourse are explained

and some cultural considerations are then raised. This is followed by an outline
of the major concepts in the works of each of three theorists. First, I examine the
development of the Kubler-Ross (1969) stage model, a general theory of dying,
which also has relevance for the bereaved. A later revision (Kubler-Ross, 1987)
which includes specific references to HIV I AIDS issues at each stage of the theory
will also be considered. Aspects of Raphael's (1983) 'Anatomy of Bereavement'
are then presented. This, too, is a general theory which was constructed prior to
the outbreak of AIDS. Then a brief overview of Dane's (1991) conceptual
framework, developed specifically in response to the loss experienced by
HIV I AIDS bereaved parents, is provided. Finally, I will introduce some brief
thoughts about the role of art therapy (Johnson, 1987; Weiser, 1993) in helping
the traumatised bereaved.
The application of theory
Bereavement affects nearly everyone at some time or other and has far reaching
implications in people's lives and in their communities (Stroebe, Stroebe &
Hansson, 1993). There are many extant models of mourning which provide

meaningful ways to organise and understand episodes of grief and loss and to
respond to them in positive ways. But Parkes (1993) has observed that no one
theory of human behaviour "can be expected to predict or explain more than part
of a person" (p.91); and he adds a cautionary note about attempting "to force
people into preconceived models" (p.91). However, Parkes also acknowledges
that it is necessary to have some frame of reference if we hope to be useful in our
efforts to help "those who cannot make sense of life's vicissitudes" (1993, p.91).
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And, research in the area of bereavement indicates that coping with death and
dying remains profoundly problematic for people in Western societies
(Littlewood, 1994). To be effective:
Theoretical formulations should not only help us to understand
certain counterintuitive reactions and complex symptomatolog y. They
should also provide explanations of individual differences in mental
and physical health outcomes. Most importantly, they should allow
one to develop strategies of care and therapy to ameliorate distress and
help toward the prevention of pathology. (Stroebe, Stroebe & Hansson,
1993, p.7)
At present there is no broadly applicable, integrative theory to fulfill all of these
expectations. Bereavement theory tends to fall into two main categories "which
have grown out of different traditions and interests of researchers" (Stroebe,
Stroebe, & Hansson, 1993, p.7). Depression models have arisen out of the
psychoanalytica l and attachment model tradition. Complementing these are the
stress models which consider bereavement to be a stressful life event, and offer
explanations for the physical health consequences of bereavement, which is not a
focal concern of depression models. The Kubler-Ross and Raphael theories of loss
and bereavement have been formed around the depression model. Dane's theory
also includes elements of the depression model, but it moves closer to the stress
model in acknowleding the lability and intense distress of parents (Dane, 1991)
coping with a potentially psychologically destructive life event. However, the
three theories discussed in this section reflect a trend where
~~psychoanalytic/ psychodynamic and attachment models have continued to
dominate present-day conceptualizati ons and to define research frameworks"
(Middleton, Raphael, Martinek & Misso, 1993, p. 49).
Theory triangulation
According to Wortman, Silver and Kessler (1993), the most influential theories
in the area of grief and loss are "the so-called stage models of grief" (p.351).
Despite some doubts about the results of a too-rigid application of the stages and

the lack of empirical testing of the validity of 'stages' (p.351) they conclude that
stage models can be "extremely useful in a descriptive sense" (p.352). I have
chosen to focus on the Kubler-Ross stage theory because it was developed from
interviews with terminally ill people and with close reference to the needs of the
dying and those who care for them; and, later, the Kubler-Ross theory was
adpated specifically for those infected and affected by HIV /AIDS. Dane's theory
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was of particuar interest because not only was it developed with the HIV I AIDS
bereaved in mind but also it is cognisant of both the anticipatory and
memorialisatio n aspects of HIV I AIDS loss. Raphael's The anatomy of
bereavement makes no reference to HIV I AIDS, but it has evolved out of a more
local (Australian) context - some of it refers to a New Zealand situation and
contains reference to New Zealand research (Raphael, 1983, pp.337 & 420). She
also acknowledges the influence of John Bowlby (Raphael, 1983, p.xi); and his
seminal work (Bowlby, 1969) on attachment in the human species. Elisabeth
Kubler-Ross (1969) has also been a source of inspiration for Raphael (Raphael,
1983, p. xii). I have chosen these theories because of their fit with the context of
this study, hoping that they might provide appropriate theory triangulation
(Denzin, 1978) an<;i alternative lenses through which to examine aspects of
HIV I AIDS bere~vement in New Zealand in the nineties.
Defining some terms
In Raphael's (1983) model, bereavement is defined as a reaction to the loss of a
close relationship. Bereavement compri?es a series of phases representing some
of the processes of adaptation to loss. Sometimes grief is also used to describe this
reaction. But Raphael (1983) uses grief, more specifically, to describe the
emotional response to loss, the complex amalgam of painful affects including
sadness, anger, helplessness, guilt and despair. Mourning is the psychological
process that o~curs in bereavement whereby the bereaved person gradually
undoes the psychological bonds that bound him or her to the deceased.
Stroebe, Stroebe and Hansson (1993) note that it has now become fairly common
practice in the field to distinguish among these three terms. The defintions
which Stroebe et al. offer reflect similar meanings to those proferred by Raphael,
but they tend to place a greater emphasis on the cultural context in which
mourning occurs. "Mourning denotes the actions and manner of expressing
grief, which often reflect the mourning practices of one's culture" (Stroebe,
Stroebe & Hansson, 1993, p.S).
Cultural aspects of mourning
Rosenblatt (1993) reminds us of the crucial part cultural context plays in the
bereavement process, and how it is often impossible to separate an individual's
grief from culturally required mourning. New Zealand is becoming an
increasingly culturally diverse nation; but, in general, our assumptions about
death, dying a1,1d spiritual worlds are guided by both Maori and Pakeha
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(European) cultural backgrounds. It has been observed that:
For many Pakeha, living within a society in which Western science
and psychology tell us much of what we believe about life and death,
the possibility of life after death, other than in the Christian sense, or of
the presence of spirits around us all the time is difficult to
accommodate. On the other hand, for many Maori the existence of the
dead around us all the time is taken for granted in all kinds of ways. As
we grow up we learn, unconsciously and consciously, certain beliefs
which we then confirm throughout our lives by attributing what we
see as proof of what we already believe. (Gatenby, 1998, p.104)
The issue of sensitivity to cultural differences has also been raised by Broughton
(1996). He notes that many young Maori people today live within a cultural
framework often referred to as 'urban Maori,' where their reality is often fraught
with conflicting values. He argues convincingly that holding onto those cultural
concepts that are specifically Maori, while at the same time attempting to
maintain a healthy lifestyle in a modern Western society is not easy.
Rosenblatt (1993) draws attention to the wide range of culturally appropriate
expressions of grief across cultures; and he stresses the importance of
conceptualizing grief as a substantial range of responses, each of which
authentically expresses feelings of loss when supported by a legitimating cultural
context.
The medical model and making sense of the social order
This research project is situated within a Western culture in which the medical
model has long been a powerful force for making sense of illness, death and
dying (Alcorn, 1988; Foucault, 1973; Sontag, 1990). In this culture the acceptance of
death as a normal, natural part of life is often difficult since death is frequently
viewed as a failure of modern medicine. The theories of mourning which are
examined in this section of the project, have arisen within and in response to
this cultural context. Kubler-Ross (1969) herself, described the "increasingly
mechanical and depersonalised approach" (p.9) to medical care where a patient
may long for "rest, peace and dignity" (p.9) but instead "get infusions,
transfusions, a heart machine or a tracheotomy if necessary" (p.9). She queried
"the rationale or justification behind all of this" (p.9), and she asked the question,
"Is this approach our own way to cope with and repress the anxieties that a
terminally or critically ill patient evokes in us" (p.9)? She wonders if it is a
"desperate att~mpt to deny the impending death ... and, perhaps our own
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mortality" (p.9). A medical doctor herself, Kubler-Ross does not decry the need
for medical intervention, but she is adamant that we must "keep the focus on the
patient's experience, his needs and his reactions" (p.8), and what she calls "the
right to be heard" (p.8). Her theory has evolved in reponse to her work with
dying patients and her perceptions that many people working in the medical
profession "seem to fear and deny the reality of death" (p.7). She has referred to
the hostile reactions and lack of cooperation from some physicians when she
asked to interview terminally ill patients early in her work.
While some of them used the patient's poor physical or emotional
health as a reason for their reluctance, others flatly denied having any
terminally ill patients under their care. Some expressed anger when
their patients asked to talk to us, as if it reflected their inability to cope
with them. (Kubler-Ross, 1969, p.247)
Nursing staff, too, were often "divided in their responses" (p.250) to her
innovative and consultative ways of working with patients. Some staff expressed
anger and made "inappropriate remarks," although others greeted Kubler-Ross
with "relief and anticipation" (p.250). However, over time, Kubler-Ross was able
to observe some positive changes in staff attitudes. In the preface to her seminal
work On Death and Dying, she makes the point that:
It is not meant to be a textbook on how to manage dying patients, nor is
it intended as a complete study of the psychology of the dying. It is

simply an account of a new and challenging opportunity to refocus on
the patient as a human being, to include him in dialogues, to learn
from him .... more about the final stage of life with all its anxieties, fears,
and hopes. (Kubler-Ross,1969, p. xi)
At every stage in her theory Kubler-Ross (1969) takes cognisance of the dying
person's rights as she perceived them. She is also aware of the implications of her
observations for those who work with, care about and grieve for a terminally ill
person. She beli~ves that family members undergo different stages of adjustment
similar to those outlined in her theory (p.168).
The relative has a long time of mourning ahead of him, when the
problems of the dead are solved. He [the relative] needs help and
assistance from the [time of] confirmation of a so-called bad diagnosis
until months after the death of a member of the family. (Kubler-Ross,
1969, p.179)
In this way she concedes that her theory not only helps to make sense of the
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dying, death and loss experiences of the terminally ill themselves but also of the
bereavement experiences of their survivors.
Elisabeth Kubler-Ross's account, of her work with the terminally ill, written a
decade or so before the threat of HIV I AIDS touched the world, opens with a brief
statement which seems to assign the occurrence of epidemics to the past.
"Epidemics have taken a great toll of lives in past generations" (1969, p.1) she
declares, as she expounds her theme of loss. She concludes that medicine, with its
increasingly potent vaccines, antibiotics and chemotherapy techniques, has
conquered the tall particularly amongst the young and middle-aged. Today, many
HIV I AIDS bereaved would not be able to accept the validity of those views,
which Kubler-Ross herself has had to adjust, but some would agree, perhaps, that
the complicated cocktails of medicine are holding the toll in check. Individuals
are living longEfr with HIV infection. But for those infected and affected the
spectre of death still lurks as fearfully as ever.
Kubler-Ross (1969 & 1987)
In sketching the historical background to her stage theory of death and dying,
Kubler-Ross (1969) refers to ancient beliefs about impurity and evil spirits
associated with the dead and the many cultural rituals which have developed to
take care of the "bad" (p.S) dead person. For example, she speculates that the

tradition of the tombstone may have originated "in the wish to keep the bad
spirits deep down in the ground ... " (p.S). She also theorises that these rituals
originate in the " feeling of anger which still exists in all of us, though we dislike
admitting it" (p.S). Kubler-Ross emphasizes that "death is still a fearful,
frightening happening, and the fear of death is a universal fear even if we think
we have mastered it on many levels" (p.5). However, she also points out that our
way of coping and dealing with death and dying has changed over time.
Kubler-Ross, herself, has contributed enormously to changes in the ways that
contemporary society deals with death and dying. The five stage theory which she
proposed in her 1969 work has ramifications for the bereaved as well as the dying;
and has come to represent a kind of benchmark theory in contemporary society
for making sense of human loss in a multitude of situations.
In the first stage denial and isolation predominate. Kubler-Ross observed that the
reaction, "No, not me, it cannot be true," (p.38) was as true for those patients
who were told QUtright at the beginning of their illness as it was for those who
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came to a more gradual realisation later on. For the grieving family denial may
range across a variety of reactions from utter disbelief that a member of their
family could possibly be terminally ill; through 'shopping around' various
doctors in the hope of hearing a more positive diagnosis; or consulting fortunetellers and faith healers; to making expensive trips to famous clinics and
physicians in search of a miracle cure (Kubler-Ross, 1969, pp.168-169). Denial can
be a healthy s~rategy which enables people to gain time to mobilize their
resources, to control shock and to pace their interpretation of information about
the illness. Later on, isolation which involves maintaining a cognitive
understanding of an event without acknowledging its emotional impact, may be
used. This, too, can be a positive response which protects the person from despair
and helps to maintain their participation in daily activities (Littlewood, 1992).
The second stage, anger, is often a very difficult stage to cope with for family and
medical or nursing staff. The patient's anger is "displaced in all directions and
projected onto the environment at times almost at random" (Kubler-Ross, 1969,
p.SO). Avoidance or punitive responses are particularly unhelpful and are likely
to cause further isolation. It is also possible that family members, with unrealistic
expectations of what can be done for the terminally ill person, will blame the
doctors or staff for inadequate care. Some anger may be harboured because of
guilty feelings in relation to the dying person and "a wish to make up for missed
past opportunities" (p.169). Kubler-Ross suggests that encouragement to express
these emotions l?efore the death of a loved one can be very helpful not only for
the dying person.' s comfort but also for the grieving person's emotional wellbeing.
The third stage of bargaining, usually made in secret, "is less well known but
equally helpful to the patient" (p.82). The patient is aware that there is little
chance of being rewarded for good behaviours and being granted a wish for
special services; and yet the wish most usually expressed is for an extension of
life, followed closely by a wish to be free of pain or discomfort. Kubler-Ross
explains that the bargaining is really an attempt to postpone; it has to include a
prize offered 'for good behaviour,' it also sets a self-imposed 'deadline' -let me do
this one more time, or let me live long enough to attend the wedding - and it
includes an implicit promise that no further bargaining will take place if this one
request is granted.
In the fourth stage depression descends. Kubler-Ross differentiates between a
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reactive depression where the patient is reacting to previous loss - perhaps the
loss of mobility or the loss of a breast or limb; and preparatory depression where
the terminally ill person is preparing for the final separation from this world.
The former type of depression may be alleviated by offering encouragement and
reassurances but the latter needs a different approach. She suggests that:
The patient should not be encouraged to look at the sunny side of
things as this would mean he should not contemplate his impending
death ... .If he is allowed to express his sorrow he will find a final
acceptance much easier, and he will be grateful to those who can sit
with him during this state of depression without telling him not to be
sad. (Kubler-Ross, 1969, p.87)
The importance of open communication between the dying person and family
members is paramount. Kubler-Ross notes that amongst family there is a
tendency "to hide the feelings from the patient, to attempt to keep a smiling face
and a front of make-believe cheerfulness which has to break down sooner or
later" (p.160). Acknowledging sad or guilty thoughts and feelings may help to
avoid depression and break down for family members.
The fifth and final stage should not be mistaken for a happy stage. Acceptance is
almost devoid of feelings. The patient is often extremely weary and it is as if the
pain has gone and the struggle is over. There may be no desire for conversation
but the reassuring presence of those who care, "may say more than many noisy
words" (p.113). This may be a heart-breaking time for the family "when the
patient is slowly detaching himself from his world including his family" (p.l70).
During this stage it is often the family who need greater "help, understanding,
and support than the patient himself" (p.l13). However, Kubler-Ross observed
that there are some patients who struggle to the end and maintain hopes that
make it almost impossible for them to reach any kind of acceptance. Sometimes
this is viewed by family and staff as more courageous than the alternative of
giving up. Kubler-Ross poses the question, "How can we differentiate this from
the stage of acceptance, when our wish to prolong his life contradicts with his
wish to rest and die in peace?" She believes that we must be able to do so. The
situation where "a little fight" on the patient's part "combined with the help of
the medical profession" could give a chance for longer life; and the situation
where the patient has genuinely, not necessarily happily, accepted the
inevitability o:f death must be understood as different processes. If we do not
understand this we may "do more harm than good to our patients, we will be
35

frustrated in our efforts, and will make his dying a painful last experience"
(p.114). These five stages describe the coping strategies- 'defense mechanisms,' in
psychiatric terms - used by the terminally ill to deal with the complex and
difficult situations they face. It is also important to understand that "These
means will last for different periods of time and will replace each other or at
times exist side by side" (p.138).
Kubler-Ross is adamant that the most meaningful help for any relative, child or
adult, "is to share his feelings before the event of death and to allow him to work
through his feelings, whether they are rational or irrational" (p.180). If feelings
are suppressed or blame is attached to having "such socially poorly tolerated
thoughts" (p.180) the results may become manifest in physical and emotional ill
health.
In her later work, AIDS: The ultimate challenge, Kubler-Ross reflects, "Little did
we know when we first started that all this was subtle preparation for a far greater
tragedy that was still on the horizon: the pandemic of AIDS" (1987, p.4). She has
revamped her original stage model to include particular issues faced by those
affected by AIDS. She contends that AIDS has become the largest sociopolitical
issue of our times. "Not only do people have to go through the stages of dying,
they are faced with issues the world never has had to deal with to such an extent,
in such massive numbers, and from every direction" (1987, p.4).
Taking each element of her theory in turn, she touches on some of the issues
raised by the AIDS pandemic. She begins with the "Feelings of denial which
abound when it comes to facing the reality of a son's homosexuality" (p.S), a
child's infection with the virus, or a husband's bisexuality. And she considers the
"thousands more" (p.S) who, living with the illusion that it cannot happen to
them, fail to take care in their sexual relations or with their drug use. When the
"difficult defense" (p.S) of denial can no longer be maintained anger and rage set
in.
The anger response presents in many forms. For some families, having to deal
with "higher authorities" (p.6) within some systems, saps so much energy when
they are already anxious and tired, that the effort required to deal with problems
often makes them insurmountable . Anger is often disguised in passiveaggressive behaviours towards those affected; and many people "either give up or
withdraw from the community ... " (p.8) in response to such treatment. Kubler36

Ross notes that passive-aggressive hostility was rampant in the early years of
AIDS in the United States" (p.7), not only in systems but also "everywhere in our
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communities" (p.7).
Bargaining, which encompasses the 'why me?' and 'if only' attitudes, is often
evident in the family and among health care providers. Some mothers will make
huge sacrifices to care for their sons, even moving "clear across country, strongly
believing that if they give up their homes and work to care for their 'boys,' their

sons will make it" (p.8). She also observes that this kind of thinking seldom lasts
very long. "It is gradually replaced with a mixture of anger, frustration,
exhaustion and depression" (p.9).
Kubler-Ross concedes that for HIV I AIDS affected people the depression stage is
"different from those with cancer or other more 'acceptable' illnesses, this
depression cannot be shared with many" (p.9).She points to the failure of some of
the informal ways which often sustain people who are feeling depressed: the
neighbour who might otherwise 'drop in' will offer excuses about not wanting to
disturb anyone; the next-of-kin who will stay away because they fear infection; or
the local barber shop, "often a place where people can pour out their heart," has
to cut down on its clientele and is no longer available to give regular haircuts.
And Kubler-Ross indicates that the final stage of accceptance and peace can only
ever be reached if the sense of impotence in the face of "a vicious killer virus and
against a society thfl.t discriminates, judges, blames and viciously enjoys the 'fruits
of these patients' lifestyles"' (1987, p.ll) is ameliorated by love and acceptance.
Raphael (1983)

Raphael's (1983) 'anatomy of bereavement' model reflects aspects of Bowlby's
attachment theory (Bowlby, 1969, 1973, 1980 I 81 cited in Raphael, 1983), and
describes the experience of bereavement in terms of separation and mourning.
Although she "relies heavily on the models of Bowlby and, to a lesser extent
Freud and Melanie Klein" (Raphael, 1983, p.44), Raphael also acknowledges the
influences of Lindemann, Parkes and others whose individual contributions she
notes in her work. In Raphael' s model, bereavement may be conceptualised as
"comprising a series of phases, representing some of the processes of adaptation
to loss" (1983, p.33). Any such phases are not clear-cut or fixed and the bereaved
person may pass backward and forward among them or, indeed, may become
locked in one or other, partially or completely.
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As in Kubler-Ross's theory, Raphael posits that the first response to news of death
or threat of death is shock, numbness and disbelief. A strong sense of unreality
permeates the person's senses. Feelings that this cannot really be happening,
prevail. The bereaved may even feel "distanced from the horror and its
implications, frozen in time" (Raphael, 1983, p.34). This period of distancing,
numbness or shutting out gives "the ego time to mobilize its resources so that
the death and the loss may be dealt with gradually, controlling the stimuli so they
are more mana~able, thus allowing for greater ego control" (Raphael, 1983, p.34).
Following the denial phase, the anguish of recognition breaks through. Raphael
cites several factors which first facilitate the facing of reality and then consolidate
it. There are, of course, a multitude of facilitative probes but often it is the need to
make practical arrangements which instigates the return to reality: the need for
the bereaved to communicate about the death to significant others; the legal
processes concerned with the death such as certification; the need to arrrange for
disposal of the body; and the presence and words of others who acknowledge the
death. The progressive intrusion of the reality of the "absence" of the dead person
leads to a lessening of denial. Among the consolidation factors, the opportunity
to see and spend time with the deceased - to say goodbye, perhaps to hold or
touch the dead body - is most valuable. "All evidence suggests that seeing the
body of the dead person is an important part of the adjustment process: it
provides an opportunity to see and become familiar with the realities of death ... "
(1983, p.35). Raphael notes that special difficulties may arise when no body is
found or when the bereaved are denied access to the body.
While, "One level of denial is relinquished when the dead person is accepted as
dead. A further engagement of reality is required to arrange the funeral and
participate in it" (Raphael, 1983, p.37). Funeral rituals or ceremonies serve a
number of functions. In practical terms a funeral simply provides a way of
disposing of the body. However, its symbolic functions are equally important. A
funeral may assist in the process of adaptation to the loss by facilitating two key
developments in this process: "To separate the dead person from the living and
to allow the living to bid that person a farewell" (Raphael, 1983, p.37); and "to
provide an opportunity for reestablishmen t of the social group, for a
reinforcement of its life and unity" (Raphael, 1983, p.37). The social group
provides an atmosphere of solidarity as members pay their respects to the dead
person but they also have an opportunity to express support for the bereaved.
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After the funeral ceremony the bereaved returns home- to a home without the
deceased. This transition is often eased by the custom of meeting together with
family and friends to share food and drink. Raphael cites the cultural traditions
of the Irish "wake" and the Jewish week of "sitting shivah" which set in motion,
early, the vital aspects of the psychological mourning process.
In the next phase of Raphael' s model, the intellectual awareness of the reality and
finality of death moves into the bereaved's emotional experience of separation
pain. "Grief breaks over the bereaved in waves of distress" (Raphael, 1983, p.40).
Yearning, longing and pining for the lost person are part of the adaptation to the
loss. Powerful, frightening and variable affects, including panic, anxiety, guilt,
anger, aggression and helplessness threaten the bereaved person's own ability to
carry on. They may feel that survival is impossible without the deceased and that
the pain is too great to be tolerated. Raphael stresses that the affective responses
of this period

ar~

intense.

The last phase of the mourning process, when the finality of the loss is accepted,
focuses on the work of reversing the various processes that have gone into
building the reLationship.
If mourning is progressing satisfactorily, more of the real memories,
the positive and negative aspects representing ambivalences inevitable
in human relationships are recalled. The good and the bad, the happy
and the sad, of both the person and the relationship are gone through
bit by bit, and these ambivalent bonds are gradually undone .... For most,
the loving aspects of the relationship predominate, and the review
leads to sad and loving memories of the person who has gone, with
only occasional negative aspects and minimal guilt. (Raphael, 1983,
p.44-45)

Raphael emphasizes that, for the majority of people, the most powerful influence
on the mourning process is that of family and social networks. If those offering
support, consolation, and comfort can do so in such a way that the bereaved can
accept and express, as he needs to, his affects of grief, and if they can allow and
facilitate his review of the lost relationship in its positive and negative aspects,
then he is likely to mourn the loss satisfactorily.
Dane (1991)
A model of anticipatory mourning originally proposed in 1972 by Futterman,
Hoffman and Sqbshin (cited in Dane, 1991), a decade before AIDS awareness,
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presents five tasks for the bereaved. These have been adapted by Dane (1991) into
a conceptual framework for counselling middle-aged parents in families whose
adult child's diagnosis is AIDS. Anticipatory mourning "refers to the grief that
occurs prior to the actual loss and is typically observed in situations in which
individuals are aware of the inevitability of death" (Dane, 1991, p. 108). Dane
stresses that it is critical that clinicians recognize this nonnormative and
stigmatized mourning period. Counselling services and support networks, which
may include family and friends, can assist those facing loss to work through
important bere'ilvement issues related to those aspects of HIV I AIDS loss. In so
doing "families can reduce the painful post-bereavement adjustments even if the
tasks are worked on with uneven effort and out of sequence" (Dane,1991, pllO).
Dane suggests that if families have the opportunity to work on "profound
changes accomp~nying the loss of their adult child before it actually occurs" (1991,
p.108) they are much better prepared for the impact of the death.
The relationship between a middle-aged parent and an adult child is
quite different from that between a parent and a younger child, and
differences in the grief experience should be anticipated. It may be
particularly difficult to see one's offspring denied the rewards of
adulthood after years of struggle for education and job security. Also,
an adult-parent relationship that has been strained or has matured
over time is hard to relinquish. (Dane, 1991, p.109)
Dane provides an overview of the five tasks outlined in the Futterman et al.
model:
1. Acknowledgment involves a cognitive and emotional process

wherein the family becomes progressively convinced of the terminal
nature of the illness. They also, at least intellectually, acknowledge and
face their son's homosexuality.
2. Grieving involves the acceptance, articulation, and expression of
the emotional impact of the anticipated loss.
3. Reconciliation refers to the family's development of a sense of
confidence in the worth of their child's life, and life in general,
notwithstanding the acknowledgement of the terminal nature of the
illness.
4. Detachment refers to the gradual relinquishing of emotional
investment in the sick adult child and a redirection of energies toward
other family members or other areas of interest.
5. Memorialization involves the family's expression of the way
they want to remember their child. Certain attributes become stabilised
and fixed in the family's memory. (Dane, 1991, p.110)
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Dane extends these concepts further. Acknowledgement also involves a
continual struggle betweeen hope and despair, it represents a time of crisis
wherein families understand that AIDS has no cure. Feelings about the the loss
must be actively acknowledged. Feelings of disbelief tend to be transitory.
However, in the early stages denial is often a useful and necessary defense. Media
attention to AIDS has often not been helpful. Parents find themselves caught
between attempts to validate the illness on the one hand and to discredit it on the
other. Dane notes that as a result of the fear and panic evoked by AIDS in the
some families choose not to disclose the diagnosis, thus
limiting potential sources of emotional and practical assistance.
community at

larg~,

Many parents may struggle with their own limits and experience shock and
numbness. The anguish and strain of the news and its association with
homosexuality can reduce parents' ability to cope. Grief is experienced most
acutely when £amilies first learn of the diagnosis; when symptoms such as
extreme weight loss, visible Kaposi's sarcoma lesions, impaired memory, and
severe depression or dementia becomes apparent in the ill person; and during
the terminal period. Dane suggests that grieving can be likened to emotional
shock waves followed by an ongoing series of underground shocks. As the initial
shock abates and equilibrium is restored with newly learned coping behaviours,
the bereaved person is more able to move on through the process of grieving,
and acknowledgement of the disease.
Dane suggests that reconciliation occurs when the family's sense of confidence in
the worth of their son's life in general is restored. She proffers the view that most
parents see their child as the embodiment of their hopes and dreams in life.
When reconciliation takes place it has a restorative and healing effect on the
family; and it way also cause families to critically review the value and meaning
of life. "Reconciliation may be seen as a form of 'cognitive re-appraisal' wherein
stress is reinterpreted in a manner that neutralizes some of its potentially
damaging psych,ological force" (Dane, 1991, p.112). During the reconciliation
period, many families relate more effectively with their son's lover and begin to
accept the non-traditional aspects of their son's life. Some families may seek
consolation from religion to counter the attribution of sin and guilt often
associated with the disease. Review and reflection are important aspects of this
task. Dane asser-ts the value of reminisence as a way of providing families with a
sense of continuity with the past.
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Growth is difficult to achieve when a family is lodged in a painful
present and anticipates a frightful future (Tiblier et al., 1989). Many
families must go through extended or episodic periods of selfexamination of unresolved past issues before they can reconcile
themselves with the present. (Dane, 1991, p.113)
Dane has observed that detachment may accelerate during the acute or protracted
terminal period of the illness. With the development of new medications many
people with AIDS live longer while gradually wasting away and often becoming
unable to communicate. Hospital personnel sometimes complain about families'
callous behaviour or lack of interest in the person with AIDS. Countering their
assertions, Dane suggests that therapeutically viewed, this period may be seen as
the parents' conscious decision to detach themselves as the end draws near. They
may devote more time to other family members while still caring for their adult
child's physical and emotional needs. Facing reality and saying goodbye are
encouraged.
Memorialisatio n is "The process by which the conscious mental representation of
the dying son is moulded into a relatively permanent form which endures
beyond death ... " (Futterman et al., 1972, cited in Dane 1991, p.114). Dane clarifies

this process further:
The family's fixed image of the adult child, the product of
memorialization , expresses the way the parents want to remember
him. Through this task, the memory of attributes of the child becomes
stabilized. Memory becomes increasingly selective and negative
attributes are de-empasized, ignored or forgotten. (Dane 1991, p.114)
Dane explains that mourning tasks continue into the post-bereaveme nt period.
At this time family members can also be encouraged to participate in support
groups. While affirmation of the ritual and memorial aspects of the bereavement
process is inherent in the framework, Dane also suggests that health
professionals should exercise caution:
Therapists. should never take a position on the right way or the best
way to undertake these rituals, because what is right or best depends on
what the family wants and agrees upon. (Dane, 1991, p114)
Dane's mourninp framework is formed with the particular counselling needs of
bereaved parents of adult children in mind. In particular, it elucidates the
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anticipatory mourning process of the HIV I AIDS bereaved; and it also includes a
special emphasis on the value of creative ritual and memorial practices. And,
while it defines tasks which the bereaved may undertake to ease the pain of
HIV I AIDS loss, it is cautious about applying them in a particular order which
might suggest that the bereaved should be progressing through consecutive

stages of mourning. The clinician's role is to work calmly with parents and to
"help them focus on concerns as they arise" (1991, p.114).
The role of art therapy

Johnson (1987) speaks generally of the special role of art therapy in helping the
traumatized bereaved. He posits three stages of intervention. First, the person
needs to gain aq:ess in a safe and controlled way to the traumatic memories, to
overcome denial or amnesia for events. Second, the person needs to engage in a
lengthy working-throug h process in which the trauma can be acknowledged, reexamined, and re-conceptualize d, resulting in a modification of its intensity. The
trauma is transformed from an intrusive re-living of the event into a memory
that can be recalled when one wishes. And finally, the person needs to rejoin the
world of others through interaction with other trauma victims, and to be able to
get on with his or her own life.
Utilizing Winnicott's (1965) ideas, Johnson (1987) says that normally, dreams,
fantasies, and the transference provide a transitional space in which the therapist
and the traumatized person can safely play with ideas and feelings that emerge in
the process of discovery. But he goes on to say that what the creative arts
therapies offer is the concrete and impersonal transitional space of the artwork
that is more safe than the abstract one of transference. The traumatized person
can play out at arm's length the gamut of feeling and impulse, and be helped by
the creative arts therapist to modulate the directness and intensity of expression.
Thus the creative arts therapies provide an externalised structure for transitional
phenomena for which the person is not wholly responsible. Instead of the
discussion of a feeling, one has the discussion of a picture of the feeling, a less
threatening situation for the person because the picture is external to the self.
Johnson (1987) believes all of the creative arts are effective because each allows a
re-working of th'f traumatic experience.
Weiser (1993) reminds us that:
Symbolic representation is the only language we will ever have for
expressing and communicating thoughts, feelings, memories, and
43

other inner experiences, even though it necessarily mediates and
filters those experiences in the process of describing them. All art
therapy is based on the idea that visual-symbolic representation is far
less interruptive and distortive than verbal translations of sensorybased experiences, and that we not only often project unconscious
meaning through such metaphoric communications from deep inside
but also tap into those areas while simply reacting or responding to
symbolic imagery produced by others. (Weiser)993, p.10)
In this study, the role of art therapy in helping the HIV I AIDS bereaved must also
be considered along with the theories of mourning that help to illuminate their
grieving process. The memorial quilt panels portray images which are "visualsymbolic"(Weiser, 1993) communications that have arisen spontaneously from
each participant's store of memories, thoughts, feelings and experiences. They are
a form of personally coded expression to and from the self; and to and from the
world in which that self exists.
Conclusion

This chapter has examined three different theories of mourning and considered
the role of art therapy in working with traumatised people. These theories do not
stand in opposition to each other; rather, each has its own emphases on the
human reactions to loss. These perspectives have been influential in constituting
the professional discourses that guide our way of thinking about how we work
with the bereaved. They shape our understanding of the bereft person's
experience and our expectations of their progress through the mourning period.
But it is important to keep in mind that bereaved people may benefit from a wide
range of structurings to their experience (Rosenblatt, 1993). Mourning is a
transitional experience and any theory can, at best, be only a predictor of how that
transition will proceed. The summaries of these theoretical approaches together
form a very broad baseline for some comparisons and contrasts with the actual
lived experience of the HIV I AIDS bereaved participants in this study; and these
will be presenteq in the concluding chapter.
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Chapter four

METHOD
It was, she suspected, her primary scientific gift. To look blankly at the
evidence, to look and look and look, without internal comment....lt was the
beginning and the end, as far as she was concerned. You had to look
everywhere of course and it was not always easy, but you had to look
without knowing what you think you will find .
(Maitland,1990, pp.81-82)

Setting up the study

Early in the research process I presented a
seminar to my colleagues in the (then)
Education Department at the University of
Otago, in which I outlined my proposed study
based on the design ideas of V alerie J. Janesick
. (1994) . She sees dance as the perfect metaphor
for qualitative research design (Figure 2),
because both are about lived experience;
"about how human beings are related to each
other in their respective worlds" (Janesick
._____ _ _ _ _ _ _ _ _ ___. 1994, p .210) . She says that:
FIGURE 2: The Dancer.
Detail from Robyn's quilt panel

All dances make a statement and begin with the question, What do I
want to say in this dance? In much the same way, the qualitative
researcher begins with a similar question: What do I want to know in
this study? (Janesick, 1994, p . 210)
She makes the claim that both dance and qualitative research design are .
interpretive forms of art; and she compares the 3 stages of preparation for dance,
the Warm-up, the Work-out, and the Cool-down, with the stages of a qualitative
research project. In the 'Warm-up' phase the research design decisions have to do
with what is studied, under what circumstances, for what duration of time and
with whom (Janesick, 1994, p.211). I started out with the basic research question
which informed all my observations and interviews, led me to a decision to use a
focus group, and influenced my choice of a grounded theory approach, symbolic
interactionist tenets and ethnographic techniques to underpin the study . In the
second

sta&~'

a tptfll 'Work-out' :period,
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wher~

I

ent~red

the fielp. and began

interviewing, "another set of decision points" (Janesick 1994, p.212) emerged. I
began looking for the meaning and perspectives of the participants in the study;
for relationships regarding the structure, occurrence, and distribution of events
over time; and for points of tension - What does not fit? What are the conflicting
points of evidence in the case (Janesick, 1994, p.213)? In the final or 'Cool-down'
stage the process of data analysis continued but with a greater focus on how the
findings would l,Je presented. I entertained decisions about the use of computer
assisted social scientific prose analysis and experimental forms of writing.
Janesick (1994} suggests that:
Like the choreographer, the researcher must find the most effective
way to tell the story, to convince the audience. Staying close to the data
is the most powerful means of telling the story, just as in the dance the
story is tol~ through the body itself. (Janesick, 1994, p.215)
The original design based on the Warm up, Work out and Cool down phases of
Janesick's dance metaphor has guided my decision making throughout the study.
Some steps have been adapted and adjusted (e.g. to have one set of interviews
instead of two as originally planned) to fit changing circumstances as the project
developed but the basic phases of the design have endured.
Overview of chapter
The next part of this chapter describes the methodological underpinnings of the
study. A brief summary of the domains of qualitative inquiry is followed by an
outline of the postmodern, poststructuralis t context in which this project takes
place. A description of the grounded theory approach which forms the
methodological basis of this study is then presented. Symbolic interactionism,
from which grounded theory has arisen, is briefly outlined as a useful perspective
from which to understand loss, grief and the bereavement process. The use of an
ethnographic approach and participant observation perspectives which were
employed in the field, including the use of interviews, are then discussed.
Finally the way$ in which sociological introspection enhanced some fieldwork ·
observations is considered.
The remainder of the chapter deals with the more practical aspects of the method.
The role of the consultant focus group is explained; and details pertaining to the
participants are outlined. A discussion of the data gathering process focusses on
the interviews and other sources of data. This is followed by an extended
description of the process of data analysis which included the use of computer
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assisted prose and experimental writing in the form of elegaic story-poems.

Methodological underpinnings
In the introduction to this thesis (chapter one) I have outlined the background to
my interest in undertaking this study and the way my basic research question was
formed. This is, as Janesick (1994, p.210) says, "a critical beginning point." Having
framed the initial query, I then faced the crucial task of finding a way to proceed
with my inquiry. What kind of methodology should I use? Methodology, ''A
way of thinking about and studying social reality" (Strauss & Corbin, 1998, p.3),
involves the theory and analysis of how research should proceed, how research
questions might be addressed and the criteria against which research findings
might be evalua,ted (Maynard & Purvis, 1994). However, Janesick (1994) sounds a
note of caution about methodological procedures. She has coined the term
methodolatry to signal a preoccupation with the "slavish attachment and
devotion to method that so often overtakes the discourse in the education and
human service fields" (Janesick, 1994, p.215). She is concerned that methodolatry
is another way to move away from understanding the actual experience of
participants in a research project. Since my interest lay in attempting to
understand the grief experience of people whose lives had been affected by an
HIV I AIDS loss, I needed to find a method which, rather than distancing me,
would enable me to "capture the lived experience of participants" (Janesick, 1994,
p.218) and help to faciltate my understanding and analysis of their experience.
Janesick points to qualitative research as a method of inquiry which not merely
facilitates but "depends on the presentation of solid descriptive data," (Janesick,
1994, p.215) so that understanding of the meaning of the experience under study
is directly available to the reader. "The qualitative researcher focuses on
description anCl explanation, and all design decisions ultimately relate to these
acts" (Janesick, 1994, p.218).

Qualitative inquiry
Qualitative inquiry seemed to offer a framework within which I could effectively
address my reseflTch question. It has been broadly defined as:
any kind of research that produces findings not arrived at by means of
statistical procedures or other means of quantification. It can refer to
research about person's lives, stories, behaviour, but also about
organisational functioning, social movements, or interactional
relationships. (Strauss & Corbin, 1990, p.17)
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Although this definition draws attention to the qualitative/ quantitative
polarities in research methods, it has been suggested that such a divisive notion
is an oversimplifcatio n because:
all empirical phenomena are qualitative. The difference between
"qualitative inquiry" and "quantitative research" pertains mainly to
the forms of representation that are empahsized in presenting a body
of work. The difference is not that one addresses qualities and the
other does not. (Eisner, 1991, p.S)
Eisner believes that qualitative thought is "ubiquitous in human affairs" (1991,
p.5) and that it is not to be dismissed as some exotic form of doing or making.
Rather, it is a useful way of approaching research because of its very
pervasiveness in our daily lives. Eisner has focussed on the following six features
which contribute to the character of qualitative inquiry.
It tends to be field focused and usually non-manipulativ e, that is it tends to study

situations and objects intact. A second characterstic relates to the self as an
instrument. The researcher self is the instrument that engages the situation and
makes sense of it. This is done most often without the aid of an observation
schedule; it is not a matter of checking behaviours, but rather of perceiving their
presence and interpreting their significance. A third feature that makes a study
qualitative is its interpretive character. The researcher tries to account for what
she or he has described or given an account of; and is interested
motive - the meaning that events have for those who experienced
quality of that experience. A fourth feature that qualitative studies
is the use of e~pressive language and the presence of voice in

in matters of
them and the
often include

the text. The
detached, perhaps clinical voice, the neutralisation of voice, aversion to
rnetaphor or the absence of the first person singular is seldom a feature in such
studies. Eisner is critical of the rhetorical devices that often mask the fact that a
person did the work reported. He believes that this kind of objectivity leads to
camouflage and deception. A fifth feature of qualitative studies is their attention
to particulars - 1=onventional social science uses particulars to arrive at general
statements. Oft~n sampling and statistical procedures lose sight of particulars,
and what emerges is a description of relationships, almost disconnected from the
particulars from which the data were originally secured. Qualitative studies
attempt to retain the flavour of the particular situation, individual, event, or
object - they provide a sense of the uniqueness of the case. A sixth feature
pertains to the criteria for judging success of a study. Qualitative research
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becomes believa,ble because of its coherence, insight and instrumental utility. It
seeks to persuade by reason rather than cause and effect relations; judgement is
alive and well. In qualitative research the facts never speak for themselves
(Eisner, 1991).
Eisner makes the claim that not only is the qualitative approach to research
useful, but there are precedents for such an approach to be found in literature,
anthropology and law. He cites the attorney at law as an analogy. An attorney
tries to make a case by mustering evidence that will persuade a jury that the
evidence calls far an innocent verdict. The adversary seeks the opposite. In many
ways qualitative research is similar in its efforts to persuade.
Qualitative rese;;trch may be viewed as a close-knit set of interpretive practices
that is without a single definitive method. Unlike statistical studies, where a
researcher may choose from several 'correct' procedures, there is no one
privileged method for achieving the required results. In qualitative research each
paradigm, method, approach and data gathering method carries with it a set of
inherent assumptions that need to be understood as affecting any research
interpretations, findings and theories that might emerge from it. Denzin and
Lincoln (1994) offer the following comprehensive definition:
Qualitative research is multimethod in focus, involving an
interpretive, naturalistic approach to its subject matter. This means
that qualitative researchers study things in their natural settings,
attempting to make sense of, or interpret, phenomena in terms of the
meanings people bring to them. Qualitative research involves the
studied use and collection of a variety of empirical materials - case
study, personal experience, introspective, life story, intervisual texts that describe routine and problematic moments and meanings in
individuals' lives. Accordingly, qualitative researchers deploy a wide
range of interconnected methods, hoping always to get a better fix on
the subject matter at hand. (Denzin & Lincoln, 1994, p.2)
Postmodernism and poststructuralis m
Lincoln and Denzin, (1994, p.575) refer to the "current poststructural, postmodern
moment" in which researchers are working, noting its potential transience in the
overall evolution of qualitative research history. They form a conjecture that,
"Just as the postmodern, for example, reacts to the modern, some day there may
well be a neomodern phase ... " (Lincoln & Denzin, 1994 p.575) which looks back
critically - perhaps rejecting, perhaps embracing and developing elements of the
present research climate. Richardson (1994) believes that we are fortunate to be
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working in a postmodern climate because it has affected all the disciplines,
regularly breaki:p.g boundaries and encouraging cross fertilisation of ideas and
approaches. She

~xplains

that:

The core of postmodernism is the doubt that any method or theory,
discourse or genre, tradition or novelty, has a universal and general
claim as the "right" or privileged form of authoritative knowledge.
Postmodernism suspects all truth claims of masking and serving
particular interests in local, cultural, and political struggles. But
postmode:rnism does not automatically reject conventional methods
of knowinr and telling as false and archaic. Rather it opens those
standard methods to inquiry and introduces new methods, which are
also, then, subject to critique. (Richardson, 1994, p.518)
Richardson also suggests that in some ways 'knowing' is a different concept for
qualitative writers because postmodernism recognizes the situationallimit ations
of the know er.
Qualitative writers ... don' t have to try to play God, writing as
disembodied omnisiceint narrators claiming universal, atemporal
general knowledge; they can eschew the questionable metanarrative of
scientific 9bjectivity and still have plenty to say as situated speakers,
subjectivities engaged in knowing/ telling about the world as they
perceive it. (Richardson, 1994, p.518)
Richardson (1994) identifies the notion of poststructuralis m as "A particular kind
of postmodernist thinking that.. ..links language, subjectivity, social organization,
and power. The centerpiece is language. Language does not 'reflect' social reality,
but produces meaning, creates social reality" (Richardson, 1994, p.518). She
explains that "understanding language as competing discourses, competing ways
of giving meaning and of organizing the world, makes language a site of
exploration, struggle" (Richardson, 1994, p.518). In this milieu, the meaning that
people give to things relies on the discourses available to them; and because "the
individual is subject to multiple and competing discourses in many realms, one's
subjectivity is shifting and contradictory, not stable, fixed, rigid" (Richardson,
1994, p.518). Richardson explains that poststructuralis m leads to a position where
knowledge of the 'self' and knowing 'about' the subject are "intertwined, partial,
historical, local knowledges" (Richardson, 1994, p.518). In searching for a word to
best sum up the effects of poststructuralis m on qualitative writers Richardson
focusses on its potential to 'incite' writers to reflect upon their methods and to
explore new ways of knowing. She concludes that:
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Specifically, poststructuralism suggests two important things to
qualitative writers: First, it directs us to understand ourselves
reflexively as persons writing from particular positions at specific
times; and second, it frees us from trying to write a single text in which
everything is said to everyone. Nurturing our own voices releases the
censorious hold of "science writing" on our consciousness,. as well as
the arrogance it fosters in our psyche. Writing is validated as a method
of knowing. (Richardson, 1994, p.518)
This is the kind of postmodern, poststructuralist climate in which this study has
developed and out of which its findings come. It is one in which "every text must
be taken on its own terms" (Lincoln & Denzin, 1994, p.579); and which includes
the possibilities of combining traditional social scientific ways of knowing and
writing, with experimental representation. I have been 'incited' and excited by
these prospects as I considered the methodological boundaries and the
framework which could best support my particular research aims and
endeavours.
Grounded theory
Denzin and Lincoln (1994) suggest that grounded theory may be the most widely
employed interpretive strategy in the social sciences today. Perhaps because "it
gives the resear<;:her a specific set of steps to follow that are closely aligned with
the canons of 'good science' " (Denzin & Lincoln 1994, p.204). This reputation,
combined with Strauss and Corbin's assertion that grounded theory's "guidelines
and procedures allow much latitude for ingenuity and are an aid to creativity"
(1994, p.273), proffered itself as the basis for the combination of scientific and
creative approaches to data generation and analysis in this study. The underlying
stance of "openness" (Strauss & Corbin, 1994, p.276) in the grounded theory
method; and the way that it allows the researcher to be receptive to new ideas and
flexibile in responding to and changing with conditions as they evolve also fits
my own approach to this research endeavour. The quotation by Maitland (1990),
at the beginning of this section, reflects something of the spirit of openness with
which I approach the course and direction of the research and what I may find as
it proceeds. More recently, Strauss and Corbin (1998) have listed the requisite
skills for becoming a grounded theorist, as:
1. The ability
2. The ability
3. The ability
4. The ability
5. Sensitivity

to step back and critically analyze situations
to recognize the tendency toward bias
to think abstractly
to be flexible and open to criticism
to the words and actions of respondents
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6. A sense of absorption and devotion to the work process
(Strauss & Corbin, 1998, p.7)
Grounded theory, presented initially by Glaser and Strauss (1967) is a general
strategy for thinking about and conceptualising data; and, as such, has been easily
adapted to studies of a diverse range of phenomena (Strauss & Corbin, 1994). This
approach has undergone considerable evolution (Strauss & Corbin, 1994) and
some differences of opinion between the progenitors themselves (Stern, 1994). In
developing the design for this study I have drawn from Strauss and Corbin' s
interpretations (1990 & 1998), and overview (1994) of the grounded theory
approach. It shares with other, but not all, social science positions the basic
assumption that researchers are required to learn as much as they can of the
perspectives and interpretations of the "human status of actors whom we study"
(Strauss & Corbin, 1994, p.280). And, because it mandates the development of
theory, grounded theory methodology also requires that "those interpretations
and perspectives become incorporated into our own interpretations
(conceptualizations)" (Strauss & Corbin, 1994, p.280). Thus multiple perspectives
and voices must be systematically sought and attended to during the inquiry.
This tenet contributes to building theory which includes lay perspectives and, at
the same time, it helps the researcher to avoid getting captured by them.
Coding procedures - including the important procedures of constant
comparison, theoretical questioning, theoretical sampling, concept
development, and their relationships - help to protect the researcher
from accepting any of those voices on their own terms. (Strauss &
Corbin, 1994)
The theoretical sampling procedure is greatly enhanced by theoretical sensitivity
which "consists of disciplinary or professional knowledge, as well as both
research and personal experiences that the researcher brings to his or her inquiry"
(Strauss & Corbin, 1994, p.280). The sensitizing concepts which emerge from this
type of information provide the foothold for the data gathering from which to
develop theory. When the initial data have been collected they are coded in order
to systematise and simplify the analysis procedure. The analysis may lead to
further data collection and, also, it will help to ascertain the existence of
categories or conceptual elements of the emerging theory. When a category is
established, and as data begin to fit the category, some of its theoretical properties,
including its relationship to other categories and the conditons under which it is
characterized become discernible. With further collection, coding and analysis of
data, some categories are discarded or merged with more powerful or explanatory
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concepts, while others are gradually refined and developed into a theoretical
framework. Theoretical saturation occurs when no additional data can be found
to further enhance a concept. Constant comparative analysis is closely allied to
theoretical sampling and it enables an analyst to make simple comparisons
amongst differe11t groupings of the same substantive type. By comparing different
types of groupings the researcher is able to generate theory of a wider scope. The
practical ways in which these grounded theory procedures were implemented in
this study is outlined in a later section of this chapter.
One of the aims of this study was to increase theoretical understanding of the
nature of the g11ief process in general and in relation to HIV I AIDS in particular.
Grounded theory procedures have facilitated this aim by helping to:
build theory that is faithful to and illuminates the area under-study.
Researchers working in this tradition also hope that their theories will
ultimately be related to others within their respective disciplines in a
cumulative fashion, and that the theory's implications will have a
useful application. (Strauss & Corbin, 1990, p. 24)
Another aim of this study was to link the research knowledge to models of
helping, including policies, attitudes and practices, related to HIV I AIDS loss.
Strauss and Corbin (1994) suggest that "Grounded theories can also be relevant
and possibly influential either to the 'understanding' of policy makers or to their
direct action" (Strauss & Corbin, 1994, p.281). This also influenced my decision to
use a grounded theory approach. But grounded theory researchers take on a great
responsibillity when they develop new theories. Because grounded theory is
embedded faithfully in the substantive data, it creates "powerful conditions for
usefulness in the practical life of the theory" (Strauss & Corbin, 1994, p.281) and
is, therefore, "likely to be used, and used in ways other than dreamed of by us
researchers/ theorists - far beyond our commitments and desires" (Strauss &
Corbin, 1994, p,281). This is a sobering thought; but one which has facilitated an
approach of carefulness, rather than fearfulness, in the present research context.
Grounded theory and 'sensitive' research
"All research involves some costs to those who participate, if only in terms of

time and possible inconvenience" (Lee & Renzetti, 1993, p.4). However,
"sensitive topics seem to involve particular kinds of costs ....These may take the
form of psychic costs, such as guilt, shame or embarrassment" (Lee & Renzetti,
1993, pp.4-5). Participants in sensitive research may fear being "identified,
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stigmatized or incriminated in some way" (Lee & Renzetti, 1993, p.6). HIV I AIDS
is a sensitive topic primarily because it deals with behaviour that is linked to
intimate, discreditable or incriminating activity; and, in this study, the
bereavement context adds another level of complexity to these issues, not so
much because it is private but more so because it is "emotionally charged" (Lee &
Renzetti, 1993, p.6). However, Lee and Renzetti (1993) believe that there are clear
social benefits to be gained from research that produces "reliable and valid data ...
without anxiety or hostility to the research on the part of those studied" (Lee &
Renzetti, 1993, p.7). Grounded theory with its characteristic open stance and its
constant interplpy between maintaining objectivity and developing sensitivity
(Strauss & Corbin, 1998) is a methodology which simultaneously respects the
need for both distance and closeness to the person and the experience being
working within a grounded methodology framework are
aware that their understandings might be quite different from those of their
respondents (Strauss & Corbin, 1998). However, "it is not the researcher's

studied.

Resear~hers

perception or perspective that matters but rather how research participants see
events or happenings" (Strauss & Corbin, 1998, p.47). Grounded theory
methodology does not ameliorate the 'costs' for participants, of being involved in
sensitive research but it does provide some assurance that the dignity and worth
of their lives a,nd experiences are valued and respected dimensions of the
research.
Symbolic interactionism
Grounded theo,ry is derived from symbolic interactionism, an interpretivist
approach (Schwandt, 1994), which focuses on human social and psychological

processes as they are grounded in social interaction. Schwandt (1994) cautions
that symbolic interactionism is difficult to summarize briefly because of the many
theoretical and tnethodolological variants of the position. However, he offers a
characterization of the Blumer- Mead model (Blumer, 1969) which rests on three
premises:
First, human beings act towards the physical objects and other beings
in their environment on the basis of the meanings that these things
have for them. Second, these meanings derive from the social
interaction (communication, broadly understood) between and among
individuals. Communication is symbolic because we communicate
via languages and other symbols; further in communicating we create
or produce significant symbols. Third, these meanings are established
and modified through an interpretive process .... (Schwandt, 1994,
p.124)
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Rosenblatt (1993) suggests that symbolic interaction theory provides a useful
perspective from which to understand loss, grief and the bereavement process:
From the viewpoint of symbolic interaction theory, part of the social
context for understanding, organizing, validating, and defining
feeling, action, values, and priorities is removed when a significant
person is lost. Thus, when people feel sad, angry, disorganized, empty,
depressed, or anything else that might be labelled "grief," one source of
those feelings is the loss of social context.. ..Thus, grief may reflect not
only the loss itself but also the loss of the foundation for dealing with
the loss. (Rosenblatt, 1993, pp.102-103)
The loss of a significant person who has previously helped to define one's self
and situation "provides a character to grief" according to Rosenblatt, (1993, p.103).
The bereft person takes on qualities of "searching for meaning, uncertainty about
one's self and about what to make of what has happened, disorganization,
confusion, and lack of confidence" (Rosenblatt, 1993, p.103). The lost relationship
may mean that the bereft person will turn to things - photos, mementos,
furnishings and other possessions - to help make sense of the disordered
relationship and world. As an example, Rosenblatt links this notion to the bereft
person's concerns about inheritance of the property of the deceased which can be
the source of intense family conflict. He suggests that the hints of meaning
contained in the provisions of a will, or pieces of estate one might acquire, "can
define feelings, reality, the person who has been lost, one's relationship with that
person, and one's place in the family" (Rosenblatt, 1993, p.103).
Symbolic interactionaism requires that the inquirer actively enter the
worlds of people being studied in order to "see the situation as it is
seen by the actor, observing what the actor takes into account,
observing how he interprets what is taken into account" (Blumer,
1969, p.56). The process of actors' interpretation is rendered intelligible
not merely through the description of word and deed, but by taking
that rich description as a point of departure for formulating an
interpretation of what actors are up to. (Schwandt, 1994, p.l24)

Ethnography and participant observation
In practical terms, ethnography usually refers to forms of social research
"characterised by the collection of relatively unstructured empirical materials, a
small number of cases, and a writing and sty le of analysis that are primarily
interpretive, involving descriptions of phenomena" (Denzin & Lincoln, 1994,
p.203). The ethnographic approach is important to this research project because
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not only do the key elements, outlined above, fit comfortably with the grounded
theory and symbolic interaction approaches (Atkinson & Hammersley, 1994); but
also the ethnographic approach has been adopted by those wishing to provide
information to policymakers, and those with a commitment to advocacy and
furthering poliUcal emancipation (Atkinson & Hammersley, 1994). These
concerns resona'e with the aims of this research which are presented in chapter
one. Ethnography also relies substantially on the notion of participant
observation for conducting fieldwork.
Participant observation "is not a particular research technique but a mode of
being-in-the-world characteristic of researchers" (Atkinson & Hammersley, 1994,
p.249). It is, therefore, about relationships between the researcher and the field;
and these relationships may "range from being a neutral observer to fully
becoming part of the life of the participants; ... " (Clandinin & Connelly, 1994,
p.418). Junker (1960) has developed a four dimensional model to describe the
participant observer's role conceptions: complete observer, observer as
participant, participant as observer, and complete participant. In this study my
fieldwork roles incorporated some aspects of all four dimensions on the
continuum. However, they tended to focus on the middle positions of observer
as participant and participant as observer, rather than the extreme positions of
complete participant or complete observer. Within this framework I was able to
balance the role-demands of moving from early reconnaissance or preparation,
to the interview situation, and to the journey, ritual and ceremonial occasions,
with self-demands relating to my self-expression and self-integrity in the field
(Gold, 1969).
Atkinson and Hammersley, in a discussion of "the ethnographer's
epistomological, personal and moral commitment to his or her hosts" (1994,
p.256) suggest that the researcher sometimes becomes
a "marginal native" in order to embark upon a process of cultural
learning that is predicated upon a degree of "surrender" to the "Other"
(see Wolf£, 1964). The epistemology of participant observation rests on
the principle of interaction and the "reciprocity of perspectives"
between social actors. The rhetoric is thus egalitarian: observer and
observed as inhabitants of a shared social and cultural field, their
respective cultures different but equal, and capable of mutual
recognition by virtue of a shared humanity. (Atkinson & Hammersley,
1994, p.256)
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In chapter nine of this thesis I have combined my 'participant observations' with
sociological introspection (Ellis 1991a) to present a narrative which reveals me as
perhaps, not quite a "marginal native" (Atkinson & Hammersley, 1994, p.256),
but nevertheless, as someone who is sensitive to the issues and problems of the
people and places being investigated (Strauss & Corbin, 1998). And, in this
revised sense, I am immersed in "the field" and "embarked upon a process of
cultural learning" (Atkinson and Hammersley, 1994, p.256) in relation to the
New Zealand AIDS Memorial Quilt and its various functions.
Of course, "there is more to ethnography than 'what happens m the field.'
Another importa,nt part of it is what takes place 'back in the office' when the

observer or researcher is 'writing it up' " (Altheide & Johnson, 1994, p.487); and
these issues are addressed in subsequent sections of this chapter (see Data
analysis).
Systematic introspection
Introspection as defined by Ellis (1991a, p.28), is "active thinking about one's
thoughts and feelings; it emerges from social interaction." The introspective
prose narrative in chapter nine examines my emotional and social experience
while travelling with the Quilt as guardian and researcher, and the lived
experience of writing about it. My recounting of this experience is modelled, in
part, on Ronai's (1992) "systematic introspection" (p.103) techniques to observe,
record, and describe the setting and interactions among participants whom I
observed; and h~r "layered account" (p.103) where multiple layers of reflectionshifting forward, backward, and sideways through time, space, and various
attitudes - were combined to inform the narrative. I also draw on Neumann's
(1992) travel discourse where he suggests that "the recollections of travel not only
emphasize whe:Fe people go geographically but also the ways a journey tracks
how they have been together" (Neumann, 1992, p. 181).
Adler and Adler, (1994) suggest that observation, "one of the earliest and most
basic forms of research"(Adler & Adler, 1994, p.377), consists of gathering
impressions of the surrounding world through all the relevant human faculties.
And when observation is " employed as part of a methodological spectrum that
includes member-articulated data gathering strategies such as depth interviewing
or participant observation, it is the most powerful source of validation" (Adler
and Adler, 1994, p.389).
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The combinatiol\l of grounded theory, symbolic interactionism, et~..,_ography and
participant observation, and systematic introspection approaches which guide
this study, together represent a form of methodological triangulation (Denzin,
1978; Janesick, 1994) and is, therefore, a useful heurisitc device for the researcher,
as well as a framework for locating the guiding principles of this study.
The researcher's role

Denzin & Lincoln (1994, p. x) suggest that, in undertaking qualitative research, we
should first consider the personal biography of the gendered researcher, who
speaks from a particular class, racial, cultural and ethnic community perspective.
In the preface and introduction to this thesis I have recorded some personal
biographical details and referred to the White, Anglo-Saxon, Protestant (\'VASP)
influences in my life. Design decisions, the methodological framework, my
observations, and my interpretations of the data were all influenced by my
WASPish heritage, my female gender, my academic training, my professional
background as a counsellor, and my relationship with the participants. These
aspects of my self have shaped this research; and in writing up this study I have
most often chosen to use the personal pronoun when referring to myself as
researcher. Eisner (1991) discusses the language norms that we have created to
deal with the "troublesome notion" (p.45) of subjectivity in educational research.
"\A/ e formalize our language as much as possible in order to

depersonalize our presence in the works we create. Personalization
undermines objectivity; that is, we fear that it will suggest that what
we have to say about the world will reflect more about ourselves than
about the world as it is. Our discourse traditions are intended to create
the illusion that we have provided an ontologically objective mirror
of what is really out there. (Eisner, 1991, p.45)
The impossibility of ever achieving such an objective position is underscored by
Eisner (1991) who cautions that "the pristine unmediated grasp of the world as it
is" (p.46) is beyond our reach. He asserts that "whatever we come to know about
the world will be known through our experience" (p.47). Jones (1992) also
recognizes a growing acceptance of such a stance in research.
New traditions in social inquiry, expressed in their most recent forms
by postmodernists and feminists, point out ... that "I" is central; that
accounts of the world can only be constructions, made up from the
language, meanings and ideas historically available to us, the "I." The
old distant voice of the objective observer/ writer is seen as a fiction.
(Jones, 1992, p.19)
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Clandinin and Connelly (1994, p.424), too, speak of "voice and signature" as being
"closely connected in the writing that transforms field texts into research texts."
They explain that:
The text that follows from the signature has rhythm, cadence, and
expression that marks the signature and makes the work readily
identifiable as the work of a certain author or set of collaborator s. This
expression of the signature is called "discourse" by Geertz. The
signature and its expression in discourse creates an author identity.
(Clandinin & Connelly, p.424)
I have placed myself in this research discourse as a "visible entity" (Jones, 1992) to
acknowledg e thc;lt my data and interpretatio ns are construction s resulting from
my background ancl my experiences with participants in the field.
The consultant focus group
The HIV I AIDS bereaved, like many other subpopulat ions, are not
unidimensio nal. They are a diverse group of people representing wide cultural,
racial, class, gender and generationa l differences. In order to gain some

understand ing of the diversity within the population, and to "help craft the
methodolog y to the social context" (Bowser & Sieber, 1993, p.166) of prospective
participants , I chose to use a consultant focus group (Bowser & Sieber, 1993) in the
first phase of this research programme.
The focus group members were recruited with the assistance of the local
HIV I AIDS coordinator . Five people, two men and three women, including
myself, met for two-and-a-h alf hours and the proceedings were audiotaped. The
group functioned as an exploratory interview situation which generated another
level of data and perspective s on the research problem. The group members
provided valuable insight into the personal experience of loss and grief from
HIV I AIDS in New Zealand that was not readily available at that time. They also
provided an opportunity for me to learn the language that the HIV I AIDS
bereaved used to discuss their private emotional and grief experiences .
Information and ideas about the networks and structures which had been formed
to support the HIV I AIDS bereaved were also proferred. This step in the research
process was aimed at "grounding" the study in the participants ' reality; (Bowser &
Sieber, 1993) and ensuring that the research would reflect the validity of the New
Zealand experience,
The opportunuit y to talk with, to listen to, and be advised by this group of
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HIV I AIDS bereaved people, at this early stage in the research process was
invaluable. Not only was the content useful in terms of wording and item
development for the interview guide to be used in future individual interviews,
and for description of the study's purpose; but also for extending the context of
my knowledge of this type of loss. For the first time in this study I was in contact
with people whose diverse, raw experience of HIV I AIDS loss was palpable. This
was a very special time. Participants were willing to share intimate personal
experiences and often they responded to each other's narratives with their own
affirming or contrasting viewpoints. This rich experiential dimension assisted
me with the emotional as well as the cognitive preparation for the interviews in
the next stage of the research proccess. Further details of the focus group activity
are included in Appendix 1.

The participants
In the original protocol for this study (Appendix 2) I had planned to interview
fifteen people. However, some unanticipated events emerged along the research
pathway; and the grounded theory methodology (Strauss and Corbin, 1990)
influenced the selection of three more particpants. By including them I was able
to gather additional, new, ar1d valuable information for this study.
There were two important criteria for participant inclusion i.."tl this study. First, a
participant had to have experienced the loss, from HIV I AIDS, of a person close to
them. For some, the death of their friend or family member had occurred several
years before the interview. The most recent bereavement had happened sixteen
months prior to the interview. However, it is important to acknowledge that, for
most of these participants, the grieving process began from the moment of
learning about the diagnosis; and for some others from the time they suspected
that something was wrong. This study reflects the personal experience of
eighteen people over a ten year period in New Zealand's history which began in
1986, when one of the participants first learned her son had been diagnosed as
HIV positive, until mid-1996 for the most recently bereaved person who was
interviewed.
The second criterion for inclusion v:as of a more creative nature. The participant
had to have some personal input into the construction of a memorial panel for
the deceased person, which had been presented to the New Zealand AIDS
Memorial Quilt Project. Two participants had made two quilt panels each. These
four panels each memorialised a different person. Three of the participants had
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contributed to more than one panel, although for the purposes of this study they
chose to talk mainly about the panel that had major significance for them. One
participant constructed a panel which included smaller patches contributed by
two other people. This panel memorialises three people who had lived in the
same local area. Two participants did not actually make their own panels. Instead
they worked closely with an independent person who did the actual sewing,
while they supplied design ideas and helped with some of the minor
construction details. In all, this study includes reference to eighteen panels,
which represents approximately 14% of the 125 panels comprising the AIDS
Quilt Aotearoa New Zealand up to the time the interview phase concluded in
early 1998. But the quilt continues to grow and by mid 2000 there were 140 panels
altogether.
The eighteen participants for this study were recruited nationally from people
who had made panels for the New Zealand AIDS memorial quilt at that time.
The sample was neither random nor entirely representative of the contributors
to the quilt. Instead an opportunity sample (Oliver, 1995; Patton, 1990) was found,
initially by contacting the national coordinator of The New Zealand Aids Quilt
Project in Auckland who was willing to act as a liaison person between the
researcher and the potential participants. As v;ell as being helpful for me, in
terms of gaiPing access, it was cruci;'ll that I provide the national coordinator with
information about my research plans. He or she (the coordinator changed tllree
times during the course of my research) has overall responsibility for the quilt
and has a vested interest in everything connected with its past, present and
future 'life.' Information about the study including details about how to contact
me was left with the Quilt Project coordinator to be given to prospective
participants (Appendix 3). Once the quilt-makers themselves had contacted me
or had given the Quilt Project co-ordinator their consent to be contacted, they
received further information about the study and a personal telephone call from
me. Ten participants were found in this way.
One of those ten, an area Quilt Project support worker, identified a further list of
potential participants in his locale. After an initial phone call from me, to assess
their availability for the interview, written information about the study was
posted to four people on that list and contact arranged. The final four participants
were recruited from my mvn networks, follmving new leads during fieldwork.
Opportunistic sampling (Oliver, 1995; Patton, 1990) has €mabled me to take
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advantage of unexpected turns of events. For example, the first interview on the
schedule was arranged with one woman but her husband, who eo-hosted my
visit and was invited to participate in the interview, proved to be an
"informatio n rich" (Patton, 1990, p. 182) source. His knowledge of and experience
with the quilt was different from but equal to his wife's. I encouraged them both
to contribute. This worked very well and together this couple provided a
comprehens ive and valuable interview narrative. In another case I learned, from
a chance remark in a non-researc h context, that a person had made a quilt panel.
This was several months after my fieldwork had begun but I was able to follow
this up quite soon, and it transpired that the person was willing to participate in
this study.
"Opportuni stic sampling takes advantage of whatever unfolds as it u11Jolds"
(Patton, 1990, p.179), and in this study has facilitated contacts with participants
who have provided much valuable data. "Being open to following wherever the
data lead is a primary strength of qualitative strategies in research" (Patton, 1990,
p. 179); but, as I have discovered, it is not without its testing moments. At one
stage in the recruitrnent process two recently bereaved people who were working
on quilt panels and had agreed to be part of t.._l,_e study, told me t.._l,_at it now seemed
unlikely that they would be finished in time for their interviews to be recorded,
transcribed and included in the analysis. As a result of this conversatio n I
consulted the list of potential participants provided earlier by a Quilt Project
support person and two alternative interviews took place. But, just after I had
transcribed the two additional interviews, the original two came back to me
saying that they had managed to complete their panels and really wanted to be
part of the programme . Instead of having to drop two potentially rich data
sources from the research I found that I now had two extra contribution s bringing
the total to eighteen. Fortunately, opportunist ic sampling allows for this kind of
flexibility. As Eisner (1991) says, referring to the qualitative research process, "It is
simply not possible to predict the flow of events as they unfold, so researchers
must adjust their course of action based upon emerging conditions that could not
have been anticipated" (p.170).
The eleven women and seven men interviewed included those of IVIaori and
European descent, ranging in age from early thirties to late sixties. Single,
married, separated, divorced, de-facto and widowed participants from both
homosexual (gay and lesbian), and heterosexua l orientations were represented in
the sample. The type of relationship to the deceased differed among participants ,
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representing those of mother, lover, friend, care-giver, sister, sister-in-law, niece
and wife. The participants came from various occupational backgrounds
including industry, home management, volunteer work, business and
professional domains. Half the participants represented the North Island, from
geographical regions around Northland, Auckland, Hawkes Bay, Manawatu and
'J\Tellington; and the remaining half represented South Island areas around
Canterbury and Otago.
not asked specifically to reveal the way the deceased person had
contracted the yirus. However, during the course of the interviews it became
clear, through the participants' self disclosures, that fourteen of the sixteen
deceased adult males had identified as homosexual and one as bi-sexual. No

Participants

we~

information about the sexual identity or source of infection was disclosed by the
other participant. One man, although identified as homosexual, had contracted
the virus through intravenous drug use. Two young people were infected
through parenteral routes; one female child through a contaminated blood
transfusion soon after birth, and another male child through contamwLated blood
products administered during the process of treatment for haemophilia. Seven of
the participants indicated that they understood the deceased person had
contracted the virus wrJle overseas.
Although no disclosure of the participants' own sero-status was sought by the
researcher, most volunteered to talk about it. One participant declared an HIV
positive status, but several weeks before completion of this project he claimed a
mistake had been made: after many years of living as an HIV positive person he
was, in fact, HIV negative. A discussion of his ambivalent testing history, as he
disclosed it, is presented in chapter six. Several other participants indicated they
had been tested and found to be negative.
Data collection
Although I have written under separate headings about data collection and data
analysis there was, in fact, no such clear separation in the actual process. Data
collection and data analysis were concurrent and interrelated processes.
Throughout the study my work has moved back and forth between collecting
data, interacting with them, writing, gathering further data, reflecting, discussing/
writing, rewriting, contrasting, and constantly comparing the data. This
"conversation with the data" (Strauss and Corbin, 1994, p.280) informed the
whole of the research programme. The dichotomy made here, between data
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collection and data analysis, is purely for purposes of clarifying what was a very
complex enterprise.
Interviews
"The major way in which qualitative researchers seek to understand the
perceptions, feelings and knowledge of people is through in-depth, intensive
interviewing" (Patton, 1990, p.25). In the very early planning stages I had thought
I might interview participants before or while they were in the process of making
a quilt panel a11:d again after they had completed and presented a panel to the
AIDS quilt project. On reflection, the fallacy of attempting to do some kind of
'before completion' and 'after completion' assessment of making a quilt panel
became evident. It seemed that the psychic costs (see p.53 - 54) of a double
intrusion into the bereaved participants' lives was not warranted in terms of the
data which might be gathered. After careful consideration it was decided that one
journey and one in-depth interview after the quilt making would provide the
most complete information with the least invasion into the lives of people who
were at various stages in their grieving process. By choosing to carry out one
longer interview instead of two shorter ones I was able to gather detailed
information from each participant who was, by then, more able to comment
reflectively on t}fe meaning that the creative mourning process had for them.
Consequently, each domain or issue explored in this study has arisen primarily
within the context of a two-hour, loosely-structured, in-depth interview v.rith the
participants in the second phase of data gathering in the research. Semistructured interviews with each participant in the study were favoured over the
more structured interview or written questionnaire because they allowed
participants to talk in depth and detail about the issues that were important to
them, without these issues being predetermined by "prior selection of
questionnaire categories" (Patton, 1990, p.24). Eisner (1991) says that, "Conducting
a good interview is, in some ways, like participating in a good conversation:
listening intently and asking questions that focus on concrete examples and
feelings ... " (p.183). This style of interview helped to promote free interaction and
opportunities for clarification and discussion between myself and the
participants.
In order to ensure comparability across the interviews some 'Interview
Guidelines' (Appendix 4) were established based on the sensitising concepts
provided by the consultant focus group in phase one of the research programme.
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These category guidelines, facilitated by the use of open ended questions and
probes, further defined the context within which the emergent themes of the
creative mourning process were examined.
Eisner's (1991) 'good conversation' model, where "one listens to the other, and
how, when, and what one says depends upon what the other has said" (p.170),
not only helped to secure valuable insights and information about the
participant's experience; but it also helped to address the power imbalance
inherent in a participant-rese archer relationship. Clandinin and Connelly (1994)
also discuss the centrality of relationships among researchers and participants.
Conversation entails listening. The listener's response may constitute
a probe into experience that takes the representation of experience far
beyond what is possible in an interview. Indeed, there is probing, in
conversation, in-depth probing, but it is done in a situation of mutual
trust, listening, and caring for the experience described by the other.
(p.422)
Questions were asked in a funnelling sequence (Biller & Rice, 1990, p.286;
O'Brien, 1993, p.365;) where participants were encouraged to begin by answering
non-threatening questions about their background understanding of HIV and its
implications. The first category also helped to acquaint the researcher with the
participant's values and styles of thinking and communicating . This led into a
more intensive exploration of the relevant issues around their loss experience.
Another broad category followed where a further series of probes into a specific
interest area pursued the influence of social relationsJ:"lips on psychological health
and healing, in a stigmatised population. The final category consisted of a
sequence of probes focussed specifically on the processes of planning, creating and
reflecting on the completed quilt panel.
The sixteen interviews, involving eighteen people, were carried out by myself
during a nine month period from 26th August 1996 to 15th May 1997. During the
initial telephone conversations and in follow-up calls and letters, some dates,
times and venues for the interviews were discussed and negotiated. In most cases
preference was for the interviews to take place in their own
homes, although one interview was conducted entirely in the participant's office.
Part of one interview was conducted in the participant's car as we travelled across
town. It was concluded later in her office. In two other cases it was more
the

participant~'

convenient for the participants to come to my home. One of these interviews was
followed later by an invitation to the participant's home to browse in a
65

substantial collection of memorabilia .
Other sources of data
Research which includes a fieldwork component frequently relies on multiple
sources of data. Often field notes complemen t the interview scripts; and as Coffey
and Atkinson (1996) suggest sources may even go wider, "Data can take the form

of field notes, interview transcripts, transcribed recordings of naturally occurring
interaction, documents, pictures and other graphic representati ons" (p.4). Data
triangulatio n (Denzin,1978), in this research project, has included the following
use of a variety of data sources.
Observation s recorded in my field notes inform the text in chapter nine. They
also complemen t the data obtained in the formal interviews where the
participant is at the core of the analysis. Around each participant an interview
transcript exists symbioticall y with the memorial quilt panel to which it refers.
The transcribed document records in words, and the graphic details of the quilt
panel itself records visually, each participant's interpretatio n of a response to loss.
Much of the spoken word in the transcribed interview refers directly to the
created imagery of the panel. Consequent ly both forms of data are central sources
for analysis in this study. Of course, we did not have the quilt panels with us
during the interviews, since each one had already been presented to the Quilt
Project. However, in some cases we had photograph s to which we referred; and I
also had a mental vision of each quilt since I had visited the Quilt Project
headquarter s in Auckland where I had viewed each of the panels which were
part of this study.
Clandinin and Connelly (1994) refer to photograph s as "field texts" and explain
that some field text documents "may have been created prior to the inquiry, or
even during the inquiry" and that "such documents became field texts when they
became relevant to the inquiry" (p.419). Eisner (1991) is an enthusiastic proponent
of the use of photos to complemen t sociological research. He reminds us that in
recent years social scientists "have developed a keen interest in the use of
photograph y as a tool for conveying sociological ...knowledg e of the world"
(p.235). He points to Howard Becker, a leader in this movement, and one who
urges its full exploration and the epistemolog ical possibilities it possesses (Eisner,
1991). Eisner (1991) himself says explicitly that "photograph s can be very useful
for displaying what a situation is like" (p.187) and he decries the paucity of photos
in research reports. "Photograph s ... can say things that not only would require
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pages and pages of words to describe, but in the end could not be adequately
described with words" (p.187). He concludes that "an excellent photo will do far
more than the best of texts" (p.187). The photograph s in this study may not
accurately be described as excellent but, nevertheless , each is an eloquent record of
individual and community response to loss, and a valuable eo-text in this thesis.
Other memorabilia , such as copies of special poems, orders of service for funerals,
copies of eulogies, and formal descriptions of the quilt panels held by the Quilt
Project, have also been used as reference material along with the interviews, field
notes and photograph s to provide data triangulatio n, and to illuminate the
understandi ng qf each particpant' s experience.
Ethical approval
The study was designed in accordance with the Ethical Guidelines for Research in
Education as outlined in the Research Handbook for Staff and Students, 1995,
Department of Education, University of Otago. Ethical approval for this study was
given by the Education Department Research Promotion and Ethics Committee
(RPEC) of Otagq University. This group approved the proposal as set out in the

ethics statement (Appendix 5) which I submitted.
Participants consented to be interviewed for the purpose of exploring issues
arising from their HIV I AIDS grief experience (Appendix 6). They understood
that their participation was completely voluntary; that they had a right to privacy;
that they would have the right to review and amend their taped and transcribed
interviews (Appendix 7); that separate permission to include photograph s of
their quilts would be sought (Appendix 8); and that their audiotaped interviews
would be destroyed at the conclusion of the project.
An unexpected ethical issue arose in the course of the study when I consulted
participants abo,ut the use of pseudonyms . I had assumed that they would prefer
to remain anonymous; but this was not so, in all cases. Some participants wished
to keep their own names. For them, ownership of their own stories was an
important part of the healing process. After discussing this ethical situation with
my supervisors it was deemed approp!iate for the participants to keep their own
names if they wished. No distinction has been made in the text between those
names which were pseudonym s and those which were the participants ' own.
All quotations

~rom

participants ' interviews, are linked directly to the original
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transcript text by placing them in quotation marks, or indenting larger text units,
and referring, in brackets, to the interview number and the text unit number in
the transcript dol2ument from which they have been quoted.
Data analysis

The analysis was not a discrete process which started after the conclusion of the
data gathering phase. It began as I made field notes each evening following the
day's participatio n in the field. It continued as I reorganised my field notes
following the initial interviewin g journey and it gained momentum through the
intensive transcribing process for the interviews. My method of doing participant
observation was conceptuali sed not only as observing and participatin g in the
field, in journeys, ceremonies and the ritual aspects associated with the Quilt; but
also as observing and participatin g in the formal interview situation, and in
particular, the informal part of my visits to the participant's homes. In this study
there is an intermeshin g of formal interviews with ethnograph ic work and
participant observation. Observation s recorded in my field notes which formed
the context for much of this work contributed to the meaning making in the data
analysis process of the project.
As I typed directly from the taped interviews onto the word processor, my
headphones shut out much peripheral noise and I found myself deeply engaged.
I was transported back to the world of the interview, focussed on our voices,
concentratin g on the words, the tone, the atmosphere ; visualising movements ,
gestures, and seating arrangemen ts; and reliving environmen tal intrusions such
as the telephone, animals, other householder s and noisy lawnmower s. I noted
discrepanci es between the quiet, calm, voice on tape and the remembere d
twisting and flexing of nervous hands as we talked. I played and replayed the
tapes as I work~d through them clarifying and capturing words and ideas and
feelings. In this way a vicarious participant observation process continued to
illuminate the dqta analysis. This process of being close to the data is at the heart
of grounded theory research.
All quotations from the participants ' interviews are linked directly to the original
transcript text by placing them in quotation marks, or indenting larger text units,
and referring, in brackets, to the interview number and the text unit number in
the transcript d0cument from which they have been quoted.
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Theoretical sen~itivity
Strauss and Corbin (1990, p.41-47) describe the researcher's level of awareness of
subtleties of meaning in the data, and insight into the development of
conceptual frameworks true to the meanings in the data, as 'theoretical
sensitivity'. They refer to a number of sources of sensitivity including literature,
professional experience, personal experience, and the analytic process itself.
My perusal of the literature relating to
identified very little that was relevant
literature available in relation to the
However, the general technical and

the international AIDS memorial quilt
to this study. There was no technical
AIDS Quilt Aotearoa New Zealand.

non-technical literature relating to
HIV I AIDS grief provided a much richer source of background information
which sensitized me to many issues pertinent to this present project. For
example, I became intensely aware of the disenfranchised nature of the grief
experienced by family and friends of those who had died from an HIV I AIDS
related illness. But I was also aware that I should not be constrained or unduly
swayed by the literature in the field (Strauss & Corbin, 1990). Since I was working
part-time on this thesis some months had elapsed between my initial reading
and the analysis of the interviews. This enabled me to put some distance between
the effect of that reading and my approach to the data analysis. The concepts
which others had identified in the literature were still part of my consciousness
but they did not dominate, inhibit or restrict me: instead, they became part of the
fresh sensitivity with which I approached the task of interaction with the data.
My professional practice in the field of counselling has helped me to acquire an
understanding ~f how, why and what kind of things may be important for
bereaved clients. Their need to talk about what had happened, their need to have
those experiences acknowledged, and their need to find some kind of resolution
to the despair associated with a loss experience, were significant issues that I
wished to explore in the interview data. Some personal experience in relation to
loss (some of which is outlined in the preface to this work) also sensitised me to
issues which may arise in the course of analysing the data.
A further step in this process of interacting with the data involved the
participants. Each person had been given a copy of the tape and a copy of the
transcript to re~d and compare; and to make any amendments necessary. Their
edited versions then became the raw files from which I worked.
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Computer assist~d analysis
My decision to use the NUD*IST software programme, was not a straightforward
one. NUD*IST is a computer package designed to aid users in handling Nonnumerical and Unstructured Data in qualitative analysis, by supporting processes
of coding data in an Index system, Searching text or patterns of coding, and
Theorizing about the data. The software provides tools for the analysis of
unstructured interviews such as those recorded for this research, but initially I
had some misgivings about quantifying the participants stories and alienating
myself from the data (Mangabeira, 1996). Ultimately, however, NUD*IST
provided a helpful way of storing and indexing (conceptual labelling) the data
and it facilitated the sorting and theorising process.
The raw files which I had transcribed onto the word processor were translated
into individual text files in the document system of the NUD*IST programme.
As part of the preliminaries to the detailed analysis portions of the text were
marked in order to tag those segments with a brief description which I had
pencilled in the margin. Some field note observations were also recorded in the
margins at this stage. From this microanalysis (Strauss & Corbin, 1998, p.57) text
units were selected, coded and copied to the index system of the programme.
For the first participant I looked at each text unit in the individual file. A text
unit was an uninterrupted unit of conversation which varied in length from a
single line to a whole page. After consideration I assigned it a code or conceptual
label, with a brief description, based on what I thought it meant to the person
speaking. This unit was stored in a node or category bearing a coded number. If
the text unit incorporated more than one coded concept it was also stored in
other appropriate nodes. In this way the context was left intact. As I worked
through the file I began building up a tree display of coded categories. During this
process I transferred some of my field note observations into memos at the newly
formed nodes, where I also began recording emerging theoretical understanding
and explanations. This process was repeated for each of the sixteen files, adding
new categories or revising previous ones as the exploration of the individual text
files developed. The descriptions or conceptual labels included coded text units
such as: "patient informs family members of diagnosis" which was transferred to
the node or category called "breaking the news"; or "patient asserts control over
treatment" which was transferred to the category called "progression of the
disease." Othe:t; categories which evolved included: caregiver's support; health
professionals; ft:~-nerals; learning about the quilt; quilt process; quilt rituals; etc.
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This was the beginning of the conceptualisation process.
As I scrolled through the interviews transferring portions of the text into
appropriate nod~s I became increasingly aware of chunks of text which I found
difficult to categorise. Interspersed with responses to the prompts that I had used
during the interviews, participants made many references to life, travels,
experiences, and personal characteristics of their loved ones. During the
interview I knew that it was important to allow for expression of these elements.
I was, after all, interviewing people whose loss and grief experiences had been
particularly traumatic because of the associations with a socially unacceptable
disease. I wanted to know about their personal experience in relation to this
event in their life; but, in the process, they needed to tell me about who they had
lost and the significance of that relationship. While I personally found these
details helpful because they enlarged my understanding of the participant's grief
experience, I was not so sure about their relevance to any theory that might
emerge from the overall data. In the early stages of the analysis I would pause
and deliberate about which node text units such as the following, for example,
should be entered into. In this extract the participant is recalling memories of
his brother when they were at school together.
Like ... the teacher at school, when [he] was a little fellow sitting doing
his knitting at interval [said], "Don't bring your knitting to
school. ..b~cause it is not the done thing for a young lad to be seen
knitting at interval. (1: 789)
I had a feeling that these details might be peripheral to the core data on which
this study focused. However, I decided to transfer this information to a sub
category of the node "Identity" which already contained information about the
participant's personal characteristics as revealed in the interview text. Gradually
the sub category, with details relating to the deceased's identity, began to swell,
indicating that most interviews had this theme in common. The data were
positioning th~mselves independently and overriding my initial coding
decisions.
This was an exciting and creative aspect of the NUD*IST programme. Something
that I did not anticipate had happened in spite of my expectations. At first I was
not sure just how this swelling node would fit into any theory which might
emerge from the data. But I was aware that it had assumed a significance that I
did not fully appreciate in the earlier stages of coding and categorising. Eventually
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this node entitled, 'Identity: deceased' was incorporated into another which dealt
with specific references to 'Homosexuality ,' a construct which is central to this
thesis. So, it transpired that details which could have been so easily overlooked
became valuable supportive data.

Writing the prose narrative
When all the coded and categorised data had been transferred to forty-three
individual nodes, I began the process of writing the narrative. To begin with I
approached each node as a separate mini-chapter, writing a brief introduction and
adding a summary or conclusion as I completed each section or node. Many pages
of accumulated extracts in a particular node were reduced to fewer pages as I
contrasted and compared ideas and recorded them with an interpretive
comment, perhaps adding a descriptive example quoted directly from a
participant's text. The memos I had previously recorded at each node, including
the field note observations, were particularly helpful for organising my thinking
at this stage. As I wrote I was looking not only at the thematic content of a
particular node but also at the way the participant had conveyed the information.
The context, content and the form of each text unit in the node were equally
important factors in my writing analysis.
A second stage in the writing analysis involved the merging of several nodes
into a single chapter. Some nodes lent themselves to this relationship process
quite easily. 'Breaking the news' and 'Initial response' seemed to marry very
comfortably into one unit. Gradually other nodes were added creating a family of
compatible ideas. In some cases the nodes were left intact and incorporated
consecutively with some appropriate linking. But other groupings were not so
easy to achieve. Some nodes had to be rewritten integrating the material bit by bit
into the narrative of an existing node. In the final analysis five chapter headings
emerged. Each of three topics, 'The loss experience,' 'Social relationships' and
'The quilt,' examine the influence of that subject on psychological health and
healing. These and a further two chapters, one of which absorbed material from a
node relating to 'Ceremony, ritual and journeys' with the quilt; the other taking
up information from several nodes about the quiltmakers themselves, form the
core of the research findings.

Writing the elegaic story-poems
Alongside this prose analysis another very different form of analysis was also
evolving. Inspired by some of the striking language and imagery heard and
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recorded in the participants' interviews, and enthused by Laurel Richardson' s
(1992) work, I decided to write a series of elegaic story-poems which would reflect
each participant's personal experience.
In Richardson' s 1992 paper 'The consequences of poetic representation' she not
only described how she turned 36 pages of recorded transcript into a 3 page poem,
but she also examined the consequences for herself "of writing nonalienating
sociology" (1992, p.126). Later, I read Richardson's 1994 contribution to Denzin
and Lincoln's, Handbook of qualitative research, a chapter entitled, 'Writing: A
method of inquiry'. She began her article with an affirmation of writing as a way
of inquiry, and as a method of discovery and analysis.
In the spirit of affectionate irreverence toward qualitative research, I
consider writing as a method of inquiry, a way of finding out about
yourself and your topic. Although we usually think about writing as a
mode of "telling" about the social world, writing is not just a
mopping-up activity at the end of a research project. Writing is also a
way of "k:J;l.Owing" - a method of discovery and analysis. By writing in
different ways, we discover new aspects of our topic and our
relationship to it. Form and content are inseparable. (Richardson, 1994,
p.516)
exhortation to "enroll in a creative writing workshop" (p.525)
resonated with the closet writer in me. She believes that the experience is
valuable for both beginning and experienced researchers; and that learning from
creative writers helps us to understand more about our writing and ourselves.

In that article

h~r

But it was her more pervasive explanation that motivated me to explore some
workshop possibilities. She wrote, "Even if you choose to write a fairly traditional
text, the creative writing experience will enrich that text" (p.525). It was
reassuring to know that the time and energy spent putatively 'away from my
studies' would not be 'lost' time or effort in terms of my thesis writing.
During Labour weekend 1997, I enrolled in an intensive live-in writing
workshop held in the picturesque Catlins bush area at Papatowai in Southland. It
was led by an acclaimed and widely published New Zealand writer, Fiona Farrell,
who provided valuable individual help as well as group tuition to the four
participants on the course. I was fully immersed in the writing process for three
days. The mornings consisted of three-hour seminars, afternoons were set aside
for creative writing in a variety of genres, and in the two hour evening 'critique
sessions' we reaq our work aloud, giving and receiving feedback from each other.
73

Prior to this weekend I had begun work on the poetry for this study but while at
Papatowai I used some of my time to review the drafts of poems already
completed and began work on some others. During the evening sessions I took
the opportunity to read several of these poems aloud. I observed as the poems
touched what Richardson (1992) has called "an emotional centre in the listener"
(p.133). I was greatly encouraged by the positive feedback, particularly unsolicited
comments about the unique 'voice' in each of the poems. This was what I wanted
to convey. Subsequent readings of selected poems, in other environments, have
moved some

lis~eners

to tears and others to comment on their emotive power.

Following Richardson's (1992) model I had decided, "for sociological veracity"
(p.132), to use only the words narrated by the participant as I constructed a poem.
As Richardson points out, this poses a tricky "literary problem" (p.132) but it
. maintains the authenticity of the participant's voice. And it seems that:
When people talk, whether as conversants, storytellers, informants or
interviewees their speech is closer to poetry than it is to sociological
prose (Tedlock, 1983). Writing up interviews as poems, honours the
speaker's pauses, repetitions, alliterations, narrative strategies,
rhythms, and so on. (Richardson, 1994, p. 522)
Even at the time of our interviews, before I had entertained thoughts of writing
poetry for this dissertation, I had been forcibly struck by the poetic cadences and
figures of speech in the particpants' unfolding narratives. Each of the elegaic
story-poems that I have constructed contains selected images and descriptive
language from the participant's interview which I have arranged in the form
presented. But the ideas, the cadences, the figures of speech, every word, is the
participant's own. Each poem is a distillation of the participant's story
uninterrupted by the researcher's commentary. Each participant was a suffering
person attempting to give expression to his or her pain; and these poems
organise, concentrate and transform that experience. The poems attempt to
preserve the personal voice and images of the narrator, and to capture the raw
emotion experienced by the participants, in a way that social scientific writing
(Richardson,1994) may not. They belong to "a class of experimental genres that
deploy literary devices to re-create lived experience and evoke emotional
responses" which Richardson has called "evocative representations"
(Richardson, 1994, p.521). They are a deliberate attempt to counterbalance "the
striving of technical scientific language toward neutral objectivity [which] appears
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to be discordal'\t with the human ability to convey emotional and experiential
qualities of pain" (Bendelow, 1993, p.215).
However, I was very conscious that I had taken the words spoken by the
participants and placed them in another context; and that I had reordered the
flow of events which they described "for dramatic purposes" (Lincoln & Denzin.
1994, p.578). While re-contextualizing and re-ordering is acceptable practice for
writing conventional social science prose it seems to raise some problems of
representation when writing poetry. It has been suggested that this is a "false
dichotomy" (Lincoln & Denzin, 1994, p.578) based on "the extent to which the
personal self should have a place in the scientific scholarly text" (Bruner, 1993,
p.2).
This false division between the personal and the ethnographic self
rests on the assumption that it is possible to write a text that does not
bear the traces of its author. Of course, this is not possible. All texts are
personal statements. (Lincoln & Denzin, 1994, p.578)
Richardson's (1992, 1994) model openly portrays the researcher as author of the
poetic text, but in a way that does not screen out the object of study. For this
reason I have followed her process very closely. Each poem that I have created
went through many weeks of shaping; countless computer screen revisions,
several hard copy drafts, and some were also critiqued by the workshop leader
and participants. My intention was to assert the intimacy of each participant's
individual voice. I wanted the poems to stand in contrast to the social scientific
prose that I was beginning to write, because my misgivings about using the
NUD*IST programme were still very real. So I kept working on the poems,
engaged in a consfant searching and analysis of the interview texts as they
progressed. Then, as if an epiphany had occurred, I was amazed to discover that
the poetry writing process and the NUD*IST analysis proces_s of coding,
conceptualizing and categorising the data were actually running parallel. The
NUD*IST process entailed searching each document, marking it, selecting text
units, coding them and storing them in their categories with conceptual labels, as
I have previously described. As I prepared the poems I also searched each
document (transcript), selected text units (meaningful phrases, words, images) to
which I assigned a code (an area of meaning I concept) and stored it in a category
(a stanza) which I later organised into the sequence of a poem. I thought I was
engaged in two very different activities but I discovered that only the product was
different- each pro<;:ess was very similar.
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Richardson (1994) suggests that poetry may be just as authentic as the traditional
form of presentfition where thesis writers quote fragments of the participant's
narrative in prose (p. 522). My own experience leads me to conclude that not only
is the form authentic but the process of writing this type of poetry, with all its
restrictions, is just as rigorous as the process of writing social scientific prose
which has been shaped by the NUD*IST program - a program which has been
developed in response to the needs of active social scientists and in particular to
serve the grounded theory approach to research. The grounded theory
description of creative mourning which has developed from this study is
grounded in the actual social contexts and processes of the participants'
experience, an9 by including their elegaic story-poems in this thesis it is
demonstrably linked to such phenomena.

In this work the prose and the poetry serve a similar analytic function. The
poetry offers a different analytical angle (Coffey & Atkinson, 1996, p.13) but it is,
nevertheless, an integral part of the data analysis. Both prose and poetry were
developed from the transcribed interview material that had been scrutinised and
returned by participants. None of the consequent prose analysis was returned to
participants before inclusion in the thesis but a sample of six poems was. It was,
perhaps, a less onerous task to return three or four pages of poetic analysis but it
was no more obligatory than the return of completed chapters of 'orthodox' prose
analysis to the participants before inclusion in the thesis. The remaining poems,
as with much of the prose analysis, in this constantly evolving grounded theory
approach to the data analysis, were still being reworked right up until the
completion date for submission of the thesis.
The 'coming out' process, a fundamental concept in this study, is about
transparency. Not only is it pertinent to my researcher self (this thesis concerns
my 'coming out' as a researcher; and since I have decided to use a computer
program to assist with the analysis and also to write some of the analysis in poetic
form I have 'come out' as a certain kind of researcher); but 'coming out' is also
central to the experience of the participants themselves. An important objective
of this research was "to document the effects of grief and loss in the lives of the
HIV I AIDS bereaved in order to provide a broader understanding of the their
suffering" (see Introduction); and in these story-poems some of that suffering and
pain, and courage, is revealed. The participants have 'come out' to me knowing
that their stories will be told in this research. Eisner (1991) writes that those who
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acknowledge what has been denied and suppressed humanize the research
process. I hope that these story-poems acknowledge the oppression, the
psychological suffering and the courage of each individual HIV I AIDS bereaved
person. I hope, too, that they help to make each participants' unique experience
more visible and more easily understood.
· Interdisciplinary triangulation

Janesick (1994) acknowledges Denzin's four basic types of triangulation: data,
investigator, theory, and methodological (Janesick, 1994, p. 215) but she adds
another. She claims that in education, psychology has dominated the research
discourse; and she suggests that interdisciplinar y triangulation, where other
disciplines such as "art, sociology, history, dance, architecture, and
anthropology .. .inform our research processes, ... may broaden our understanding
of method and substance" (Janesick, 1994, p.215). Art, psychology, education and
sociology have all been useful perspectives for informing and evaluating this
research project.
Conclusion

This chapter has covered the methodological framework and the practical issues
relating to the methods used in this study. The concerns addressed have much to
do with finding ways to empower and emancipate the HIV I AIDS bereaved
community, in order to meet their psychological needs. Identifying the_ways that
"power and ideology operate through systems of discourse, asking always how
words and texts and their meanings play a pivotal part" (Lincoln & Denzin, 1994,
p.579) has been an important aspect of this methodological exploration. Issues
relating to these concerns were outlined in relation to the postmodern,
poststructuralis t climate of the research project; with reference to qualitative
methods and design decisions; and to the grounded theory procedures which
were adopted for the data gathering and data analysis in this investigation.
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Chapter five
TH~

QUILTMAKERS: PORTRAITS AND POEMS

A J?Oem is as neural as love; the rut of rhythm that veers the mind.
(Michaels,1996, p.163)

Overview of cha,pter

This chapter intrpduce s the participan ts and posits the idea of personal biography
as an effective tool for teasing out meaning and assisting with the researche r's
task of interpreta tion. There are two strands of biography intertwine d here. In the
first I have sketched brief pen portraits of each bereaved person. These portraits
also touch on the participan ts' relationsh ips with others involved in their loss
narratives , including a glimpse into the life of the person who is memorial ised
in a quilt panel. Each of these biographi cal portraits is linked to the second strand
- an individua~ elegaic story-poe m which presents an overview of the deeper
realities of HIV /AIDS loss, grief and mourning in the bereaved person's life. I
have carefully and deliberate ly selected threads from the participan t's interview s
to weave these realities into poetic form. In doing so, I acknowle dge the influence
of Laurel Richardso n (1992) who admits that she has "breached sociologic al
writing expectati ons by writing sociology as poetry" (p.126). Richardso n' s
experime ntation with form where she explores the role of poetry in linking
lived, interactio nal experienc e to the writing enterprise s of sociologis ts, is the
frame which I have used to hold this tapestry of elegaic poems firmly in my
research text.
Biography as a :research tool
In the preface tp this thesis some informati on drawn from my own early lifeexperienc e of surviving loss and grief, also sets the context for a biographi cal
approach. Eisner (1991), when writing about the researche r as author, makes the

point- he calls it "the deep point" (p.193) - that:
personal biography is one of the tools researche rs work with; it is the
major instrumen t through which meaning is made and interpreta tion
expressed . It is not an interferen ce, it is a necessity. And because we
recognize that the nature of this biography influences how things will
be seen and described , informat ion about the author is quite
appropria te, (p.l93)
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However , my personal experienc e, as outlined in the biographi cal details which
form a preface to this work, does not - and cannot - take the reader into the world
of HIV I AIDS loss and grief experienc ed by the participan ts in this study. The
common thread that tacks our stories together is drawn from the grief-rent fabric
of lives, which have been pieced into new patterns of meaning, through the
healing process of creating a memorial quilt. The nature of this activity and the
dynamics of the process, in relation to the participan ts, will be addressed in
following chapters.
In this chapter, I have taken Eisner' s point about personal biography as a research

tool and applied it to the participan ts in this project. These people were, of course,
very well informed authors of their own narratives , and deeply immersed in
making meaning of the loss experienc es which they described . Their transcribe d
interview s are like short biographi cal novels or novellas with a beginning , a
middle and an ending linked together by a unique plot or storyline. As I listened
to each story I "became intensely aware of the developm ent of the protagoni st's
character; the friend, partner or family member whom I would never meet but
whose journey through life, into illness, and towards death and parting, was
being traced with filigree tendernes s by each participan t. In their own inimitable
ways, the participan ts conveyed expertly, a sense of the vibrancy and value of a
life cut short by the epidemic. They also penetrate d the gloom of illness and
suffering to show how it affected aspects of the HIV infected person's personalit y
and functionin g. In so doing the participan ts have revealed much about their
own identity and values, and their relationsh ip to the person they mourned. As
the life stories unfolded, other characters also moved on and off the biographi cal
pages: family members, relatives, neighbour s, friends, foes, health profession als,
clergy, undertake rs, agency representa tives - an endless list of people affected by
the course of thf virus in one person's life. Their influence on the participan ts'
bereavem ent experienc e will also be considere d in the following chapters.

Margaret and Warren: God bless you, bro.
Margaret and yYa:rren are rural New Zealander s, with strong family links to
their land and communit y; and an overt sense of pride in their British ancestors,
their extended family and their own children. Their quilt panel remembe rs
Warren's brother, Ian, who was also very involved in their local communi ty,
particular ly in theatre and education . Warren and Margaret were excellent
raconteur s. Their interview sparkled with colourful anecdotes and stories, each
one a self-conta ined episode in the longer interview narrative. Their story about
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Warren's brother recounts aspects of his life as a young gay boy growing up in
rural New Zeali(lnd. It traces moments in his family life, refers to adventures
overseas and within New Zealand, explains aspects of his personality, growth
and development, and describes intimate family moments during his illness and
death.
Warren grew up with the knowledge that his brother was 'different'. He
remembers their early schooldays and the teacher telling his brother not to bring
his knitting to school because it was "not the done thing for a young lad to be
seen knitting at interval" (1:789). Margaret came to know him when she met and
married Warren. Their brother was a regular visitor to their home and both
Margaret and Warren accepted his 'Jeckyll and Hyde' existence. They were proud
of him and his academic and practical skills. He had been head boy at college and
"He'd have a go at anything and turn his hand to anything" (1:735), declared
Margaret. He was a traveller, actor, house and garden lover, botanist, very good at
sewing, family historian and keen researcher, and had just began to tape some
notes for a boo:k he hoped to write based on his family research. Warren said his
brother intended to "explode some of the family myths" (1 :460) in his writing.
However, he didn't manage to do it before he died. Margaret and Warren
described their brother as a real educator. At a personal level Warren
acknowledged, "There's a lot of lessons Ian has taught me and there's a lot I'm
very grateful for. .. " (1:792), although he was quick to assert their differences.
Warren claims he is definitely not "into" theatre or concert music as his brother
was. Margaret, whose earlier life had been guided conservatively by her family's
Catholicism, also acknowledged his influence in her life. "He taught me to open
my eyes, take my blinkers off; he taught me to accept people for what they are."
She added that his lessons probably helped her to complete, her "transition into
adulthood" (1:783).
Margaret and Warren's poem begins with a phone call that nurtures some
nascent fears. It moves on through various family reactions to the news of his
HIV illness. A sense of dislocation prevails in their family life as they attempt to
deal with the implications of caring for their HIV I AIDS infected brother. When
death finally comes it is far more gentle than they had imagined. But, the
peaceful dying s cei).e is abruptly overtaken by a much harsher image portraying
1

the difficult time, just before the funeral, when friends and family were not
permitted to vievy the body. Margaret and Warren's voices weave, alternately, in
and out of the text adding individual recollections of their brother's life, and how
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some of their grief by creating a quilt memorial for him.
Their combined respect and affection for Warren's brother permeates the mood
they came to

re~olve

of the poem.
God bless you, bro.

A phone call rang warning bells.
Our brother was in hospital
infectious diseases ward
Something told me why he was there.
Pneumonia. PCP
learned later he was HN
And that was it.
Mum deep down guessed.
Didn't want to accept it
denial that her son could have
This dreadful disease.
Father knew our brother led two lives
Jeckyll and Hyde
But had never accepted it
never came to terms with it.
Brought up in this very parochial district
Our brother wanted to come home
Would we support him?
who am I to say no?
This is my brother -he needs me now.
The consequences of agreeing
To do that
didn't go through our mind.
Our daughter was only four.
I remember looking across ...
still see that quite clearly
Sitting, on the bed, their backs to me
His arm around her arm around him
he'd lost a lot of weight,
Looking pretty horrific with kaposis sarcoma
Didn't matter to her
She was going to have a cuddle.
Thank you.
Our son's favourite uncle
devastating on him.
Doctor a good friend for the whole family
"Why is he letting uncle die?"
how much do you tell a kid of that age?
Home life in a bit of upheaval.
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!he night he died we went to the hospital
Said prayers
He became very comfortable, quite settled;
We're just standing there.
Breathing... quietly ... slowly ... stopped.
He'd gone
gone.
Absolutely peaceful.
Double body bagged. No viewing.
In the morgue until the service.
Friends wanted to pay their last respects
and couldn't.
reading
the
did
I
difficult when the tears came too.
helped carry the casket to the hearse
son
Our
Daisies, that he'd picked, on top.
Our brother wasn't to be buried in clay.
But there's no crematorium here
he had to go.
Then, his ashes were back,
wrapped in pink tissue paper,
Put in the wardrobe until after the winter.
Had to have fine weather
To traipse through gorse and ti-tree.
- - - - - - - - - - - - T o the top oCtfie fiill.
Said goodbye up there
after the winter.
For four years we kept it to ourselves
But you have to deal with Sadness
You can't put it away, lock the door on it
it keeps slithering back out.
The social worker said: Come along to our network
You need a panel for that boy
The quilt was to be his headstone
there's no grave to visit
A memorial; a piece of fabric,
But it's him!
A lot of his spirit contained in the quilt.
His house, the motorbike of course
his love.
A few club badges; The leaf of a rubber tree
his ashes are near the rubber tree;
His ancestors' initials
he was the family historian
Didn't mention his surname
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still stigma at that time
And the daffodils
needed to have his daffodils with him
They' re part of his land
The whole flat in front of his house
Covered in these bulbs.
It's got "God bless you, bro."
And the date that we made the quilt.
A statement between us and him
How we perceive his life
every stitch was a tear.
Went to the Cape
it was very, very special to him
.Very importan t for me to take his quilt there
Wet and stormy as we went.
The whole New Zealand quilt was unfolded,
Each quilt
Billowed directly over the tree
cleansed spiritually
The names were read
Giving bones a chance to rest
Peacefully.
The wind was howling
Mist and gloom all around us
We stood down from the patch of light
misty white light
Intense, strange, spiritual
Seeing that billowing ,
Feeling the tug of a tempestl
Almost as if he wanted to fly, to take off.
We've given him a travelling antidote
A memorial that will travel
Why be stuck in one place
When you can tour the world?
He is now free to go
wherever these people go.
Coming home I turned the car radio on
Queen's "The show must go on"
the way home.
All
I cried.
the show had been completed
Closing performan ce at the Cape
The final curtain's come down.
That was it.
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Mary: A long walk
Mary is the mother of seven adult children. Her quilt panel remembers her eldest
son, Wimoka, who died, when he was twenty-eight years old, in the terminal
care unit of the city hospital where she worked as a registered nurse. The staff
there, including senior administration , provided valuable friendship,
understanding and support for Mary at the time of her son's illness and death
and afterwards. Mary conveyed a deep sense of pride in her whanau and her
own Maori culture. Her Christian faith, too, was obviously a vital part of her life.
She had a lively spirit, and her chuckles and gentle sense of humour throughout
our interview declared a warm-hearted nature. She spoke of her son with great
love and affection but also with a complementary honesty about what she
perceived to be his shortcomings. He was educated at a boarding school and was a
very creative young man. During our interview Mary drew my attention to a
piece of her son's innovative art work which hung on her living room wall. He
was a designer by profession and a fully qualified machinist with considerable
flair for dressmaking. Her own mother, who is now deceased, and her sister,
worked on his quilt with her. Since our interview Mary has suffered a severe
stroke and is struggling to regain her health. Her eldest daughter writes of "the
sadness of seeing such a vibrant person in spirit, fighting for life in such an
awesome way" (personal communication, 17.3.98).
'Mary' s poem' begins on an anxious note and leads into some very powerful
images of despair and grief. Mary' s anguish is profound as she witnesses her
son's surrender to his fateful diagnosis. But the poem also conveys a sense of the
sustaining power of her cultural and spiritual values, as she struggles to cope
with the stigma of HIV I AIDS and the devastating loss of her first-born son. The
mana associatyd with her son's name and the links it has forged with her
extended family gave her impetus and determination to honour his memory by
creating a qui~t p~nel for him. In the final line, Mary employs a journey
metaphor to de$cribe her movement towards recovery.

A long walk
Something was wrong
I knew in my heart he had the virus.
I asked him.
He started crying, "I think I have."
I took him for his tests:
Had to sign a secrecy document.
The diagnosis came through
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My worst fears were revealed: AIDS.
He just packed his bags up and that was it Only a matter of weeks
And he died.
Traumatic to say the least.
My son
My first born
A grief so intense
Like somebody had wrenched my inner soul out
And walked all over it.
God tries to teach us:
He hung on the cross, crucified
That gave me insight
To what his mother must have felt.
And that's a privileged experience.
Brought me out to walk again- head held high.
How much trauma did his mother go through?
We buried him up in the North.
Took him to a family marae- given dignity.
My friends were my family as well - extended family
Support far exceeded expectations.
A family in terrible grief needs to understan d ...
Because we were Maori they sent up a Maori An uneducate d person - to tell us
What didn't really make any sense to hi m.
He made us feel like - OHJ
You don't need anger
At the time you got enough to contend with.
In the end I told him to leave.
Mum mentione d the quilt My older sister told her;
We put the panel together in a short space of time
Zapped it down on the floor
A special type of velvet, guipure lace.
He had an eye for the most expensive The finer things in life.
Understo od about quality.
He got it on his panel.
And a Mercy long service dedicated badge
That belonged to me
Also life membersh ip of the Maori Women's Welfare League
That belonged to his grandmot her.
We talked ... even Mum voiced her thoughts.
Brought my Mother and I very close ...
He wasn't always the sainted little boy.
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Grew up to be a man- undercover.
My sister really loved him.
Every time he hurt she felt his hurt.
Even though only three hands made his panel
A lot of hearts went into it.
His name spoke a thousand words
Goes back twelve generations in our family.
When it travelled north
It touched the hearts of all the people.
Goes back to felling kauri trees,
'The Tall Timbers of the North' ... and my Dad...
A family heritage name.
We did that quilt with a statement in mind
About what his life was like and where he came from
He was Maori, educated; a whole lot of gifts
Came through the whole generation
Thro\,lgh the basket of knowledge
We all wanted everybody out there Whoever viewed it- to know
We were very proud of this person.
Twenty-eigh t years of life on this earth.
Takes a lot of soul-searchi ng to make a panel
Making it uplifted me from where I was.
Made me look with different eyes.
Gives insight into life,
That only death can make you understand.
Helps people get a direction
I've walked a million miles away from where it began .

. B ev: A shining beacon
Bev is the mother of three adult sons and a daughter. Her quilt panel remembers
her second son, Michael, whom she described as "still young ... dark-haired ... nice
skin ... a real handsome sort of guy" (3:94) of Yugoslavian descent. He had a very

open and caring relationship with his family. He had been a hairdresser, he had
travelled and lived overseas, and was back in New Zealand studying at
university durin,g the latter part of his illness. He was twenty-six years old when
he died on May 4, 1989.
Bev was the !Xlain caregiver for her son throughout his illness and they were
both involved in making a Television documentar y about AIDS when he died.
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Their story was told on TV3 in June 1989. During her son's illness Bev became
involved with the AIDS foundation and was the prime mover in establishing a
support group, in the city where she lives, for mothers who were caring for
family members with HIV I I AIDS. She has also become a competent public
speaker as her commitment to breaking down the barriers of prejudice around
HIV, has strengthened. A quiet, self-effacing woman, Bev says that in the
beginning she did not know that she had any skills as a speaker, but it "just
happened" (3:205). Since our interview Bev has become the proud Nana' of a
little grandson. ((He is beautiful" she writes, "Dark hair, olive skin - reminded me
1

of Mike after he was born" (personal communication 15.12.96).
In the opening stanzas of this poem Bev' s mild reaction to the news that her son
was gay is contrasted with the later shock of learning that he had contracted HIV.
The poem gathers energy as it traces her movements from a very private way of
coping, to one 9f growing courage when she begins to face the prejudice and
bigotry of the outside world. Images of despair and anger and a violent image of
pain brings the :roem to a crescendo. This is followed directly by a tonal shift into
a sad and more introspective mood where she is portrayed at work on her quilt.
The deep love, pride and respect in which she holds her son's memory restores a
certain sense of ~ontentment to her life and a resolution to the poem.
A shining beacon

I knew he was gay
When he was about seventeen
Took me back a bit
But I came to terms with that.
I knew he was going for the test
Not thinking it was going to hit home
Positive result. HIV.
That took a lot of adjusting to.
Not the sort of thing you blurt out
I mean - I chose not to Felt very shut off, doing it on my own,
My way of coping - just coping As best I could, knowing that one day'
I was going to lose my son - and hoping
That one day' was never going to come.
1

1

He said: Don't want to put my life on hold.
Still going to do all the things I wanted to.
He went overseas and did his thing.
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Looking back, I'm just so glad he did.
I used to think of him, in London
Send thoughts to him
Hoping he'd stay well.
Letters came.
I don't want to worry you Mum,
but I know you need to know
I don't feel as well as I used to.
Progressed to AIDS. Very quickly.
I had to go.
London: at the airport, first view of him.
He was so sallow. He was thin.
Something in his eyes
I knew I was going to lose him.
No, no he can't die!
fie came home - for radiotherapy .
Somebody said: What was worse for me
Knowing my son was gay or
knowing my son had AIDS?
I said: AIDS
(Stupid bloody woman.)
She said: I feel sorry for the haemophilia cs
And the children with AIDS.
Which really meant my son deserved it,
Didn't he?
Isn't that the height of judgement?
That just hurt. SO MUCH
Another neighbour up the road
Thought I needed to know
That God knows best,
' 1God knows best, dear."
But I didn't need to know ... that.
A knife digging into me
A physical gnawing - the pain - the pain of loss
I knew about the quilt
Through the AIDS Foundation
It was sad doing it
But I was giving this gift to him;
And trying to break down the stigma of AIDS.
I sewed it all by hand.
Turquoise velvet.
A lovely big rainbow on the top,
Something spiritual about a rainbow,
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Very spiritual.
Yellow brick road;
(We played Elton John at the funeral)
Scissors, because he was a hairdresser;
'Loved always' embroidered
In English... German... Yugoslav as well;
His heritage.
Tall, dark-haired, dark eyes, olive skin
A real handsome sort of guy
I embroidered his name - wanted to be open.
I knew of the stigma but just had to speak out
A lot of emotion when you're doing it
Sadness. But there's also joy.
It's very constructive - something living That you're doing.
Permanent.
Positive.
A shining beacon through all the grief
He's gone now. But he was here.
And he made a difference.
He was loved
He was my son.

Welby: Waiting for his spirit to come back
Welby is a talented artist, writer and teacher. At the time of our interview he was
preparing to go overseas, to continue work on a postgraduat e degree. Welby was
brought up on a farm in a small rural New Zealand district and now lives in an
idyllic, bushclaq valley on the outskirts of the city where he works. He expressed
a deep and abiding appreciatio n of life and being able to live in such
surrounding s.
I live in this place that is supremely beautiful because I know that life
is quite a fragile thing and here I am fully able- by God I'm appreciating
it. You know- really appreciating it. And I'm making it work for me.
I'm not just sitting back- I try not to sit back and just say aren't I lucky. I
paint and write and build and I do everything I can to make sure that if
my life is cut short -not just through AIDS- through a car accident or
whatever - at a point that I go - I know - this gift I've used it to the
·
max.- you know. (4:36)
His background includes involvemen t as a gay rights activist and overseas travel.
His quilts remeltlber two former partners. Our interview focused on memories of
his first partner, Ian, and the first time ever he was really 'in love.' Welby spoke
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of his partner's strong, fearless, and at times defiant character. He was a man who
would brook no sentimentality or bending to heterosexual norms - he was
fiercely assertive of his gay rights. They were both "practical men" (4:57) who
shared a monogamous, tender and loving relationship. Welby has a sharp wit
and a very reflective nature, both of which were evident in our interview. He
makes no attempt to mask his impatience with sham wherever he detects it,
including what he sees as a heterosexual, "namby-pambying" (4:12) approach to
HIV I AIDS. Equally sincere is his spiritual stance, his connections with nature
and the environment, his pride in his family of origin, and the value he places
on developing and maintaining integrity in his own personal relationships. Our
interview was alternately rambling and lively; interspersed with poignant
memories, brief self-analysis, sharp shots of blunt language, gentle reminiscence,
and a searing wit.
In the opening stanza of this poem Welby, the self-conscious lover I philospher
speaks about the power of love. Then, in a brief, wry statement he measures the
emotional dista1;1ce between a goodbye and death. Alternating images of anger
and love, vulnerability and strength surge through the first part of the poem. In
the second part, the practical and psychological challenges of creating a quilt panel
form a prelude to a brief mystical interlude in which Welby experiences the
return of his lover's spirit. This reunion brings a sense of closure to Welby's
mourning process; and the poem comes full circle to a reiteration of Welby's
belief in the power of love.

Waiting for his spirit to come back

My first lover - my first true love (Oh, God how do you stop this sounding like a soap box?)
Love is a very powerful thing when it hits you.
Very powerful.
My last memory of him, jumping in a mate's car
(A blue 'Morrie') off to the airport;
A cuddle, best of mates;
And that was goodbye.
There needs to be something between that and
Dying.
He sent the card.
"I might not be here next Christmas I'm HIV".
I knew beyond all the rhetoric
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-that stuff with the nancifying approachYou know, 'if you get it, it's not a death sentence.'
Fuck! It's a death sentence
H. I. V.
You get it. You're gonna die.
D. I.E.
I wanted to go straight over and see him
He said; No, no don't come I'll send my spirit over.
That's what I was waiting for
Vulnerable.
Found out from his Mum that he'd
Died.
And had been dead a while.
That was him to a T - his independence.
(God pity anyone who had to care for him in the last weeks.
Especially if he thought they were feeling sorry for him.)
I loved him.
I knew I was a strong man.
This wasn't gonna shatter me.
I would grieve - and it would break my heart
But the nature of that love would get me there
And it did.
It was like love that goes across time.
Waiting ... waiting ... for his spirit to come back.
(Has he already come back and I haven't heard?)
I thought the quilt might do it;
A catalyst or something.
I thought, maybe, he was going to come back
While I was making it.
He was a strong, beautiful man.
I will make it like that.
Strong
Beautiful
Man - I'll do your painting - you' re bound to come back.
Painted him in coffee (that's what I painted him with)
Face will never crack.
Painted in coffee - so it can't.
Land painted with acrylic.
It would crack, with time.
Left here in pristine condition.
Difficult seeing the cracked land, later.
(Hard as driving back to the farm
And seeing our house full of hay bales.)
Spilt coffee stained the sky;
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Absolutely attainable.
Love is a very powerful thing
when it hits you
Very powerful.

Robyn: All in one mouthful
Robyn lives in a:r attractive garden setting in the city suburbs. She has secretarial
skills and also described herself as /la theatrical person" (5:192) who enjoys and
has participated in the world of art and theatre. After her much-loved only son
left home to live and work in another part of the country she was not aware of
his developing interests and his covert life style. She discovered, following his
death, that he, too, was actively interested in the arts, dancing and theatre. She
had no idea that he was gay and was deeply distressed to learn about his
homosexua lity when he was already unconsciou s and dying from an HIV
infection. She only wishes that there had been time for her to tell him that it' s
okay that you're gay" (5:236). All she really wanted was for him to be himself and
to live his own life. Since our interview Robyn herself has faced a life
threatening illness. She has undergone major removal and reconstruct ive
11

surgery; and endured weeks of radiotherap y and chemothera py. But Robyn is
amazingly courageous, and is taking the possibility of her own death quite
pragmatical ly. She said that nothing could ever shatter her as much as the news,
delivered in one breath, that her son was gay, unconscious and dying. (Personal
communica tion 1/8/97). At the conclusion of this study Robyn was in remission
and had started a new career working with young people with disabilities.
'Robyn' s poem begins with her expression of feeling distant from anything to do
with HIV, before it plunges directly into the immediate horrors of her
understand ing that her son is gay, has AIDS and is already unconsciou s and
dying. As the poem unravels it reflects some of the hesitations and discontinuit y
in the interview narrative; Robyn's struggle to verbalise what is happening; and
her deep distress and emotional fragility. The concluding stanzas reveal how she
begins to make

som~

sense of the tragedy and her pain.

All in one mouthful
To me ...
it was always something
that happened to somebody else:
Other people.
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I knew very little,
only that it was fatal.
The hospital told me; they said
to me ...
in one mouthful,
one diabolical breath,
he was gay, lllV positive, dying
On life support.
Unconsciou s

all

I never had a chance to talk to him

Tragic
for me ...
to find out like that
A mother's nightmare.

We had been very close.
He didn't know how to tell me.
Hadn't come to terms with it
himself.
And people
ask me ...
how my son died.
I still don't feel
that I can say anything more
than
pneumonia .
(Which he did)
You want to say something
and you can't
stigma- it's terrible
for me ...
it's another lesson.
Not being able to talk about it
Out there.
Everybody in little boxes
The guilty and the not guilty.
Inside awful turmoil.
Counselling
kept me ...
going really - the only thing that's kept me going
(didn't know whether I was coming or going)
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Long time to get strong enough
To talk
Uptight, upset
Easier not to.
Felt sort of stifled: stigma, secrecy.
Emotionally devastated
Absolutely.
Wanted to do something but it was difficult
for me ...
to do. Stuck in the nightmarish thing
Couldn't get past the life support
Life ?Support?
I lost my son.
He died - on life support.
Terrible.
At the Burnett Centre she explained
to me ...
what they did. It's kind of emotional.
Putting someone's life down
on a piece of fabric.
We talked a lot - his friends and - I
thought I knew him well. Found out things.
Art and theatre. Dancing at the nightclub.
lt all just came together.
To me .. .
it's so ... special...to do the quilt.
You're getting it out to honour him.
It's living memory
out there
instead of bottled up.
Inner pride. That that represents my son.
A recognition of who he was;
Part of my life.
My son.

Gloria: The hardest part-ing
At the time of our interview Gloria lived in a semi-rural locality on the outskirts
of a central New Zealand city. She is the mother of five children, including an
adult daughter; and she is also a grandmothe r. Her second-born daughter, Eve,
died from an HIV I AIDS related illness in 1993, after receiving a contaminate d
blood transfusi~n soon after her birth. Gloria has been described in the media as
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"the woman behind HIV I AIDS awareness in New Zealand" ("Wedding bells/'
1997). Her efforts to publicise the plight of her daughter have become widespread
in this country. As well as being a memorial for her beloved daughter, Gloria's
quilt panel is part of her HIV I AIDS education work. Gloria and her family who
were living overseas at the time her daughter was infected and later diagnosed,
became the focus of much media attention when they were asked to withdraw
her from the day care centre she was attending. The level of prejudice they
experienced eventually forced them to withdraw her and they decided to return
to Gloria's homeland, New Zealand. Life was much easier here but certainly not
without its problems. Gloria founded the 'Kiwi Kids with AIDS Trust' and has
been a strong, determined and tireless campaigner for HIV I AIDS affected
children and their families ever since. She has a very calm and 'laid back'
demeanour whir;:h belies the vigour and compassion that she feels for those with
whom she works and lives.
'Gloria's poem' starts out with a gentle image which, nevertheless, introduces
tragedy. The doctor's words shatter Gloria' s hopes for her little daughter's life and
health. As the poem develops it conveys a sense of Gloria' s compassion for those
who worked so hard to save her daughter's life, her anger at what has happened,
her direct and forthright manner as she dealt with ensuing events, and her
overwhelming sense of emptiness following her daughter's death. The
resolution of the poem incorporates Gloria' s personal determination to continue
sharing her daughter's life with others, through the medium of the AIDS
memorial

quil~.

The Hardest Part-ing

Just before her third birthday
Doctor sat me down
Took my hands in his- faced me
Told me she had HIV.
I thought: Death sentence.
My daughter was going to die
And die- very soon?
Heart-breaking for him also
He worked around the clock
He - and his staff To save her life when she was born
The devastation was with all of us.
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How could God be so cruel?
Do this to an innocent child?
I was angry.
Eve's story:
Thrust into the media limelight
Caused a great amount of drama
And trauma
For the family, the whole country;
Enormous prejudice, and fear.
Came back to New Zealand
My home country
Come home ... home ... to live.
Open arms, no animosity,
Medically, the best doctors here
And the best care.
I like to remain calm
But I was fighting also - for Eve
So she didn't lose her stability
She was constantly there- in my arms.
After Eve's demise:
Emptiness
Loneliness.
Every day.
Just wanted to hold her
In my arms
That's the hardest part
Emptiness.
Learnt about the quilt in Australia
Went to an AIDS camp: 'Good Time Camp'
Then, of course, we held a retreat
Here in New Zealand
Did the same things with families here
On Eve's demise
I did my own panel, in my home,
In the room where Eve was
When she died
It was fitting to be surrounded with Eve
Like reliving her life.
Her story.
The quilt is really special
(Far better than going to a cemetery)
The most wonderful memorial
Acknowledging what Eve has achieved
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Making sure that that lives onEliminates fears and prejudice.
The quilt is unique.
Sacred to Eve.
Sharing it with everyone
That's what Eve's life was like.

Jo: The passing of a chief
Jo is a quiet, self-effacing woman who now lives overseas with her partner and
her family. Her quilt panel remembers her former husband, Eddie. They were
married for fifteen years before he died in 1993 of complications from the HIV
virus. Her husband had been a very popular member of the Postbank staff for
more than two decades. Customers, who were unknown to Jo, phoned and
offered condolences when her husband died. He was also a great favourite with
the young people in their extended whanau. During the final years of his illness
she joined him in his mission to educate first of all the Maori community to
which they belonged and secondly the wider community where they worked and
lived. They were both involved in the local Te Roopu Tautoko Trust (Maori
action on AIDS) and their efforts have been acknowledged by the group's
chairman as contributing effectively to its growth. Jo's retiring nature often made
it difficult for her to speak out but nevertheless she did so with quiet dignity,
helping to break down barriers of ignorance and prejudice and allowing people to
see the issues around HIV I AIDS in a more objective way.
'Jo's poem' moves through various inflections to a conclusion of quiet triumph.
At first she believed her ailing husband had the flu. It then deals with her shock
on learning that he was HIV positive, and her fear as she considered her own
health. She summons the courage to support her husband in his last endeavours,
and she intimates some pride in her husband's cultural work. She gained
comfort from knowing that he was greatly loved and respected by so many
people, especially the children. The publicity his quilt has received and its
continuing activity in the world are sources of comfort to her now.

The Passing of a Chief
Thought it was the 'flu
- That's what our doctor said
but when he went for tests, it was HIV.
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When he told me he had AIDS
- That really hit me.
In hospital with pneumonia
He didn't think he would come out of
- That.
It was hard at the start

having to deal with him being sick
and thenwhether I was infected.
A bit- scary.
A friend said, go for a test
The first one came back negative
Went again three, four months after,
Another test
Negative.
He wanted me to get more involved
With Awareness, Information and all ...
- That. Just wasn't me
I' m used to sitting in the background.
We used to go mid do seminars
And it was hard - especially for me
Getting up and saying something
I'm not used to it.
The first time was on Marae'
The Maori programme,
- That was the first time.
Went to other places
Everybody saying how brave he was doing that
They learnt a lot from it.
1

He thought he was losing his memory
I knew I had to be strong for him
Didn't want to let him know
I was feeling
Down
I knew he would worry about me
He used to worry about how I'd manage
When the time came ...
It sort of knocked me after he had gone,

When he passed away.
The kids gave him a guard of honour
when we took him off the Marae.
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My friends said:
We have to get a panel done for him;
present it on World AIDS Day.
They asked me what I wanted on it.
His photo.
The albatross,
because it was where we made our home.
Dolphinstaking him back home
we saw dolphins Along the Kaikoura coastline.
The Kaumatua told us
it meant a passing of a chief.
Someone important.
Oh, and the Postbank emblem
Twenty-two years he worked for Postbank
-That's what I wanted.
Then everybody else started
Putting their things on
The kids, put their little mementos on
He got on well with the little ones.
We had a service down at St Paul's
- That's where we presented it
I wanted the kids from Te Huinga
to carry it
into the church, and down to the crypt.
They had a lot of time for him
-That was the reason for them
to carry it.
His quilt gets to go everywhere.
We had it here, once.
Brought it in, had a karakia, laid out on the floor
Until we got something set up to put him on.
Been to the States,
on telly a couple of times, his panel;
It was on 'Holmes;'
Done a documentary won an award with it.
Been all over New Zealand.
It' d never get anywhere
If it stayed home with us
A really neat idea - the quilt.
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Rose: Going somewhere peaceful
Rose lives in a central New Zealand township with her partner and children, the
youngest of whom she was nursing throughout our interview. Her baby was six
months old and had just been discharged from hospital the previous day with a
diagnosis of cystic fibrosis. Rose's dedication to social justice issues was so strong
that she would not contemplate cancelling my visit. She very much wanted to be
part of this study. So our interview proceeded and included this little girl who
was struggling for each breath but was, nevertheless, unstinting with her smiles.
Every now and then she would have a choking spasm which both her mother
and I found distressing. However, we would stop and soothe the baby - and each
other - before continuing. Rose's quilt panel remembers her elderly uncle who
had been very much a part of her family of orgin; and for whom she was primary
caregiver throughout his illness. For Rose the quilt was also educational, a way of
helping others to become aware of the secrecy, prejudice and denial that goes on
around HIV I AIDS. Rose is a remarkably compassionate and courageous woman
who valued her uncle's life and his influence in her own. She was fully prepared
to speak out and work hard in order to live by the principles of equity and justice
in which she fin;nly believes.
'Rose's poem' speaks of the shock and despair that she conveyed to me as she
recalled her uncle's rapidly deteriorating condition; and her feelings of
frustration as she tried to help him and simultaneously respect his wishes. Her
determination to support him through his illness to the end of his life; and her
compulsion to dedicate his memory to the task of saving other lives are also
central elements of her story and this poem. The denoument is very positive.
After a great deal of turmoil Rose remains focused on her uncle's good nature
and the restorative powers of the quilt.
Going somewhere peaceful
Uncle was (a lovely man, very warm, jovial)
quite suddenly foisted upon us.
It was Christmas time
He rang. Said: "Would you come?
When I arrived he was very sick- just so sick
(HN hadn't entered the question- at that stage)
So sick he'd lost all perspective.
I couldn't believe the personality transformation
He was so rude to people
Just diabolical. U gh!
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Couldn't eat. Could hardly walk. So sick.
Yet he insisted on going away
Away from the entire community
where he lived.
Wanted to go somewhere peaceful.
A holiday place with memories of his parents.
I just had to let him do it
Couldn't stop him
My uncle was very much part of the family
Had to respect him.
He was trying to hide.
There's characteristics of the disease
that become very spiritualthis need to return to roots,
this need to protect others.
He got me to shift all his stuff- a nightmare.
Freighted it up
When it got there he didn't have
possession of the house.
Real shambles. Screwed up big time.
Got hold of my cousin, asked her to find our uncle
She duly did - flew down with him
He arrived in a wheel chair.
I said to her: He's got AIDS.
She was defensive. Didn't want it to be.
Ended up going to a doctor.
Definitely AIDS
Family struggled with the diagnosis
Felt socially ostracised.
It didn't bother me.
They were panicking
from the point of view of my children.
Uncle stayed with us
Spending more and more time in bed
until he went into hospital.
I used to go every day; and my girlfriend
she would visit him for me.
My brother would call ;
and Mum- occasionally.
(I'd find her sneaking down the hall
to other rooms to wash her hands.)
He was going right down hill.
Stayed with him as long as I could
sitting next to his bed.
Went home to be there for my children.
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Phone rang to say he'd died.
Pretty hard to handle I'd stayed as long as I could.
His funeral was a bloody disaster.
I went to the cemetery:
Had to walk away and leave them to it.
While uncle was alive
I kept my mouth shut that he had AIDS.
For the sake of my family, for his sake,
For whoever wanted to be protected.
Once he had died I said: That's it.
Now is the time to use his memory
to other people's advantage.
I had support from the AIDS network:
That's where the idea of the quilt started Perhaps it was the last thing Uncle could 'do'
in the world
to help other people ...
(The quilts can have an impact)
.. .I hoped it would.
Perhaps it was my grief relief
Constructive mourning.
My little memorial;
The bright colours, the flowers,
the cheap American picture,
(he loved that picture)
It was so typical of him.
I was really keen to get my panel out there,
into the quilt.
The unveiling was lovely.
Made me feel good amongst all the darkness.

John: Laying the whole thing out
John is an interior decorating consultant. He has always had an interest in quilts
and has a background in making soft furnishings. One of his hobbies has been
"making things out of patchwork" (9:79) although he says he doesn't indulge in
it very much now. He has been involved with the AIDS foundation as a support
person since 1986. As well as being part of a team of volunteers who provide
practical and emotional support for people with HIV I AIDS, he offers his skills as
a design consultant and machinist for bereaved family and friends who request
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help with the construction of a quilt panel. Consequently he has a very wide
experience of as$isting with the creation of quilt panels. For this study he chose
to talk mainly about a panel he had made with a group of friends which
remembers the first person he ever cared for in his volunteer capacity. John tells
how he started off being "a little bit blase" about the caring role; but as his
emotional attachment grew he was aware of times when "it could be quite a
strain" (9:49). Towards the end he acknowledges that "it was quite scary" (9:49).
He believes that this first experience of helping to care for someone who died
from the effects of the virus was "a big growing up period" for him (9:49).
'John's poem' describes his journey of awareness. The mild tone of the opening
stanza is soon inverted. Terrifying images of blood and fear, and another darker
but fleeting vision of mercy, form the nub of the poem. Around this sombre core
vivid impressions of the courage and compassion which John demonstrated as
he worked through this transitional experience, are built up. John's agony and
his compassion are symbolically represented in his action of creating a quilt.

Laying the whole thing out

Got to know him
when he was relatively well.
He was campaigning
very heavily
for needle exchange.
Just acquaintances really.
Got to know him better
when he became really ill
Needed a lot of looking after
I became part of a volunteer team
who sat with him, made coffee
gave his medication
made sure the house didn't burn
when he had a cigarette
The first day: I was warned
he could easliy die that night
Renal failure.
Really ill one day : Rally the next
I'm amazed.
Scary in a lot of ways
sores that never healed
nose bleeds like I'd never seen before
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Hepatitis
In spite of all I knew I found myself panicking
Oh! Blood,
blood,
blood,
scratches on your hands seemed to multiply
out of thin air
(I got over that.)
He was in such a bad way.
Fantasized about sticking a pillow over his head
Never could bring myself to do it
But
I thought about it.
After he died (I was there when he died)
We all got together - discussed things
'He did that' or 'he was like this' or
'Oh, yes, that's him.'
'That just symbolises him'
He had left instructions
to use his patchwork bedspread
- off-cuts of his old jeans as the base for his quilt.
Each person would take away some fabric
do something themselves.
Then we would get together
over a few drinks
Lay the whole thing out
pin it together
'Is everybody happy with the way that looks?'
take it away, sew it together.
The end of a long haul.
It's not a headstone
that you've paid some turkey to make
just because convention demands.
It's given you opportunities
to think ... about the person.
to express something of their personality
their life, their achievements
You put that down in fabric.
Every stitch,
Every blinking scissor cut
All the agonies of constructing it.
But you have created something special;
Beautiful.
A work of art
A piece of history
that I'm really proud to be involved in.
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Katrina: It's not supposed to happen down here
Katrina is the mother of two sons. Her quilt panel remembers her elder son who
contracted the virus following treatment for his haemophilia with infected blood
products. He was diagnosed HIV positive when he was six years old. Katrina was
the major caregiver for her son throughout his nine year illness. During the
latter part of that time, after her marriage had broken down, she struggled to
manage her night time job alongside the demands of normal parenting and the
additional carer' s responsibilities, but eventually "it was just too much" (10:55)
and she had tq go on the Domestic Purposes Benefit. She and her son were
involved in the launching of the 'Kiwi Kids with AIDS Trust' and were often in
the public eye. They wanted to educate New Zealanders about the very real threat
that HIV I AIDS posed to all people in this country. Katrina said a lot of people
knew her son through the media but they did not actually know what sort of
person he was, "Whereas now when they look at the quilt they can see the
different bits of him and what was important to him and what made up his life"
(10:217).
'Katrina' s poem' shifts very quickly from a brief scene of naivety and innocence
to an exposition of the brutal discovery of the hard facts of her son's illness. The
resolution speaks of some kind of spiritual reunion, and a softer place where
Katrina now resides.
It's not supposed to happen down here
We'd heard about it on the news- what was happening in America
Didn't think it referred to us - we' re too small - just this tiny country
It's not supposed to happen down here.
It's happening over there - expensive countries, high societies
That can afford drugs and flambuoyant lifestyles.
It's obviously a death sentence- no cure- just a time bomb really.
We got a letter saying all haemophiliacs should be tested.
I thought: Oh, why? What's the point?
No New Zealanders are going to get it. Just wasn't comprehensible.
Reminders from the hospital: "In (your son's) best interests"
I thought, They're just going to hound me ...
So I did it- for the hell of it- to keep everybody happy.
Friday. Of all bloody days. I'll rememberTake it to the grave with me. Late afternoon we got the news,
Like a bolt out of hell. Haematologist said: He's got AIDS.
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Are you sure it's (my son's) results? Are you sure? Are you sure?
And he said: I'm sorry. The paediatrician's nurse will ring you
On Monday - make a time for you to come in. That was it. Bye!
He hung up large as life. And here was I. Hung up. On this phone
Just given a death sentence ... my son was six ... my son
For someone so tiny it just seemed so wrong. So wrong.
Our son was going to die. Our son, and we didn't know
If it was going to be today or tomorrow - didn't quite register
Stuck with it - a death sentence - on Friday afternoon of all bloody days.
We were just left to deal with it, wallow in it for several days
Before we got someone in front of us to explain what's happening.
From that time I just sort of lost my trust in them.
For a while he was good as gold. Then, vomiting and diaorrhea.
Suddenly his temperature went raging. Oh my God!
In just two weeks or less he went to skin and bone
His body went to nothing. Oh, my God! I Couldn't believe it.
Wher~'s it all gone? Is it in amongst his pyjamas, or somewhere?
I must have been a bad mother. I should have seen it!
We w~re booked to go to a conference, to learn about AZT
With a haemophiliac you've got to consider both factors
You c11n't just say here's AZT, it'll help with your HIV.
Only gone for the weekend. Suddenly he deteriorated massively.
Hospital were scared they were going to lose him. I lost it when I got home. Tubes hanging out, mask on him ... breathing
He was breathing. Oh, my God if he'd gone and I hadn't been there.
Even when he was first dying - before he died - I didn't accept ...
I didn't think ... I thought he was going to bounce back.
A little bit of me was holding on to hope; even though
Reality was- looking at him- he's not going to ... Oh, no, no!
But in my heart , the other part , was letting go.
After he died, quite peacefully in my arms, a lot happened.
Like having to sort out his room. I wasn't ready for it.
Like everything was being pulled away, taken out of my control.
I felt p;ressure to do everything, satisfy everybody else,
To get them off my back, to shut them up,
They got their little trinkets and whatever else.
The qyilt was something from me to him that I'm letting go
In my own time - not forced to do it. I'd seen other quilts but
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"a gross overstatement" (11:164) but he acknowledges that it was her perspective
of his response tp his father's death and there may be some truth in it. Since then
he has had other significant loss experiences. His quilt remembers a special friend
with whom he was deeply in love. Despite some intermittent intimacy over the
years of their friendship Tim never declared the depth of his feelings, and his
love was unrequited. However, their mutual fondness was maintained right up
until his friend's death. Tim's gentle, dry wit and the poignancy of his story were
contrapuntal elements in his interview.
In this poem, as in our interview, Tim begins by drawing some parameters
around his relationship. He moves through an explanation of his perceived
inadequacy when dealing with death, aspects of a visit to his dying friend, and the
devastation experienced wll_en he learned soon after, of his friend's death. In
retrospect he castigates himself for having such profound feelings and for his
slow recovery. The tone of the poem changes when he begins to talk about the
quilt. An element of hope counterbalances the despondency in the earlier part of
the poem. In the concluding stanzas he recognises his own sentimentality but
with a flourish that belies his conservative nature, he gives vent to his feelings.
The poem ends with a sentimental but strong farewell statement.
Head Over Heels
He ~aid: Perhaps I ought to to make it clear
What my relationship with Nick was
And wasn't.
Twenty years older. Unrealistic. I suppose.
Well...it's fair to say .. .I fell
Head over heels
(I wish it had been more than what it was)
She said: Still, it doesn't alter what you feel
Does it?
He said: No. No. Even if he didn't feel
Exactly the same
(I hope I don't deteriorate into a mess.)
She said: If you do If at any stage it is too much
You'll say- just say- won't you?
He said: I'm very bad
At dealing with grief
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He was one person, I suppose
I loved more than anybody else.
(A bit of a rolling stone)
He wrote to me - said that he was HIV
Positive.
When I got the letter
Didn't feel I could ring his parents
(He might not have told them.)
Church friends ...
(Well, you don't talk about subjects like this)
... froth at the mouth;
Like red rag to a bull.
She said: You had to hold it close to yourself?
He said: Yes.
I visited him- in Washington.
Said, he'd meet me at the airport.
He wasn't there. I rang him
Sounded like death scarcely warmed up.
Next day. Better. Far from well.
We~k. Feeling very tired
But still bright and
Positive.
No indication of brain tumour.
He came to see me off.
Didtt' t expect it to happen quite as quickly
He died.
In a great deal of pain
If I had known I would have gone back
Not being there I found it harder to deal with
Dragged myself round for weeks
Might have done something drastic
If I hadn't been too sqeamish
Didp' t want to carry on
Living.
She said: The bottom had dropped out of your world?
He said: Absolutely. Just didn't want to go on.
Life had lost all its purpose.
And meaning.
And anything else.
Gradually picked up
Still times when it would all wash over me
I got in quite a mess. Deprived. Bereft.
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Probably stupid to feel this way
But anyway ...
She said: Oh, I don't think so, at all.
He said: The quilt was showing in the Cathedral
Went down there to have a look
Really hadn't thought of a panel
I'm okay for a bit of hand stitching
But conceiving something- putting it all together
Tha.t was beyond me.
She said: [Nothing]
He said: The co-ordinator happened to be there
Said we got to do something
I told him a few things which could go on a panel.
Dragged on - and on - then all of a sudden
Candlelight Memorial was coming up
Everything happened with a bit of a rush
We finalised the details
He did all the work
(Bless his heart!)
There was an opportunity to present the panel
The whole thing's a marvellous idea
(Marvellous in one sense, tragic in another)
Non-threatening. Terrific.
The people involved felt the
Benefits of making a quilt.
Just like I did
She said: I was going to ask how you felt
About parting with it.
He said: Didn't know what to say at the ceremony
Came across 'The Gay Men's Chorus of Washington'
On a CD. They sang this song
Written for Gay Pride week in New York, 1992
I went up the front.
It was going to sound rather mawkish
Oh, well, too bad!
I said I would read a few lines
'for my benefit if not for yours'
A few lines of this song ...

The world shines much brighter
And the winter seems lighter
For your love shining through the darkness
Love will abide where'er you dwell
So with one last kiss and just one last blessing
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Farewell, my love, farewell.
He. said: So that's a bit over the top- isn't it?
She said: I guess, I'm sentimental at heart, too.
He\ said: Managed to just get through it.
Went out to the Bridge of Remembrance
On the banks of the river
Lit candles over there
Fel\ I had said goodbye then.

farewell, my love, farewell.

James: When the time is right
James' quilt panel remembers a longtime family friend whom he had known
really well and for whom he had a great deal of respect and admiration. His
friend had also taken a great interest in James' children over the years and was
almost like a second father to them. Despite the strength of their friendship
James did not know of his bachelor friend's homosexuality. When he revealed
his HN positive status, there began a huge learning curve about a whole range
of things" (12:12) for James. Until his friend became noticeably ill James was the
only person to know - apart from the doctor - and he was keenly aware of the
responsibility with which he had been charged. Along with his new-found
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knowledge of HIV and the gay community there grew a mounting sense of anger
at the injustices which had been and continued to be perpetrated against his
friend until he died - and even afterwards. James's quilt panel is a personal
response to these injustices. It is also a memorial to his engineer friend whom he
described as a highly intelligent fellow" (12:56) who liked to be in control of all
11

aspects of his life.
'James' poem' b,egins in a lighthearted vein. But what emerges as James and his
friend head for their dinner date is a profound blow. From that point on, the
poem brings elements of control and justice into a sharper focus and places them
in the context of James' discovery of his friend's covert life. The value of the quilt
as a medium for reflection on these issues and as a dignified means through
which James was able to modulate his anger, underlies the latter part of the
poem. The denoument returns to what was most important to James - the
qualities of their friendship.
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When the Time is Right
Good mates, going for dinner.
We parked the car.
Impulsive, I said, I'm not going
To dinner not knowing
What this big news is you've got to tell me.
You've got an overseas job again?
And he just bluntly told me
He was positive - HN
I remember: sitting in the car, absolutely stunned.
A whole side to him I didn't understand
That was one of the shocks
That's when he came across with the line
'It's all under control,
All organised,
When the time is right I know what I'll do'.
Didn't tell his own family
Nobody else
Apart from his doctor.
Inference was - infected in Philadelphia
Never strictly verbalised it
There was innuendo in what he said ;
That a person of his integrity
Should ever have got caught ...
Super controlled attitude
That was his nature
Very much in control
Of his own life and destiny.
Wanted to keep this under control as well
Saying: When its near the time
I will do something.
Take my own life
Struck me particularly
During those last few weeks
He was desperate to save his own life
Everything calculated
Just to take that extra day
That extra time
His family were of the understanding
That he had cancer
Wmcn was not-e-ntirely-wrung
Brother got to know
A week or three before he died
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AIDS. Couldn't handle it
Couldn't come to terms with it
Didn't come to the funeral
Believed it was going to be
Flambouyant gay community
Just couldn't handle THAT.
Dying of AIDS identified him as gay
But he wasn't part of that
Didn't identify with the gay community at all.
Compartmentalised his life,
Carefully.
Closeted- the Jeckyll and Hyde thingHe certainly never came out.
I feel so strongly about what happened
AIDS, AIDS support, AIDS prevention
Society's attitude to fringe groups
Nobody admitted why he died
The family denied it.
Innuendos and questions; the funeral fiasco;
I was still very angry
I had a look at the quilts.
Fascinated.
Decided I would definitely do one.
A very personal move
To remember a really good mate
But I had no skills
That's where the coordinator came into it
Explained the whole process.
The quilt reflects aspects of his life
His interest in shape and form
It was good to do that;
A very positive thing to do.
Carefully,
Meticulously planned
That's the way he would have liked it.
It came to presenting it

At the ceremony in the Cathedral
Emotionally I just couldn't do it
I may have become quite tearful
Not a bad thing- but I just wasn't able to
I gave the eulogy at his funeral
Without too much difficulty
But this was something
I just couldn't- emotionally- actually- handle.
It was partly the anger.
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It was not only that the family excluded ...
It was their attitude in the end
That was the thing that got me really going
The pressure of society, what it does to people's lives
Someone has to make a statement
Somewhere
I feel very proud of having done that
The whole process of the quilt - its purpose
As far as I'm concerned- was to make a point
To do it in a dignified way.

The quilt now is much less significant
It was the whole process of going through it really
I lost a good friend, long time family friend
A man of enormous potential,
Passionate, wise, intelligent,
A good listener
The person I have shared most with
Good mates.

Alex: A heart the size of the world

At the time of our interview Alex was an invalid beneficiary who, despite a very
unusual testing history (see chapter six), believed he had been HIV positive for
eleven years. Just prior to the completion of this thesis Alex confirmed that he
was, in fact, HIV negative. Over the years he has been energetically involved in
the organisation of events around Candlelight Memorial and World AIDS day
commemorations; and in February 1998 he travelled to Auckland to take part in
the Hero parade. Alex has theatrical flair and enjoys performing in 'drag'. He has
always loved celebrating Christmas and for the past three years has established a
reputation for decorating his home with thousands of coloured lights, hundreds
of metres of tinsel, raindeer, teddy bears, Christmas trees and dozens of other
embellishments - both inside and out.

In December 1997 more than four

thousand people visited his home to view the Christmas extravaganza. In
succeeding years he has continued to open his home to the public at Christmas.
Alex has made two quilt panels. One remembers his first partner, with whom he
lived and

wor~ed

overseas. The other remembers a later New Zealand partner.

Each quilt is a celebration of the relationship that Alex had with the person
commemorated.
In both of these. poems Alex's sensitivity and the feelings of confusion, guilt, pain
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and helplessness associated with his partners' deaths, are juxtaposed with the joy
he experienced in each relationship. The opening line of the first poem sets a
normal everyday kind of scene. But jarring images of sickness, blame and fear
take over. In the central stanzas themes of secrecy, suicide and rejection dominate
the mood of

th~

poem. In the remainder of the poem Alex describes how he

coped with his feelings, and his grief by creating a memorial quilt panel.

A Heart the size of the world

We were working together living together
Something bothering him something wrong.
Sweating a lot at night; really sick the Doctor said
He had the virus.
Scary.
He was a sick puppy.
My reaction - out of ignorance
And self-preservation, to be honestHow could you do this to me?
Jeopardise my health?
He was scared to talk to me about it.
He was getting a lesion, by his ear, 'Kaposi' s,'
Hard to see but he knew it was there
He felt ugly
Very, very vain; a loving man, just magic,
Heart the size of the world;
But also very vain.
Kept it a secret, big secret, until we had to tell
His Mum and Dad.
He went home.
There, at his Mum's house committed suicide.
His mother rung, said: You killed my son.
That was a weird one.
Wasn't allowed to go to the funeral
So I just took off, came back from London
On Air New Zealand, crying all the way home.
Cried my way through Christmas
The first death I had dealt with
Mortality.
Found out about the quilts in Auckland
Knew I had to do one for him.
Yellow, his favourite colour; his tartan, and my tartan
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A huge padded heart.
Inside, a letter.
Asking for his forgivenness
I wasn't there when he needed me.
A poem he liked and a poem I liked
Either side of the heart,
Mum gave me an amethyst brooch, a scotch thistle,
To join the two tartans together
Everyone in my family did a stitch
Pinned a booklet with everyone's name on it
They've all signed it, neighbour did as well
I've got no tombstone to see
A poor passport photo of him and that's it
And what I have in my head and my heart
Created a tangible thing I can see, touch,
A celebration of my time with him
Wanted to keep it for ever and ever
It hung on my bedroom wall for a while
But I knew I had to give it up.
The quilt is made with love
And its a healing process
Said goodbye.
Let his spirit free.

Alex: Putting some bits together
At the beginning of this poem Alex's former naive understanding of HIV I AIDS
has been displaq~d by an acceptance that it is already a part of his life; and that this
second relationship is different from 'normal.' But, as before, the suddenness of
death jolts him. Alex again experiences feelings of dislocation as his life with this
partner disintegrates. In the latter part of the poem he reinvests his energy in
recollecting images of his partner and memorialising them on a quilt panel. In a
telling sequence in the final stanzas Alex expresses some lingering fears about
sharing his precious panel with others who might not be sympathetic to its
mesage. This p~rt of the poem is, perhaps, a small motif for Alex's larger
HIV I AIDS life

e~perience.

Putting some bits together
Knew from the start, we were both positive,
But all of a sudden he got really sick
Spread to his brain; and skin lesions;
We kept our humour together
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But it was quick, really quick.
I remember coming home from work
He was sick, really sick
Two days later in hospital
A drain in his head.
Dying.
I rung Mum: told her he had died.
Just didn't register with her- or Dad
I was here they were down there
Distant.
They sent a card.
Do I want a card?
I want a hug.
Had the h u i at our house
Day after, his family started packing his things
Left me hurt and angry
With a doona cover and a photo.
He was cremated, his ashes scattered.
I first saw the quilts at a candlelight service in Auckland
It's not a silly idea to put some bits of material together
But I made a lot of excuses before I got the guts to do it
To acknowledge fear; that I might cry;
It brings back the pain.
A friend helped me.
Trying to project his personality was hardest
He was glitter: and he was sombre,
A drag queen - loved getting into a frock
Near the end of his life he got back into his Maori culture
So I wanted to portray the Maori side as well;
There's a verse that he wrote, and the Lord's Prayer,
And a couple of doves holding his name.
You put a lot of yourself into a quilt
Making yourself vulnerable
I didn't want to give it upIt wasn't giving him away, so much,
Nobody can take what I have in my heart But having to share him with a complete stranger
Who may not be supportive
I had visions of something happening to the quilt
I was wanting to protect him in his death even
A quilt is very special.
But it also has to be shared
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It's really important to have them and to see them,
To remember.

Mavis: Oh, what a tangled web we weave
Mavis has been involved in Healthcare Education for many years and enjoys all
aspects of theatre and the arts. She is both a passionate and compassionate
woman with a strong sense of social justice and regional pride. She has a
wonderful timbre to her voice and an audacious sense of humour. During our
interview she affectionately mocked aspects of the gay culture but
simultaneously, and vigorously, defended its rights. She moved easily from
serious reflective episodes to light hearted moments, and peppered our interview
with bursts of raucous laughter. Mavis' quilt panel remembers the man whom
she loved deeply but covertly.
'Mavis' poem' is a testament to the vibrancy of her feelings and the complexity of
her pain during this deeply emotional period of her life. The poem's pivotal
images encapsulate great poignancy and strength - crying alone and laughing
together. Mavi~' polite, satirical answer to an enquiry about her well-being is
contrasted with what she would really like to have said in the circumstances.
This poem hold,s tender pathos and robust anger in great tension.

Oh, what a tangled web we weave
He tried to tell me
when he first came back
from the States
Opened his mouth and took a breath
and closed it again.
I said, Did you want to talk- tell me something?
No?
Fine.
I u11derstood why he couldn't.
His background, breeding; Guilt.
Confusion
about his feelings
forme
Al1 that stuff.
My love.
He was ill, dying.
He would go off to bed:
I would sit there and weep.
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Uncontrollably.
Every night.
And I'm not a crier.
Not only could I not talk about it
I could not help
Be<;:ause he wasn't talking.
Had to pretend
he wasn't ill- but he was.
HIV.
People didn't know.
Then: the phone rang!
"I've just heard that he's got AIDS.
Ar~ you all right?"
I said "Perfectly. Thank you very much."
I wanted to scream down the phone,
W anna know if I've got AIDS?
No. I haven't got AIDS.
Bu~ I am not all right.
I am dying inside.
Losing the person that I love.
Fin~lly we discussed AIDS.
I just said: I wish you had told me.
He said: I didn't know what to say.
Terrified that I would reject him
I was not given the chance to say
I don't care that you have AIDSI will be there with you
until you
die.
He fhose that way because he felt guilty
Too sick then
anyway
No point in recriminations.

Off we'd go, walking down the hospital corridors
Listing to the right (which always made me laugh)
I'd say: You're listing, for God's sake stand up!
So funny, hilarious.
We laughed; still.
That was all we could do
Laugh.
At the end it happened very quickly
He ,died in hospital
'Ca,ncer of the brain.'
Everybody knew he had AIDS
AIDS for God's sake.
Noqody could outwardly acknowledge it
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That was a tragedy
To me it was no big dealNo cavse for guilt or recriminations.
I gqt together with some people
(I'd learnt that there were three)
Ancl I said: We've got to do a quilt
I'm standing up for these people
Soll'\ebody' s got to acknowledge them.
Haq to have the albatross on it
A soaring, white, symbol;
Giant, beautiful, bird;
Tak~s off to places unknown,
Comes back.
Gold lame moonlight (a bit camp!)
And starlight
coming down
on the hills
Vib,rant, primary colours for celebration.
As far as I'm concerned it's a total awareness tool
A very pragmatic approach to making a quilt
Although ...
I mvst admit,
It

was

all part of the process
of love.

Hugh: A common bond

Hugh is a former teacher who has worked in Healthcare and AIDS education for
many years. He was part of the original team of volunteer helpers - all gay men who offered support to those living with and affected by HIV I AIDS, based on the
Shanti model in San Francsico. He has a calm, matter-of-fact approach and he
brings great sensitivity, a vast background of experience, drive and dedication to
his work. The quilt panel to which he contributed remembers a man whom he
met in his capacity as a volunteer worker. What started out as a volunteer job
gradually moved from professional detachment to a much more personal
relationship based on admiration and respect. Hugh says a common bond was
their passionate commitment to HIV I AIDS education and they often combined
efforts to reach target groups in schools. Hugh worked in a group with several
other people to create a quilt panel which is not only a lasting memorial but also
continues the educational work which was the driving force in his friend's final
years of life.
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'Hugh' s poem' presents a characterisation of two men from very different
backgrounds. The casual tone, conveyed by the metaphor of 'dropping in'
describes their early relationship and how their lives initially converged. As the
poem develops Hugh' s descriptions lend a greater intensity and charm to the
other man's personality. The roles of carer and recipient undergo some
permutations. It becomes clear that there was mutual value in this relationship;
and they were able to forge stronger relationships between the communities
within which they lived and worked. In the denouement Hugh mourns for a
friend not

simp~y

a client.
A common bond

It was a gay community response to AIDS really

(Area Health Boards just weren't interested)
I was asked to drop in and visit
Just part of the job as a volunteer
Might pick him up take him to a school
T~is sort of stuff.
He was quite an astonishing character
Open about his past
A user of intravenous drugs
In those early days he wasn't aware
~hat he was HIV positive
But he wasn't all that well- tested negative
Lots of false positives and negatives in the early days
Then because of his illness he became sure he was
Positive.
Very keen to educate people about this virus
One of the few prepared to stand up and tell his story
He was an educator : I was an educator
Both had that sort of passion really
At times he and I were quite close
I used to get him into our school to talk to classes
Made quite an impact there.
He was the face of AIDS
Made it real for a lot of people really
One of the architects of the needle exchange
Who used to travel the country, spend their own money
They weren't getting support; struggled but effective
The IV league - wonderful name The health system looked upon this
As a sexually transmitted disease
Didn't take into account the intravenous drug users
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Now its all seen as the community response to HIV.
There was a strong personal impact when he finally died
He'd become more than
Jvst another druggie who had died of AIDS
Jie was a friend,
A significant person
In terms of education and change
I ended up doing his funeral - a good farewell.
His coffin - a timber box
Ill-ade by his massage therapist
draped with a rainbow flag
Astonishing music
Queen playing 'Who wants to live forever?'
All things he wanted.
People who had been heavily involved with his last days
Knew they wanted to make a quilt
But it was several months before we got into it really
We would get together, social events,
Talk, wine, coffee, 'bickies'
Design and decision meetings ...
Should we have this? Should we have that?
Had to be a syringe,
To acknowledge his involvement in the needle exchange;
He was always so smartly dressed
Lots of different bow ties and matching hankies
So they were there- and a matching watch,
His photo, his name,
And yellow roses - he loved yellow roses;
The whole background was denim from his bedcover
Made of patches from different pairs of jeans and things
It actually came from him that his bedcover
Would feature in some way on his quilt
B,ut we were determined to put in things significant for us too.
We presented it in the Cathedral
The whole group got up there, holding it
Spoke about it, showed it to the people
And then put it down
So yeah, you give it away, you put it down with tears
Too right there's tears
I found myself standing at the quilts that day
Very tearful
Letting go a wee bit
Saying goodbye
They've all got a story to tell
The perfect way to remember.
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Emily: A lot of attitude

Emily was about fourteen years older than her brother and says that as they were
growing up she was often more of a parent to him than a sister. Emily lived in
rural surroundings near her mother, Sara, whom she supported emotionally
through the family HIV I AIDS trauma. Emily also took a great deal of the
responsibility for her brother's care- especially at crisis times - during his illness.
Formerly a registered nurse, her efficiency, skills and knowledge of the hospital
system were valuable assets at a time when HIV I AIDS was not well understood
and greatly feared by hospital staff and others. Emily' s brother lived for fourteen
years after the death of his former partner and his own HIV diagnosis. Emily
believes that his positive attitude contributed to the extra years he lived. Her
memorial quilt panel was presented, along with her mother's panel, at a
ceremony in the city cathedral following the annual Candlelight ceremony in
May 1997.
'Emily' s poem' traces the transition from a somewhat naive confidence that her
brother would not die to the heartache of watching him suffer terribly before his
death. Her own selflessness and commitment to her brother's care and her
compassion for all those who suffer from the affects of HIV is revealed. Emily' s
love of laughter and the sense of humour which has helped to sustain her
through the pain of losing her much loved brother also informs the mood of the
poem.
A lot of attitude

His results were back
positive
but we didn't think he was going to die
There would be a cure come
We laughed about it
A lot of attitude
He kept well so long.
But the last two years things were going wrong
You could see what was happening
he got very frightened,
didn't want people to know
because a lot of people say
that's what you get if you're gay.
Stigma attached so he kept it pretty quiet
Liked people to think he had cancer.
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The last six months dementia set in
he was like a child,
couldn't make a decision for himself
didn't even know what was going on.
Some doctor once told Mum
AIDS was a painless death
but he was screaming in pain,
haemorrhages, convulsions,
vomiting and kidney failure
and - cancer - yeah.
We were so concerned about his care
Sat for hours in the hospital
Massaging his feet with peppermint lotion.
He didn't die nice and quietly and quickly.
The day before they couldn't get him to take his pills
I said, maybe he'll take them for me
We were very close.
I'm sure I saw his mouth go tighter
and he laughed,
never opened his eyes
just so tired he couldn't
so close to dying
They got the pills in.
But his laugh
to laugh like that
before he died.
Didn't even think of a quilt
before he died
Never talked about it
until the support meetings.
I just thought there's no headstone or grave
and for educational purposes it's marvellous
Kinda makes it like he didn't die for nothing.
A quilt would bring that home, wouldn't it?
I thought and thought
couldn't imagine what I was going to do.
Suddenly it came
The candle
He really, really loved candles
So there's his candle
it won't ever go out.
And the heart
for all the hearts that get broken
for people that learn they've got AIDS
for all affected people

125

for the families, the partners,
for everyone, yeah
Never whole again.
At the candlelight ceremony it got blessed
my daughter and I carried it up there
together
I don't mind parting with it.
Just like him to be floating off
and sort of lying around all over the place
So glad we made it,
like, I felt really peaceful.
I honestly love it,
just like we loved him.

Sara: For the boys who have died
At the time of our interview Sara lived in retirement with her partner in a rural,
coastal area on the outskirts of a city. She was the mother of an adult family. Her
married daughter Emily, and her family, lived nearby. Sara's quilt panel
remembers her youngest son, who died in 1996, aged 31 years. He had been
diagnosed as HIV positive fourteen years earlier. She spoke of him with great
affection and love; and was deeply distressed by the rift that had developed
between her son's new partner and their family. Despite her indifferent health
and breathing difficulties, Sara had a wonderful enthusiasm for life. She was a
diminutive but lively and cheerful woman with a mischievous sense of humour
- a real 'twinkle in her eye.' Her quilt panel was presented, along with her
daughter Emily' s panel, at a ceremony in the city cathedral following the annual
Candlelight ceremony in May 1997. Sara was diagnosed with cancer in January
1998 and died suddenly at the end of May that year.
'Sara' s poem' begins with a candid expression of her fear; and recalls some
negative family reactions to the diagnosis. It moves on to portray a happier
image of her love and devotion; and then shifts dramatically to a disturbing
image 'bf her dying son's physical pain. At this point the poem is charged with
emotional shockwaves which also highlight Sara's psychological pain. Negative
forces of prejudice from beyond her family add to the mood of despair. The focus
then shifts to Sfra's decision to make a quilt. The tone lightens a little as she
describes her quilt and the dedication ceremony. The "wrench" metaphor leaves
a final impression of great pain but it is ameliorated by a sense of pride that part
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of her son lives on, his memory enshrined in the quilt panel she created for him.
For the boys who have died
AIDS
It was petrifying
:f¥-s partner had AIDS
We suspected my son would have it, too.
lie told his sister first:
soon as he got his tests
AIDS
His own brother blamed him
Said it was his own fault
because he was gay
His own brother blamed him
He came out to our place every day, when he left work;
I could look after him, laugh with him, and giggle
He'd sleep on the sofa towards the end
I'd say: Stay,
I'll put a blanket on you
He'd say: No I've got to go
He had a pressing need to be in his own home
But he came out to our place every day.
My son was dying
taken into hospital, had dementia so badly
I could see him losing weight - told he had cancer
screaming in pain sometimes
gulped down morphine.
My son.
Dying
At the funeral they spoke as if he had no life before
he knew his present partner
As if he had every right to all my son's feelings ...
Everything.
His partner's family all sat in the front row,
in front of his casket
We were pushed off to one edge,
Angry.
Until my eldest son stood up
no-one spoke as if he had a life before.
I decided to do a quilt, a memorial for him
because there's nothing else.
(His ashes were put in the sea, because he loved it.)
Wondering what I could make that would remind me of him
He loved luxury things, so I bought satin,
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and Dupion silk the colour of the sea
to do a quilt, to be a memorial for him
On it I put "Love you, too" especially for my son
Any time we were in contact
when he rang me or if he came to visit
he'd say "Love you, Mum"
and I'd say, "Love you too," so that's for him specially.
The dedication was absolutely gorgeous
My quilt, dedicated to all the mothers who felt like I did
I really thought of the mothers while I was making it
and also the boys whose families rejected them
because they were gay
They had no-one when they were dying
I'd love my quilt to be for them too.
My son was very lucky - although he died he had a lot of people that loved him.
1,3ut we felt that he wasn't his own person in the last few months
And my quilt speaks for the people
who didn't really have a say for themselves;
it speaks for the boys who have died with AIDS.
The dedication was absolutely gorgeous.
The whole ceremony was very splendid
a beauty about it all that you don't really expect
All the candles; and the quilts laid out there
they felt alive
I could feel things coming off those quilts
I started to laugh - I could feel real gaiety I thought this boy's had a real sense of humour.
You know; the whole ceremony was very splendid
But one of the most lovely things ...
I turned around and there was
one of the nurses who had nursed my son
been really wonderful to him.
I was so pleased.
That was one of the most lovely things.
I was proud of my quilt and a bit in love with it too
When it did go I felt a loss
just like he had died again
Really strange.
It was a wrench
Like part of him has been taken away
b11t it also means that part of him is living on
Yes, I was a bit in love with it!
And proud of my son.
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Conclusion
Each quiltmaker' s elegaic story-poem is an intensely personal account of what it
means to grieve for a friend or family member who has died from an AIDS
related illness. The poems offer 'rich description' (Schwandt, 1994), and deep and
sometimes complex, understanding of the individual social worlds of each
participant. They are also poems of characterisation where the audience (reader,
listener) is invited to come alongside the grieving person and to empathize with
him or her; to hear, see and feel the emotional intensity of the participant's
experience. These poems celebrate individual differences and preserve the heart
of each person's inimitable situation in a social world where personal identity so
often comes under threat of assassination. As each person's story unfolds in the
course of the poem, an elegy is developed in which the participants offer
descriptive and analytical reflection on their progression through the vicissitudes
of bereavement, grief, loss, planning, construction and presentation of a
memorial quilt panel for the New Zealand Quilt Project. In this chapter, the
garnering of individual elegaic story-poems braced by their own unique, lively,
expressive langlfage, gives strength and vigour to the collective story of creative
mourning which undergirds this thesis.
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Chapter six

THE LOSS EXPERIENCE
The su~stal).ce of grief is not imaginary. It's as real as rope or the absence of
air, and like both those things it can kill.
(Kingsolver, 1999, p.381)

Overview of chapter
This chapter begins with an outline of what the participants knew about
HIV I AIDS before it touched their lives. The circumstances around the disclosure
that a friend or family member had contracted the virus are then explored.
Following this, the journey through HIV I AIDS related loss is traced from the
earliest fearful premonitions expressed by some people in the study, through the
complexities of HIV testing and the challenge of living with the virus, to the
devastating certainty for all participants that an HIV I AIDS death had changed the
course of their lives forever. Various grief responses and recollections of the
funeral experience are discussed; and then, some thoughts on the relevance of
religion, spirituality, and the afterlife at this time of crisis, bring this section to a
close. The primary focus of this chapter is to illuminate the loss experience of
these participants and to make a contribution to our understanding of the
problems and prpcesses of HIV I AIDS bereavement.
Prior understan~ing of the Virus
Each person in this study had some prior knowledge of the term AIDS' before it
touched their lives. A few participants seemed to have a vague and developing
awareness that in some countries AIDS had the potential to escalate into a major
1

medical and social crisis. But no one in this study foresaw these implications for
them personally. However, when HIV I AIDS was precipitated directly into their
lives and participants were faced immediately with the harsh reality of its
presence, AIDS could no longer remain out there' in a largely unknowable
1

dimension.
The insularity myth. Katrina described her earliest, naive sense of removal from
the whole idea that AIDS could ever reach New Zealand. In 1985, before her
son's diagnosis, $he thought that
New Zeala11d and Australia were at the bottom of the map ... there's no
I
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way it was going to reach here. We're too small a population ... We're
down here. It's not supposed to happen to New Zealand people ...
we're just this tiny, wee country ... No New Zealanders are going to get
it in a hurry ... It wasn't comprehensible. (10:5-12)
Other participants held similar ideas around that time; and, even if it did reach
New Zealand there was no expectation of HIV I AIDS ever affecting them. As Bev
put it, she simply didn't think the virus "was going to hit home." (3:21). Nine
years later in 1994, when Robyn learned of her son's diagnosis she recalled that
she, too, had previously felt insulated from the effects of the virus.
I'd read about it, and heard about it, but I hadn't...taken the time to get
any education on it or anything in that way, because to me it was
always something that happened to somebody else and other people.
And I hadn't -didn't know anybody who had been HIV positive ... I
guess I was like a lot of people .. .it was just what was in the media and
that was it ... very little. [I knew] only that it was fatal. I knew very
little ... very little at all. (5:7-11)
Meagre information. The early years of the HIV I AIDS epidemic in New Zealand
were marked by a paucity of information. Few articles or news items were
published in this country. "More extensive coverage began around 1987 at the
height of public concern about the spread of AIDS into the heterosexual
population" (Davis, 1996, p.4). Thus, for many of the participants in this study
there was little opportunity - even if they had wished - to be well informed prior
to the disclosures which significantly changed their lives. Those who were
members of the gay community were sometimes able to talk with others in their
networks who had travelled abroad, and some had access to overseas literature;
but, even then, the information was scanty and often cloaked in emotive
language. Initially, the individuals in this study did not perceive AIDS as a threat
to their lives or to their family or friends.
Alarming media reports. For half of the participants their prior understanding of
HIV I AIDS was partial and often inaccurate, based on reports that had filtered
through the media from time to time. Katrina contrasts her initial perceptions
with her more accurate, although much later, understanding of the AIDS
syndrome.
We had no knowledge of it really, first hand or from doctors or
anything like that. We didn't think it referred to us .. .I must admit I
didn't know - I thought you just died of AIDS - that was it. I didn't
know anything about the different bugs or illnesses that's related to
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AIDS. AIDS is only just a name. It's all - everything else that goes with
it- that's what you die of. You don't really die of AIDS. (10:5-9)
For these participants AIDS was, at first, a distant, although somewhat alarming,
concept. For those who were confronted with the disease in the earlier stages of
its emergence in New Zealand, from about 1984 until around 1988, 'HIV' was not
yet part of their understanding. Margaret explains that "AIDS was the only term
that you heard then. There was no HIV in the media at all" (1:16). Emily also
learned gradually ''as everyone else was learning ... just bits and pieces ... But it
wasn't really fully ... what you did hear wasn't education. It was petrifying. It
didn't happen ill- New Zealand anyway so no-one really worried" (16:8-17). The
malevolence of tpe virus was exploited but its potential to penetrate the borders
of of 'clean, green New Zealand' was played down.
Formal health aud education programmes. For some participants, who worked
in health or ed11cation, their understanding of HIV and AIDS came initially
through their work and/ or prior involvement in special HIV I AIDS
programmes. Mavis, whose first personal contact with the virus occurred about
1987, said
I had known about AIDS and HIV right from the beginning when it
came into New Zealand. As soon as the publicity started I knew about
it because I Wfl-S working in that area... I was in and out of Health Care
[offices] so I knew about it and I'd actually read a lot about it. So I was
really au fait with it. (14:4)
However, in the absence of local information, Mavis admits that she found word
of mouth a useful learning medium. "I'd had lots of conversations with the
more informed of my gay friends" (14:22).
Mary also knew "a fair bit about it" (2:4) from 1988 until her son was diagnosed
nearly two years later. AIDS information had been part of a teaching programme,
led by a visiting American health professional, in the health care unit where she
worked.
Gay networks and literature. Hugh, an AIDS social worker, was aware of the
virus very earlx in its evolution into public consciousness, when it was still
known as Gay Related Immune Deficiency (GRID). Around 1983 he recalls
reading
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about a strange virus that was affecting gay men in San Francisco and
New York. I've still got that - this little cutting that's about sort of 6
inches long and just one column wide - and it was just one of those
throw away stories [in] 'Out' magazine ... that took my eye. And I cut it
out and I've got it in a scrap book. I think in those days it came to be
(15:4 & 10)
known as

C4RID.

Welby, also, has clear and detailed recollections of his early understanding that a
new disease had struck the gay community. Even before it became known as
AIDS he had learned through his work in gay welfare that there was a disease in
San Franciso known as 'gay cancer', sometimes called cat cancer, where people
developed cancerous lesions. Welby said:
We knew [to] watch out for airline stewards- anyone who travelled to
the States ... they were seen in the commmunity as 'be careful' because
they were travelling over to the States and then coming back. And we
already knew that it was very, very contagious ... It wasn't divided into
HIV or AIDS as such it was just gay cancer. So people weren't really
very cautious, but the caution was you didn't fuck Yanks ... or you were
a bit careful about it. We didn't know that it was carried in blood ...but
we knew that it seemed to be ... guys who did a lot of drugs and screwed
around a lot tended to get the gay cancer. And all the guys who'd been
up in The Pines, in the States, who'd holidayed in The Pines, they'd got
wiped out. So we knew that it was contagious and that it could have
quite a long incubation period. But then we also believed things that
weren't quite - weren't true about it, too. Like, that it was related
somehow to poppers - amyl nitrate - which it wasn't - but it was
indirectly possibly related in that you were not... using your judgement
as well ... And it was the idea that the trolley dollies went, and the
models, an~ the very striking gay men, they went down with it. And
they were misconceptions, you know. So that's when I first heard about
it. (4:6-8)
Tim, who reads widely and had gained much HIV I AIDS knowledge in this way,
was modest about his prior understanding of the virus. In particular he had
subscribed to 'Christopher Street' magazine for a number of years which often
included articles about HIV and AIDS. Some medical jargon and references were
obscure but he believed he knew as much as any informed lay person could
reasonably understand. His intellectual understanding bore little relationship to
his later emotional experience of becoming an HIV I AIDS affected person.
A miscreant's disease. Here in New Zealand, as in America, in the early days of
the pandemic, AIDS was generally perceived as "the misfortune of people who fit
classes of outcasts and social pariahs" (Shilts, 1987, p. xxi).
into rather distinct
I
Staunchly held yalues relating to our country's clean, pastoral image, far away
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from sprawling foreign cities and 'unhealthy' ghettoes supported the naivety of
many participants. Initially, at least, it seemed unlikely that our world of 'decent
people' could ev;er be contaminated by this dreadful disease. However, cherished
beliefs about niltion, family and even personal character were soon to be
challenged.
Breaking the ne.ws
Actually receiving the news that a friend or family member had contracted
HIV I AIDS was a shock for each of these participants, even for those who already
had some kind of inkling or intuition that all was not well. However, the degree
of shock vari~d tremendously depending on the relationship and the
circumstances of the disclosure. Notwithstandi ng individual variations,
disclosure sigf\alled the beginning of a lengthy mourning process. Shock
reactions accompanied strong and deep feelings of anticipated loss.
Face-to-face disclosure. Mary was aware of and comfortable with her son's gay
identity, but his recent admission that he felt unwell and his absence from a
family gathering hq_d alerted her to the fact that "something was wrong" (2:6).
Mai'-y1 s work in a terminal care unit where she had learned about HIV I AIDS also
made her more aware of the possibility of infection. When she finally confronted
him with the q-qestion, "Have you got HIV?" (2:6), he began to cry and at that
moment she knew that her "worst fears were revealed" (2:6).
Bev also knew t{lat her son was gay and that he had taken the test for HIV as part
of his preparation for an overseas trip; but when he came home one evening and
told her that he was HIV positive she was dismayed. "That took a lot of adjusting
to" (3:5).
A phone call from \tVarren's brother rang "warning bells" (1:6) for Margaret and
Warren. He was calling from the infectious diseases ward of a hospital in the city
where he lived, to tell them he was unwell. By the time they were able to make
travel arrangements to visit him a few days later they had prepared themselves,
at least in some small way for the patient's face-to-face disclosure. Margaret said,
"He had a pneumonia, which we later learned was PCP [Pneumocystis carinii
pneumonia], and informed us that he was HIV positive ... And I said, was that
related to AIDS? ... And he said, yes, it's stage one." (1:6-12). In retrospect they were
able to say that their brother had given them hints in his letters before he had
returned from overseas but they had not "picked up on them" (1:20).
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The first direct contact with HIV I AIDS for James occurred when a long time
family friend who was a closeted gay man, invited James to dinner and told him
that he was HIV positive. It was "A huge thing for him to tell me. But he must
have felt safe enough to talk to me about it. I was the one he chose" (12:217).
James obviously felt privileged to be his friend's first and special confidante but
he realised immediately that this entailed great responsibility. "We had some
very long discussions at that point" (12:217).
Health profes&ionals convey the news. For Robyn, unaware of her son's gay
identity, the revelation was completely unexpected and very distressing. The
triple disclosure was made by hospital staff in the intensive care unit where he
lay, already unconscious, and attached to a life support system. "I was told he was
gay, HIV positive and dying in one breath" (5:19).
Katrina, the mother of a six year old son with haemophilia, received a Friday
afternoon phone call from her son's haematologist who told her that her son had
AIDS. "It wasn't HIV positive then- he said, he's got AIDS'' (5:17). At first she did
not believe him. When she queried the diagnosis the haematologist expressed
regret, assured her that this was her son's test results, and that he did have AIDS.
The haematologist also told her that her son's "paediatrician's nurse will ring
you on Monday to make a time for you to come in and see us in the clinic" (5:17).
By way of contrast, the news of Gloria's infant daughter's seropositivity was
broken gently tq her by a doctor who "took my hands in his hands and faced me
and told me that she had HIV" (6:11).
In Alex' s case, his partner's doctor had asked to see them both together. He then
broke the news of Alex' s partner's infection.
Letter disclosure. Some of the participants first heard the news in a letter. Welby
had been in a n;wnogamous relationship for several years when his partner left
to go overseas. £ome time after his departure he sent a card saying he was HIV
positive. Later still, Welby received a letter from his ex-partner's mother, saying
that he had died.
Tim, too, received the news in a letter from his friend who was overseas; but,
unlike Welby, Tim did have the opportunity to visit his friend briefly, once
before he died. However, Tim' s background of other losses and the helpless
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feeling of havi:f\g to return to New Zealand did little to alleviate his sense of
anxiety for his dying friend.
Previous awareness of HIV status. In Alex' s second relationship the decision to
begin an intimate relationship with a partner who already acknowledged his HIV
positive status, was no less momentous but it was significanlty different in that it
allowed Alex a greater degree of choice about whether or not to become involved.
John and Hugh, too, had some choice in the matter. As members of support
teams in their respective cities each knew of the HIV infected person's status
before they entered into the carer's relationship.
Disclosure by default. Some disclosure came about by a kind of default where the
infected person was either unable or unwilling to initiate the process of
revelation. Mavis had a special and loving relationship with a bi-sexual man
whose HIV positive status she gradually discovered for herself. She was also
informed later by a mutual acquaintance that he had AIDS, but it was not
acknowledged between Mavis and her friend until the final days of his illness.
He had tried to tell me when he first came back from the
States ... months before. And I understood. I understood why he
couldn't tell me .. .it was all to do with his background; his breeding; his
guilt; his confusion about his feelings for me; all that stuff. However, I
found out. I had - I mean - I was living with him .. .I knew he was ill. I
knew he was dying. (14:160-162)
Rose, too, had to find out for herself. Completely unaware of what she was
walking into, she responded to a telephone call from a sick relative. His erratic
behaviour and inability to care for himself caused a great deal of concern before
she was able to get medical assistance for him. The G.P. "may have sowed the
seeds at that stage. I think we'd also begun to work it out. In fact, I know I
had ... " (8:21) Rose claimed. The specialist's diagnosis, soon after, was fully
developed AIDS.
Reasons for withholding disclosure. Concealing or withholding an HIV or AIDS
diagnosis from significant others can have negative effects on their well being;
but HIV positive individuals - and others who were privy to the information chose to conceal diagnoses in all sorts of ways and for all sorts of reasons. Some
HIV positive people chose not to divulge their HIV status so long as they were
well themselves. In some instances the infected person needed time to adjust to
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the diagnosis himself before telling others. This also applied to family members
whose task it was to inform others in the family. For some people there was an
element of shame attached to the HIV I AIDS diagnosis. Some were unsure of
how they would be received and were therefore unwilling to risk alienation from
those closest to them. Many were either unwilling or unable to cope with the
prejudice around HIV I AIDS issues or aspects of the gay person's life style. Some
participants found themselves wanting to protect others who were seen as
vulnerable in some way. Children, particularly younger siblings of the infected
person, and the elderly, especially grandparents, were among those who seemed
to engender this protective attitude from others who were aware of the family
secret.
~isclosing.

Five of the eighteen participants in this study
experienced considerable anxiety and stress because the HIV I AIDS diagnosis was
withheld from them. A range of feelings including anger, guilt, helplessness,
Effects of not

confusion, frustration and disappointment accompanied their eventual
recognition or discovery of their friend or family member's illness - and in
Robyn's case her son's death.
Robyn believes her son did not know how to tell her because he had not had
enough time to come to terms with the diagnosis himself. "He must have been
absolutely deva~tated and I wasn't able to help him" (5:238). Now she, in turn, is
struggling with similar feelings, "I've just been absolutely devastated by it all"
(5:236). She says that in the beginning she was "stuck." She could not get past the
disturbing images of seeing her son on the life support system. "It was awful.
That was the most nightmarish thing ... " (5:157-159). The raw terror and sharp
imprint of those early images had faded to some extent by the end of the first
year; but feelings of helplessness and confusion expanded as she attempted to
make sense ofwhat had happened.
Just the whole thing for me - the feeling of not being able to talk to
him and not being able to have said anything - not being able to have
told him that it's okay- that it's okay that you're gay- I want you to
live your life and be yourself- all those sorts of things. (5:236)
Robyn learned later that her son had told a friend on the day he was given his
diagnosis, and that friend had told the remaining close-knit group of friends,
none of whom knew how to tell her. Now, she admits that she, in turn, is unable
to tell other people what really happened. "I still don't feel that I can say anything
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more than he died of pneumonia" (5:55). She is afraid of being stigmatized by
"the general public out there" who "put everybody in little boxes - the guilty
and the not guilty" (5:59).
Rose is certain that her uncle, an older, closeted, gay man, did not suspect at any
stage that he had HIV or AIDS. She was with him in the consulting room when
the diagnosis was delivered; but by then the particular manifestation of the virus
which caused dementia was too far advanced for him to understand what was
happening. Rose had already coped with weeks of intense anxiety, considerable
embarrassment and some bizarre events resulting from his - at that stage
undiagnosed- AIDS dementia, which she called "a nightmare" (8:21).
The problems for Mavis were of an entirely different nature. Her partner was
acutely aware of what was happening to him but was heavily 'into denial.' She
had guessed thqt he had the virus but was not willing to broach the subject so
long as he would not. Acting out a charade was extremely stressful for Mavis
who spoke about how she
would cry, every night. And I don't- that's another thing- I'm not a
crier. And I would sit there and weep, uncontrollably, every night
because not only could I not talk about it but I could not help ... because
he wasn't talking about it. So I had to pretend that everything was all
right.. .. When we finally discussed AIDS I just said .. .I wished you had
told me. Tl'\at's all I said. (14:162 -170)
about his HIV status at least four years before he became ill.
When, eventually, he was admitted to hospital his diagnosis was confirmed and

Jo's husband

kn~w

revealed to Jo.
Although Sara and Emily were members of the same family - mother and sister
of the infected man - they did not have parallel disclosure experiences. Both
suspected that their son and brother may have contracted the virus from his
partner who had been previously diagnosed HIV positive, but only Emily
received confirmation from her brother that he was also HIV positive. Her
brother did not accept that he was going to die from the virus and certainly not
before his mother. Emily explained that his motivation for not disclosing to their
mother was based on his desire to protect her from pain and anxiety. However, as
his health began to deteriorate Sara' s anxiety increased. At that point Emily and
her brother dec;:ided to tell their mother that he was HIV positive.
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Initial response to disclosure. For a few participants the disclosure meant that
weeks of despair, anxiety or uncertainty were over. The revelation of the
HIV I AIDS diagnosis brought with it a certain amount of intellectual relief.
Naming the problem helped Rose, Mavis and Sara to better understand what was
happening to the ill person and to their own lives. But that reaction was usually
short-lived- a brief hiatus from the uncertainty that had preceded the disclosure.
For them, as for most others in this study, their early reaction to the disclosure
was reflected in increased levels of uncertainty, anxiety and despair as they
grappled with the enormity of what they had been told.
James was "absolutely stunned" (12:217), not knowing what to say or how to
react. Emily denied the death threat which accompanies an HIV diagnosis, and
fantasized about "a cure" (16:38) which would save her brother's life. When
Mary' s "worst fears" (2:6) were confirmed she imme.diately gave up her job to
arrange care anq support for her son. Alex admits that his first partner had been
"scared to talk" (13:29) to him about his HIV positive status because he had
correctly guessed that it would place a strain on the relationship and that Alex' s
reaction was likely to be an angry one. Welby wanted go overseas immediately to
visit his ex-partner. But his ex-partner asked him not to come; instead he
indicated that when he died his spirit would return to Welby. The rejection of
Welby' s offer caused him considerable emotional pain and triggered a
vulnerability in him, based on the expectation of his partner's spiritual return.
When Tim received the letter from his friend, his first thought was tinged with
anxiety about the length of time they had left so he made plans to go overseas
and visit him as soon as possible. Not knowing who else knew at this stage, he
felt obliged to keep the news to himself. Gloria' s first response was fear - the fear
that her daughter was going to die and die very soon (6:7). She had struggled so
hard to live in the first few months of her life that the HIV diagnosis when she
was nearly three years old seemed so unfair. That her little girl should survive
prematurity just to die of HIV I AIDS was devastating for Gloria. Her reaction was
to blame God - and her minister - for the injustice of it all.
I went to my minister and I actually growled at him. I was angry and
said - aske.d ... how God ... could be so cruel and do this to an innocent
child. It was all His fault, basically, and I wanted answers from him
and he was the most obvious choice - and he was actually
d umbfounqed .... (6:13)
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As Margaret and Warren left the hospital they picked up the few brochures and
pamphlets that were available, and sat up "until about four o'clock in the
morning" (1:20) trying to educate themselves "smartly" - and furtively - before
they went back ~o the hospital the next day.
Katrina was in a state of sh'?ck and couldn't face people. She and her husband
cried for most of the weekend, knowing they were going to lose their son but
uncertain of whether it would happen that night or tomorrrow or the next day.
They simply did not know what to expect.
I couldn't even speak to people on the phone. Even if family did ring
up I'd just say, "Look, I don't feel like talking to you right now. I'll
talk to you later." I wouldn't even give them a chance. It was just like
-hang up. I just couldn't deal with them. (10:35)
The responsibility of being first to know. Part of the responsibility of being the
first to receive a disclosure included relaying the news to other family members
and friends; and often the hearer /bearer of the bad news needed time to adjust to
the situation himself or herself.
Bev said she delayed telling her thirteen-year-ol d daughter because she believed
that her son's condition was not yet serious and she also felt that she needed time
to come to terms with it herself.
At first, Margaret and Warren did not tell their mother, with whom they were
staying, that her son was HIV positive. Their mother believed, not incorrectly,
that he had pneumonia. When she did eventually discover the precise diagnosis
she "had problems accepting. She really didn't want to know" (1:131). Conversely,
their father, who also had not been informed initially, did want to know. He was
puzzled by what was happening to his son and asked Margaret and Warren
outright if he had AIDS. They said that their father took the news "pretty well
really" (1:138), considering that his parochialism had prevented him from ever
accepting his son's gay identity. Until this happened, he had simply denied that
aspect of his son's life. "So he had the double dilemma of - my son is gay, my son
is dying; he has AIDS" (1:137).
Sara suspected that her son would have become infected after they learned that
his partner had HIV. " I mean, I hadn't even heard of partners where one had
AIDS and the other never got it" (16:751). Emily said that her brother confirmed
140

the HIV positive results of his test with her first and later she and her brother,
together, told Sara. They were a "very close family" (16:751) and Sara understood
why her son to\d his sister first. Emily' s moral support would have been very
comforting as they broke the devastating news to their mother whose own health
was not good.
Disclosure as a turning point. Disclosure of an HIV positive diagnosis was at once
a delicate and onerous task with enormous ramifications for both the infected
and the affected person. Issues around the decision to disclose, such as to whom
the disclosure was made, at what point in the illness disclosure was made, how it
was made and its effects on the various individuals; and instances of not
disclosing, had considerable bearing on how the bereaved individuals coped with
their grief experience. All of the people in this study came to a watershed in their
lives at the moment of disclosure. Whether told directly by the HIV infected
person, either face-to-face or by letter; or whether they heard the diagnosis from a
health professional; whether the news was revealed bluntly or with sensitivity,
suddenly or gradually; whether the participant or the infected person instigated
_discussion; or whether the 129-r_ticip~nt had t9 find out for herself, the disclosure
hosted decisions which disrupted the course of each person's life. New sets of
problems required time and energy, both physical and emotional, for each of the
participants. For most it ignited an urgent need to learn more about the virus and
how it would affect their friend or family member and themselves in the
immediate future. For some the acquisition of this knowledge was part of "a
huge learning curve" (12:12) that looked backwards as well as forwards and
included a new contemplation of the life style of the HIV positive person, and a
different awareness of the gay community.
The complexities of HIV testing
Prior to the disclosure of their condition most HIV infected people had been
medically tested to assess the level of antibodies in their blood. The HIV test is a
diagnostic indicator for antibodies to the virus. It does not establish whether or
when someone may develop AIDS. However, HIV is the virus which is the
underlying cause of AIDS and if HIV is detected it is likely that the person will
eventually develop AIDS over time. HIV testing had been fraught with complex
medical, confidentiality and .moral issues for the friends and family members of
many participan,ts in this study. In earlier days testing procedures were not always
reliable, and this left some people with uncertain and confused feelings about the
accuracy of the~r results. The fear of having to cope with discrimination and
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perhaps the lack of support when it was most needed were big incentives to hide
the HIV diagnosis until it developed to the much more recognisable stage of
AIDS. And the prolonged asymptomatic stage between HIV infection and
development of AIDS made it easier for some individuals to conceal their
diagnosis until an opportunistic infection forced them to make some
explanation. The potential for harm from those actually, or perceived to be,
unsympathetic to their plight was sufficiently great for some HIV infected people
to try to pass the virus off as something other than it really was. The
opportunistic diseases - the cancers, pneumonia, and brain tumours, - were
sometimes cited as the health problem but direct reference to the underlying
HIV virus, which led to the breakdown of the immune system, was avoided.
Creating a safe environment. Hugh referred to "battles with the Area Health
Board" (15:47), as it then was, over confidentiality and codes for HIV testing,
which occurred in his region in the early days of his work with the AIDS
Foundation. "We wanted to ensure there was a space for people who may have
put themselves 1;1t risk to receive support" (15:47). The Area Health Board wanted
to call the site the 'AIDS Clinic' but Hugh was aghast. He could not imagine
people feeling comfortable or even being willing to walk into a building which
was so blatantly identified. Eventually the issues were resolved. However, Hugh
said that "the average kiwi male" (15:217) who comes into the centre now for a
test is "dragged in" (15:217) by their potential or current partner. In Hugh's
opinion, most of these men "don't see themselves as being at risk" (15:217)
because they do not know anyone with the virus.
Pre-test anxiety. Although the circumstances differ for each person, nine
participants reported various levels of anxiety ranging from concerned awareness
to desperation about their friend or family member's health prior to testing. The
person for whom Hugh eventually became a carer was originally a volunteer
with the AIDS Foundation himself. He was very open about his past as a drug
user but he had no idea that he was HIV positive. Hugh said he was aware that
this man, "Wasn't all that well from time to time;" (15:91) but he had tested
negative two or three times. Hugh explained that there were lots of false
positives and false negatives in those early days; and he suspected that the testing
processes or the kits were not all that accurate. However, this man became certain
he was HIV positive because of his deteriorating health. When eventually he was
admitted to hosl{ital a positive test was clearly confirmed.
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Mavis had been upset and anxious for weeks about the state of her friend's health
but she did not actually hear the word 'AIDS' until he was already very ill in
hospital having treatment and tests, ostensibly for a cancerous growth on his
head.
For Sara and Emily, the first indication that their son and brother's life might be
in danger came when they learned that his partner had AIDS. They were anxious
then and suspected that their son and brother would also have been infected.
Later tests confirmed he was indeed, HIV positive.
Robyn's son was unwell and "he thought he had the 'flu" (5:15). Robyn explained
that "he had been to two doctors ... and they just said you've got a 'flu virus there's nothing we can give you - take some panadol for your temperature and go
home" (5:27). Later, when she became desperately worried by his collapsing
condition she took him again to the emergency admissions department at the
local hospital. This time he was admitted and later died. When his HIV I AIDS
condition was revealed to Robyn by the hospital staff she began asking herself
some questions about her son's previous diagnoses. She wrote to the medical
council and a formal inquiry was commenced. It transpired that her son had been
tested for HIV by one doctor without her son's knowledge. "[The doctor] had
known for seventeen days and hadn't told [her son] ... and all that time he could
have been having treatment" (5:133) said Robyn. When the AIDS defining
condition is Pneumocystis carinii pneumonia, as in this case, the chances of
survival are often greater if early medical treatment is provided. Robyn said that
if her son had received such treatment it is highly likely he would have survived
this first opportunistic infection and therefore have lived longer.
Mary said her son "had actually done tests in [another town], and because of the
insensitivity of the people involved ... never really found out what the results
were ... " (2:18). Later, when her son became ill Mary's fears prompted her to ask
him some questions. As a result she accompanied him to the local clinic for HIV
tests. There they had to sign documents in relation to the Privacy Act. At this
clinic, "People's rights were taken into consideration," (2:20) said Mary. Three
days later Mary's suspicions were confirmed when they received a fully
developed AIDS diagnosis.
Alex was aware that his partner was having night time sweats and he had
become ill at work. His condition prompted him to visit his doctor. Following
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this the doctor asked to see them both together to break the news that Alex' s
partner had the virus.
After a visit to a doctor, "who may have sowed the seeds ... " (8:21) Rose had begun
to work out for herself the possibility that her uncle may have contracted HIV.
Later, when she accompanied him to the specialist a fully developed AIDS
condition was diagnosed.
Routine testing. The hospital where Gloria's little premature daughter had been
born eventually carried out HIV tests. She had been tested quite frequently for
other conditions- particularly glandular fever- because she had a "slow growth

problem"(6:9). She had also received numerous blood transfusions across the
years. Just before her third birthday the specialist informed Gloria of the HIV
positive result.
Knowledge that HIV testing had been recommended was sometimes the first
indication that spmething out of the ordinary had intruded into the participant's
life. Two participants had sons who were involved in routine testing situations
where neither expected an HN positive diagnosis.
Katrina received a letter from the hospital where her young son's haemophiliac
condition was monitored. The letter indicated that there was no cause for alarm
but she was urged to have her son tested. Because she felt that AIDS was such a
remote possibility she ignored the letter. When a reminder arrived she began to
feel pressured. spe talked with other parents in their haemophilia support group
and discovered that some had taken their child for testing and felt great relief
when they discqvered that the test had proved negative. They also encouraged
her to have the test done. Katrina felt mounting pressure from both her support
group and the hospital - although she admits that their reminders were "not
pushy" (10:17). They simply suggested that it would be in her family's best
interests for her son to be tested. Finally Katrina decided to comply, so that she
could put an end to the reminders and the building pressure. She would then be
able to "go off on holiday and forget about it" (10:13). However, the results were
much slower coming back than she had been led to believe and Katrina began to
grow apprehensive. She tried to reassure herself that she was not really worried
but she could not mentally relax until she had some definite news. Katrina was
shattered when she finally received confirmation of her son's HIV positive test
result.
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Bev' s son told \1-er he had been for a test because he intended going overseas.
When his results arrived a week later, he disclosed his HIV positive diagnosis to
his shocked family.
No knowledge of testing history. Several other participants knew little or
nothing about their loved ones' testing history. John did not know his client in
his pre-HIV days. Margaret and Warren's brother had been diagnosed overseas
and although he had given hints in the letters he wrote to them they
they "hadn't picked up on them" (1:20). It was not until he
came home eighteen months later and was admitted to hospital with
Pneumocystis carinii pneumonia that they realised what he had been trying to
acknowledged

~hat

say.
James' and Tim's friends and Welby's partner had also been tested and diagnosed
overseas and it was only when they became ill that they informed the
participants of ~he HIV positive diagnosis. Jo knew nothing of her husband's
condition until he was admitted to hospital where they ran tests and confirmed
what he already knew - that he had the virus. She learned then that he had
tested HIV positive several years earlier.
Testing for participants and other family members. Initially the participants
talked about HlV testing in relation to the loss of their loved ones, but the topic
grew wider as some also voiced anxieties about their own or family connections
with the infected person. Five of the participants described the additional stresses
of deciding whether they or other family members should take an HIV test.
Those who perceived themselves -or other family members- to be at greater risk
took the test voluntarily or were most easily persuaded to do so.
During the course of her uncle's illness Rose was tested for HIV and she was
greatly relieved to find that she tested negative. Gloria, who breastfed her little
daughter and nurtured her with close and loving contact also tested negative to
the virus. Margaret was concerned about their elderly father's health. She
conveyed to the family GP her fears about the possibility that he may have
contracted the virus. Margaret said that the doctor did a routine test but the
results were negative and he never informed their father that he had done so.
Even though she had asked the doctor to do the test she was unhappy that he had
breached ethics by not gaining her father's informed consent beforehand. They
changed GPs soon after.
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Welby described graphically, the fear and angst around the decision to have a test.
"It's a terror that you live with as a gay man," (4:51) he explained .... "It's got this
huge incubation period and they don't always pick it up first time, and you live
with little gremlins on your shoulder" (4:51). And then having done the test
there is the waiting period. "That's a bitch - waiting - waiting - waiting for that
result" (4:51) he sighed despondently as he recollected the experience. He
reckoned it was "six, seven days of hell ... and you don't even tell your mates"
(4:51). Going back for the results was equally taxing. "You're watching them for
every sign ... .Is that the patronising smile that comes before the news?" (4:51).
And the relief when the news is good- clouded by the nurse who wants "to give
you a little talk about sex" (4:51). Welby was frustrated with the clinic staff who
assumed that ju$t because he went for a test he was ignorant about safe sex. It was
especially annoying because the very reason he sought testing was his awareness
of the sexual transmission of the virus. He was thinking about a new
relationship and both he and his new partner had agreed that HIV testing was a
sensible and responsible move before they made any sexual commitment to each
other.
When Alex returned to New Zealand, after his partner's suicide/ he decided to
take a test himself. Alex was not worried about sexual transmission. "I knew we
had safe sex" h~ declared (13:131). But in the back of his mind there loomed an
incident where he and his partner had got into a fight. His partner had punched a
window and cut himself. Alex cleaned up after him and believes that he may
have become infected then. This recollection prompted Alex to go to a doctor/ for
the test1 when he arrived back in New Zealand.
To this day I don't really remember his name. It was just somebody- I
went in off the street. And I just did it. Said I wanted it done. And I
had to go back and he told me 'Get out of my office- you've got AIDSgo away and die. (13:131)
1

1

Alex said he kept the news to himself for three weeks before he broke down in
tears when a workmate goaded him for not getting on with his work. He claimed
that from that point on "the healing started" (13:133). He joined a support group
and began living with HIV. Later Alex says he was told there had been a mistake
with his diagnosis and that he was not HIV positive after all. This created
enormous confusion for him which he described as "a huge mind-game"
(13:148). He said that he did not want to tell his HIV positive friends that he was
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no longer HIV positive himself because he felt that in some way he might be
letting them down. Alex was rather vague about his HIV testing history.
Nobody knows to this day what actually happened ....! class myself as I've been positive for so long - but for a while there I didn't know
where I was because I found out again that I was pos- I had another test
and it was positive. So I presume it was all positive and that [the
negative result] was a mistake. (13:146)
He summed it up by saying that it was "a weird time" (13:148) in his life. And
certainly, his narrative has some unusual aspects to it. The remarkable
transmission circumstances, the unidentified doctor who provided the initial
diagnosis and his purportedly callous and unprofessional conduct; the conflicting
results of tests reported to have taken place at different venues in the country;
and Alex' s self-classification and presumptions raise some interesting questions
about the validity of his diagnosis. When these details are linked with Alex' s
freedom from ~erious symptoms over, at least, the last four of his eleven year
HIV history, the possibility of "factitious AIDS" (Bor, Miller & Goldman; 1992,
p.98) may need to be considered. This is a relatively uncommon presentation
where a person experiences some benefit in being defined as ill, being clinically
investigated and treated. Bor, Miller and Goldman (1992, p.98) suggest that people
with 'factitious AIDS' may even feign symptoms in order to gain attention.
Whether or not !factitious AIDS' is an appropriate definition for Alex's condition
it is apparent that he actively seeks publicity to promote the HIV persona he has
established for himself in his local community (13:144).
whole idea of HIV testing for herself because she could see no
valid reason for it. After her husband's HIV positive status became public, J o
resisted her friend's efforts to persuade her to go for a test. She said, "If I've got it,

Jo withstood

th~

I've got it, there's nothing you can do about it" (7:46). However, her friend
persisted so Jo finally agreed. The first test returned negative and three or four
months later a second test also proved negative.
Sometimes, in the early stages of the disease, the high levels of anxiety
experienced by the participant were incongruent with the apparently good
physical condition of the affected person. Discussion of the erratic progression of
the HIV virus spawned some histrionics and a somewhat coarse comparison
from John. He had observed that some people with AIDS can spend quite long
periods of being reasonably healthy.
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It's been a standing joke amongst my friends that there's this ... person
... who officially has AIDS but looks as healthy as a horse and who's
built like a brick shit house. And we've taken bets that well, if you
stood him next to me and said, "pick which one of those people has
got AIDS," we all know which one they would be picking. It would be
me becaus~ I'm skinny. (9:19)
Worries around HIV testing- for their loved friends or family members and in
some cases fo:(' themselves - have had an additional stressful impact on the
participants in this study. The suspense involved in going for a test and waiting
for results; or the shock of hearing an unsolicited diagnosis has contributed to
elevated anxiety levels. An HIV -positive test result was generally accepted as
irrefutable evidence of infection. Following this, all participants have had to
make major psychological adjustments; and most have had to adapt emotionally
and socially to life as an HIV affected person. More nervous tension ensued,
waiting and watching for symptoms that signified the virus was progressing.
Progression of the disease
This section pr~sents a series of edited accounts in which participants explain
their experience of the progression of the disease. It outlines some of the
symptoms and associated trauma and anxieties that the participants faced as they
lived through days, weeks, months and years in the spectral presence of the
virus. Scenes of prolonged weakness, wasting, pain and dementia are introduced
as the participa,nts describe, graphically, their observations of the course of the
illness.
Caught in the undercurrent. Margaret and Warren's brother lived for three years
after his HIV diagnosis. For the final nine months he lived with fully developed
AIDS. Warren understood that "The average [life expectancy] was eight months
at that stage" (1:52). When he first became ill he stayed with Margaret and
Warren for a few days. When he didn't get any better he went to his doctor and
was admitted to the local hospital. But it wasn't until he was later admitted to the
infectious diseases ward of the major hospital in their area, with Pneumocystis
carinii pneumonia that Margaret and Warren learned he was HIV positive. He
recovered from this and was able to go back to work for a brief period. But his
bouts of diarrhoea caused him to lose weight steadily and he developed other
complications including Kaposis sarcoma a form of disfiguring, cancerous skin
lesions. In between times he stayed with Margaret and Warren. Margaret
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described his decline in terms of an exhausted swimmer who was close to
drowning. "He kept popping back up again," (1:129) she said. But the
"undercurrent" (1:129) was there and with a weakening immune system pulling
him down, they knew he needed their support to keep going. Warren described
his brother as a "pretty learned sort of guy" (1:152) who was knowledgable about
his own condition and who took personal responsibility for his own health
regimes, including diet and drugs. However, in the last four months Warren
noticed a big shift in his brother's attitude. He seemed to give up concerns for
maintaining optimum health and abandoned his careful approach to living. It
was as if he had said, " 'To hell with it all. I'll enjoy mysel£',"(1:154) Warren
reflected. But ironically, by the time he had made this decision, he was less and
less able to enjoy life. He had even lost his appetite for special food treats.
Margaret said that during his illness her brother-in-law was determined to keep
in touch with his gay friends in the city, links which Margaret and Warren
usually encouraged. But, on one occasion, when they saw how ill he was as he
made plans for a visit, they began to have misgivings. At first they remonstrated
with him but then relented, unsure of how far their sense of responsibility for his
safety should intrude into his life. Margaret' s unspoken thoughts leaned towards
supporting his desire to make the journey, "This is my brother. Who am I to say
no. He needs me now" (1:129). So, despite fears that they might not see him again
they farewelled him at the airport. The journey was successful and he returned
safely.
On the night their brother died Warren and Margaret were with him. He had
been very agitated about four hours earlier, wanting to get in and out of bed,
asking to go to the bathroom and requesting cups of tea. But after Warren and
Margaret and Grandad had arrived, and prayers were said he became much
calmer, gradually sinking into a coma. Warren recalled how a cyclone had raged
through the area preventing other family members from joining them, and
Grandad had gone home to be with their children. Margaret had sat with her arm
around her brother-in-law stroking his head until the nurses, knowing that the
end was near, came to wash and change him. Margaret said she was not actually
touching him when he died but contrary to stories she had heard about the 'death
rattle,' he had been breathing very quietly and slowly then finally gave a little
sigh and

passe~

away. "He looked absolutely peaceful" (1:310) she said. They

stayed with him for about half an hour before leaving to make phone calls to the
stranded relatives. After the tension of sitting around, Warren had a driving
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need to get busy. He regarded the havoc that the storm had created as a bonus to
help him through the waiting time before the funeral. He had to clear and repair
the driveway to their property in preparation for when relatives and friends
would arrive. "It was good because it just gave me something to do" (1:319). For
Warren, who had not had much experience of death on his side of the family, it
seemed that this practical task helped him to cope with his bewildered feelings
following his brother's death. Margaret, for whom family bereavement had been
"an ongoing thing" (1:310) seemed to be better prepared, although she had never
actually been with anyone at the moment of death. Caring for her brother-in-law
throughout his illness and death had bonded them in a significant and solemn
way.
Wastjng away to ~kin and bone. Katrina' s son was diagnosed with HIV in
late1985 when he was six years old. He died in 1995 aged fifteen. Katrina believes
that her son probably had AIDS long before the official diagnosis was made in
1990. She said he had been ill for some time "on and off [with] major infections"
(10:41). Each time she faced the dilemma of deciding whether he had normal
childhood 'flu' ailments for a child with haemophilia, or if something more
sinister was happening. Some opportunistic infections had dramatic
consequences. Katrina's son had been off school and at home for two weeks with
a bout of diaorrhea and vomiting when suddenly his temperature "just went
raging" (10:41). She had been aware that he was not eating as well as usual but
had no idea how quickly and severely it had affected him. Katrina describes her
shock and despair when she had to help him undress and discovered his physical
condition.
The sweat was just dripping off him and I actually had to unclothe
him ... and I just ... Oh my God! How could I miss it.. ..I don't think I was
a bad mother - but I think at that time I must have been a bad mother
because I should have seen it. But in two weeks or less he went to skin
and bone. I just couldn't believe it. It was like, Oh! Where's it all
gone? .. .Is it in amongst his pyjamas or somewhere because his body
just went to nothing. And I thought, my God! (10:41)
Throughout the turbulent years of living with the virus, guilt, fear, anxiety and
despair vied with feelings of confidence, hope and relief in an emotional
struggle to retain some sort of balance. But even in a world that was distressingly
chaotic Katrina could find reasons to be thankful. Her son had played an
important role in her life. "In the end he was virtually my companion... because
we were so close" (10:129). They would often go shopping together. "He had such
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good taste in clothing/' she remarked as she explained how she enjoyed their
shopping expeditions. She recalled memories of her son from the time he had
been "a small boy ... even as a teenager" (10:129), describing how he would lean on
the door frame looking at her." I'd be 'putting my face on' and [he'd say] 'You
know, Mum, you look just like a lady' and [he'd] tell me how lovely I look"
(10:129). In a reversal of dependency it seems that she had come to rely on him
for personal affirmation placing him in a role perhaps more appropriate for her
absent husband. Katrina' s son died peacefully in her arms after being very lively
the night before and conscious "virtually right to his last breath" (10:191). Despite
the years of grief and slow mourning as she watched her young son's health
deteriorate she was greatly comforted by the knowledge that he had been spared a
"horrific death" (10:191). However, Katrina's suffering and loss were intensified
because of their, particularly close relationship.
Like death scarcely warmed up. Tiro's friend told him at the end of 1990 that he
was HIV positive. By early 1992 he had been in and out of hospital with bouts of
Pneumocystis carinii pneumonia and his diagnosis had advanced to AIDS.

When Tim visited him briefly overseas in June 1994 he phoned from the airport
to say he had arrived and he thought his friend "sounded like death scarcely
warmed up"(11:53). However, when they met he seemed very bright and positive
but became "really very tired, very easily" (11:55). He was at his best in the
mornings. Three months later at the end of September, 1994, Tim learned in a
phone call from his friend's mother, that he had died "in a great deal of pain"
(11:55) from a brain tumour.
Becoming indiscriminate. James said although his friend was confirmed HIV
positive in the beginning of 1988 he did not divulge this until1991. James said he
was aware that his friend was not well in those years but it was not until his
blood count reached the official AIDS level that he told James what his illness
really was. He became seriously ill about two or three months before he died. His
family understood that he had cancer and as the disease progressed they came
from out of town to visit and to say their goodbyes. James called in the AIDS
foundation for support and made arrangements with his friend's doctor for
nursing care. He died in February 1994 after being hospitalised in January with
complications including meningitis. He had asked to go home to die so James
flew to the city, picked him up from hospital, took him home and nursed him
for five days until he died. James said death came very quickly at the end and in
that respect he considered both his friend and himself to be most fortunate.
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James said his friend had become "a little indiscriminate in the end -because of
the meningitis - in terms of what he said" (12:255); but he had always taken great
care with his appearance so it was a relief to know that at least he looked
"comparatively good" (12:127) when he died. Apart from one small mark on his
face and his very thin physical condition his appearance belied the Kaposis
sarcoma, liver complications and meningitis that combined to take him so
James traces their earlier conversations about the possible
progression of the virus and he recalls how his friend had planned to take his
own life rather than suffer needlessly. But, amazingly, the closer he came to
quickly at the

~nd.

death the more desperately he clung to life. James marvelled that:
Everything was calculated just to take that extra day or that extra time.
And even right up to the very end we had lengthy discussions about
changing his medication because it might just make a difference.
(12:58)
This was obviously a momentous shift in thinking that neither of them had
quite forseen in the earlier HIV period, when they had been more able to look
calmly and logically at what might lie ahead.
A future too terrifying to contemplate. For a few HIV infected people the thought
of what the future might hold is too terrifying to contemplate. Alex said his first
partner had suicided soon after discovering a Kaposis sarcoma lesion near his ear. He had gone to visit his family of origin and while there took his own life. It was
the first time Alex had ever had to deal with the death of someone close to him.
Alex met his second partner at an HIV support group and knew he was HIV
positive from the beginning. Alex did not provide a time frame but said this
partner became really ill quite suddenly. He had begun to develop skin lesions
but then, very quickly, his brain was affected. In a matter of days he was in
hospital having a drain inserted in his head and he died soon after.

Non compos mentis. In October, Mavis knew her much loved friend was
desperately ill. Although their relationship was "still in its beginning stages"
(14:73) she was devoted to him. "I was completely committed to this relationship
and whatever happened" (14:131) she declared. He underwent "a lot of chemo
and radiotherapy" (14:162) for a lump on his head. The lump disappeared and
ostensibly he was getting better. But Mavis could see he was not. During the
months he was in hospital she spent most of her time there with him. When he
was able to get out of bed he was unsteady on his feet and eventually he began
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hallucinating. He died "non compos mentis " (14:141) in January, from the effects
of a cancerous brain tumour. Mavis felt that for a man "with the most
extraordinary brain ... who was highly intelligent" (14:188) this seemed such an
unjust death.
Damaged nerve endings. As a volunteer with the AIDS Foundation, Hugh has

helped with the care of many HIV infected people. He described the successive
levels of care required by one man who was not well when Hugh first met him
and had neither family nor friends who were able to support him.
There were two of us involved in helping him. We'd shifted him to a
flat and we used to check in with him regularly .... [Then] He'd gone to
live with somebody else associated with the Foundation .... [Finally] He
went into ... a home for the terminally ill where he got a lot more
care ... there was a nurse manager there during the day .... You see, some
of our clients don't have their own support systems- that's what we're
about. We're paid to provide counselling and support for people
affected by the virus. (15:101-105 & 177)
Hugh said this man was sometimes seen walking with the aid of a stick; and he
used to stun his listeners by describing a manifestation of his illness as
"polyridiculopathy" (15:247). This was the name he gave to the condition which
affected his nerve endings particularly on the palms of his hands and soles of the
feet. It was sometimes painful but mostly presented as a loss of feeling. Hugh
spoke of the strong personal impact that this man's death had on him. Over the
years he had

be~ome

more than just a client. He had become a friend. "In fact,"

added Hugh, "I ended up doing his funeral" (15:165).
Dead and alive, both at once. Welby received a card from his former partner

telling him he was HIV positive. Eighteen months later he had a brief note from
his partner's mother informing him that his partner had died six weeks
previously. Welby knows nothing of the progression of the disease. Not knowing
how his partner had lived out his last days, or how he had died, added to the
sense of loss and estrangement he felt. Several years later Welby cared for
another partner who was dying from an AIDS related illness, and in harsh
counterpoint to his former experience, Welby found himself intimately
acquainted with the horrors of the disease, holding and comforting the man
whose flesh was putrefying even before his struggle to live had abated.
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Multiple complications and severe pain. Sara's son had been diagnosed HIV
positive ten years before he died. During the last two years he had various
infections which would "make him frightened" (16:53), and in the last six

months he was extremely ill. He developed a chest infection and a fear of the
encroaching virus. He began to have memory lapses and then dementia set in
quite quickly. During this time he was also having convulsions and severe
haemorrhages; sometimes he was screaming with pain because of the bowel and
stomach cancer; sometimes he soiled the bed and vomited. Emily, his sister, said
he was on a morphine pump even though he had become so thin there was
hardly any body tissue left in which to insert it. She described how the hospital
staff had placed him in a burns cradle to alleviate the pressure on the bed sores
that he was covered with. Emily winced when she recalled how the flesh on his
heel had decayed through to the bone. Sara said the doctor told them that he also
had a great amount of transferred pain because his central nervous system had
gone awry. She said "when we touched him it was agony" (16:392). The medical
staff would just get something under control when some other problem would
occur. Emily said her brother's last months were "messy and tacky- he didn't die
nice and quickly and quietly ... " (16:423). But the last hour of his life, even though
he was comatose, gave them some small comfort -both Emily and Sara were
with him at the hospice, where the staff was "absolutely wonderful" (16:335) to
them and the dying man.
We went in and they'd bed-bathed him and he had his after-shave on,
and his hair was done, and he had his nice T-shirt on. And I'll always
remember that. At least he didn't die in faeces at home. And that's the
way someone should be treated even if they're not awake. (16:335)
Giving up hope. Mary' s experience with her son was very different. Although he
had been unwell for some time, Mary' s son told her he thought he had AIDS

only a few weeks before his death. After confirmation of the diagnosis, during a
medical appointment which Mary herself arranged, he was hospitalized; and
from then on he appeared to lose interest in life. In a graphic farewell metaphor
Mary explained how he had given up hope and died within six weeks. "He just
packed his bags up and that was it" (2:24).
Ageing dramatically. Bev's son lived for about fifteen months with the HIV virus
before it progreE?sed to the AIDS stage. For the next two years he struggled with a

variety of opportunistic infections each one threatening his life. He was first
hospitalised wit0 cryptospyridium, a prolonged form of diarrhoea and vomiting
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which causes dramatic weight loss. Some time after he developed Pneumocystis
carinii pneumonia and was again in hospital. Bev said he looked so terribly thin
and sallow and it seemed to her that he had aged dramatically in just over a year.
He also developed a Kaposis sarcoma in the roof of his mouth for which he had
radiotherapy treatment. Bev describes the courage with which he faced this
period of his illness. His mouth was burnt, he could scarcely eat, he was so weak
that he found it difficult to walk far; but he continued to study at university until he became sick again. A few weeks later he was admitted to hospital with
another bout of cryptospyridium. During this time he was experiencing "terrible
vomiting ... terrible headaches" (4:98), and extreme dizziness. Finally meningitis
was diagnosed and Bev moved into the hospital, where she slept on a little camp
bed, to stay with him until he died. Bev says while her son was struggling with
his illnesses, she remembers thinking that she desperately wanted him to live "at all odds- any cost" (3:151), because she could not bear to let him go. But when
she learned later about the hideous effects of meningitis she was finally able to
recognise that it was better he died when he did. If he had survived the initial
fevers and pain he may have been left blind, brain damaged and incontinent. She
consoled herself that the quality of his life "would have been so much less"
(3:153). Bev described the pain of her loss as "a physical gnawing" (3:141), and the
emotional stru,ggle to get in touch with her grief as a kind of cat and mouse
activity. If she tried to concentrate on her son's loss and come to terms with that,
other intruding thoughts about the loss of her marriage would take over. She felt
as if she were under attack on so many different fronts all at once that she could
do justice to none.
Sustained by life support systems. Robyn' s son became ill while he was staying
with her. She tells how she put her son in the car and took him to the hospital
because she could not understand what was wrong with him. He had visited his

doctor a few days previously but he did not seem to be getting any better; in fact
he appeared so ill that she thought he might be going to die at her home. He was
admitted to hospital where he stayed on oxygen for the next week. The hospital
told Robyn he had pneumonia but they did not disclose anything else because her
son had insisted that they maintain his confidentiality. He had only discovered
he was HIV positive five days before; and he was still trying to come to terms
with it himself. During that week he was so very ill that Robyn decided not to
try and talk about his illness until he was feeling better. She assumed, quite
accurately, that he would have had neither the mental nor the physical resources
to tell her what was wrong. In hindsight she bitterly regrets that decision. "In a lot
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of ways I felt really guilty that I hadn't said something to him" (5:133). At the end
of the week his condition deteriorated even further and he was transferred to a
critical care unit. The hospital then indicated that there was something they
needed to discuss with Robyn and they would do so when her son was feeling
better. However, he did not rally. He was placed on a life support system and died
a week later. Robyn said it all happened so quickly, "virtually a week" (5:147)
from the time the hospital staff told her that her son was dying. Robyn said he
had lost a little bit of weight because of the high temperatures he had for two
weeks, but he still looked so well that she can hardly comprehend that he actually
died of HIV. The medical staff told Robyn that if her son had received treatment
earlier he would most certainly have survived this first infection. She added, in a
quiet, tremulous_ voice, "He would definitely still have been with us - even now probably" (5:131).
Blood transfusions and multiple infections. Gloria's daughter had received
fifteen blood transfusions in her first three months of life, one of which was

contaminated. "Because of her severe prematurity (she weighed 995 grams at
birth) she did have a slow growth problem" (6:9), said Gloria. She was tested quite
frequently for glandular fever but the medical staff could not find anything
particularly wrong. Finally, just before her third birthday, she was diagnosed as
HIV positive. She lived for six years with the virus until opportunistic infections
began appearing, indicating that her sera-status had converted to fully developed
AIDS. She died, at home with her family, when she was eleven and half years
old.
Deteriorating strength, sight and memory. Jo said that her husband had lived for
five years with the virus before he developed AIDS. In the latter half of that time,

he spent two and a half weeks in hospital with Pneumocystis carinii pneumonia
and, although he didn't think he was going to recover from that, he did. He lived
for another two years, but he was aware that his memory was affected, he became
progressively weaker and his sight deteriorated before he died in 1993.
Dementia and diabolical behaviour. It was just after Christmas when Rose
arrived to take care of her uncle. She could see that he was already very ill

although she did not have any idea what the problem was. He was unable to eat,
very unsteady on his feet and seemed to have lost his normally jovial
perspective on life. He was being uncharacteristically rude to people. In fact, it
was the transformation of his personality that really alarmed Rose. She described
156

his behaviour as "diabolical" (8:19) and decided to get him to a doctor as fast as
she could. Although he had some tests she doesn't recall any conclusive
diagnosis being conveyed. By early February Rose was aware that her uncle was
suffering from some form of dementia and had begun to draw her own
conclusions about the possibility of HIV I AIDS. She accompanied him to a
specialist who diagnosed fully developed AIDS. From that point onwards her
uncle came to live with her. He was very sick, spending longer and longer
periods in bed and getting progressively weaker. Rose took major responsibility
for his care until he was no longer able to eat and his vomiting was becoming
distressing. At this stage he was admitted to hospital which was a half hour's
journey away. Rose then travelled daily to be with him for the three weeks until
he died in early May. The night before her uncle died she had sat with him until
six o'clock the following morning. At that point she had to go home and organise
her children for the day. An hour or so later the hospital phoned to say her uncle
had passed away. Rose reflected ruefully:
It was pretty hard to handle. I'd stayed as long as I could - and every

minute - oh, just a minute more, you know - and then eventually I
had to go. I remember handing the children over to their father,
bawling my eyes out; and then my brother took me back over to the
hospital.. .. (8:41)
Renal failure and profuse bleeding. The person whom John supported was
already HIV positive when they met although they remained acquaintances only
for those five years. John came to know him much more closely when he
developed AIDS, and required more constant care, about nine months before he
died. The first night that John was due to care for him he had been warned by
other staff at the care centre that the sick man could easily die that night. He had
already been in renal failure for several days and was very ill. However, he
pulled through that crisis. John says he has had similar experiences since then, of
caring for:
somebody who's almost guaranteed to die in the next half-hour and
then they''re still there next week; and they're looking a lot better than
they have a right to; and thenaweeklater they're back down again. (9:15)
During the nine months of his illness, the person for whom John cared, had a
number of sores which would "bleed all over the place; and he regularly had
these nose bleeds like I've never seen before; and he also had hepatitis" (9:49),
said John. He was unable to get out of bed and had to be toileted and closely
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monitored throughout this time. John says "he was in such a bad way" (9:73) that
there were times when he fantasized about suffocating him with a pillow just to
end his misery. John admits that he could never bring himself to do such a thing
but he certainly thought it might be more compassionate than allowing the man
to suffer as he did. However, once. he came to terms with the suffering which he
was witnessing he found his carer's role very rewarding; and he was pleased that
he was present when his client died naturally. He confessed that he "had never
had any close up, first hand, personal experience of anybody dying, under any
circumstances, before" (9:53). It seemed to bring the whole stressful situation to a
much more dignified conclusion than that which John, in his low moments, had
fantasized about.
Harsh factors compound HIVIAIDS loss. Each one of these vignettes provides a
glimpse into the stark and often traumatic experience of HIV I AIDS loss.
Together they illuminate, sometimes in vivid detail, the trauma, turmoil and
severe ramifications of an unpredictable illness as it cut its swathe through the
lives of both the participants and their loved friends or family members. The
random course of the disease, the debilitating nature of the symptoms and the
frequently prolonged period of illness leading up to death, are very important
factors in understanding the grief reactions associated with an HIV I AIDS related
bereavement. The experience of these participants seems to endorse claims made
by others that "bereavement following a death from AIDS is among the most
harrowing of grief experiences" (Stroebe, Stroebe & Hansson, 1993, p.14).
A taxonomy of grief
As participants described their emotional responses to the shifting circumstances
and relationships prompted by the devastating progression of the disease I was
aware that many were classifying their own categories of grief. Their world had
clearly become divided into those who had experienced HIV I AIDS loss and those
who had not, bv-t within the world of HIV I AIDS loss there were many more
subdivisions which were not quite so clear cut. Most responses seemed to fit
within established structures of meaning in relation to grief, although the
experience of disenfranchised grief seems more applicable to HIV I AIDS than to
any other kind of loss. The following classifications have been culled from the
participants' narratives as they talked about their grief reactions.
Anticipatory and preparatory grief. Raphael, (1983) explains that, "VVhere there is
knowledge beforehand that death is probable, or inevitable in the near future,
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those who are to be affected may grieve to some degree beforehand" (Raphael,
1983, p.SO). This has been variously referred to as anticipated death (Sanders, 1993;
Stroebe & Stroebe, 1993), anticipated loss (Rolland, 1991; Sanders,1993; Stroebe &
Stroebe, 1993), expected loss (Stroebe & Stroebe 1993), expectation of death
(Rolland, 1991), and the anticipatory period (Martin & Dean, 1993). The grieving
process which may occur during this time of anticipation or expectation of death
or loss is referred to as anticipatory grief (Raphael, 1983; Rolland 1991) where the
dying and those who will be bereaved may go through phases of denial, angry
protest, and sa<;l acceptance. (Raphael, 1983). However, Raphael points out that,
"There is some argument as to whether these processes represent actual
anticipatory bereavement or are more related to some sort of forewarning of loss,
and these are considered by Fulton and Gottesman (1980)" (Raphael, 1983, p.50).
In her own elucidation of anticipatory grief, Raphael acknowledges the valuable
contributions of Kubler-Ross (1969), and concurs with her in respect to the
grieving which may occur in anticipation or expectation of death.
There seems general agreement that the dying person and those
anticipating bereavement will have a number of experiences not
dissimilar to those of actual bereavement: that whatever stages there
are will not be fixed or clear-cut; that the individual may fluctuate
backward and forward from one stage to another; that the degree of
acceptance of the inevitability of death will come at many levels and
will vary greatly from time to time. (Raphael, 1983, p. 50)
The participants in this study knew in advance of the actual death that their
friend or family member was expected to die. HIV I AIDS develops gradually over
time and some participants endured years of prolonged grief as they watched the
HIV infected person succumb to progressive and debilitating opportunistic
infections. Each onslaught seemed to weaken the immune system still further,
and created mounting anxiety about survival. Other participants had a shorter
period of expectation. One mother learned only a few days beforehand that her
son's death was imminent. But whether or not the period of anticipation or
expectation of death was brief or prolonged each participant, at some level, had
knowledge of impending death.
Some people also referred to or described the notion of preparatory grief. They
did not seem to separate it out from their anticipatory grief response. Their
experience dovetails with a dictionary defintion, which includes both the ideas of
awareness - or foreknowledge - and action. To anticipate is to "be aware of (a
future event) and take action" (Concise Oxford Dictionary, 10th Edition, 1999).
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Their awareness of impending death evoked a variety of emotional responses
and, in some cases, psychological and practical preparations for the future event.
Nine years passed from the time of diagnosis until Katrina' s son died. Katrina' s
anticipation of death was ever present but reached a crisis point during a
weekend absence to attend a conference in Australia. She and her husband went
to find out more about Azidothymidin e (AZT), the drug being used for the
treatment of these AIDS related conditions. While there they received an urgent
call from the hospital here in New Zealand requesting permission to start their
son on AZT. His condition had rapidly deteriorated and without the drug, health
professionals were concerned that he might not survive until Katrina and her
husband returned. Katrina' s initial reaction to the more immediate expectation
of death was anger at the airline for not being able to immediately change their
bookings. Her agitation led her through guilt and self blame, for leaving him, to a
rational conclusion that she was actually doing the best she could. During this
crisis she had prayed for her son "to hang in there" (10:45) until she got home
and she said, repeatedly, that she would never have forgiven herself if he had
died when she was not there with him. The swing from despair to resolution
that marked this incident was a characteristic feature of her prolonged,
anticipated loss experience. Many of the painful effects of grief - anger,
helplessness, guilt and despair- are also represented in Katrina's response to this
incident. And yet, however strong her anticipation of death it seemed to vie with
Katrina' s efforts to circumvent it.
As with other participants in this study, Gloria's grieving began immediately
following the devastating news of her daughter's HIV diagnosis. The fear of
death was uppermost in her mind particularly when her little daughter had
fought so much to hold on to life in her first few months. For eight years Gloria
and her family lived with the anticipation of her daughter's death. In the last
couple of months they began to talk specifically about her death and dying, about
all the things that their daughter and sister liked, and they began to make funeral
plans. Gloria said that all "that grieving beforehand" (6:27) helped them as a
family to cope with their loss.
Ten years of anticipating her brother's loss enabled Emily to speak from her own
heart of the heart-break involved for both the HIV I AIDS infected and those
affected. She spoke of the anxiety and stress endured right from the time that they
learn that their friend or family member is infected until he or she dies. She
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grieved for their brokenness and believed that such people, including herself,
would never be whole again. Her view of HIV loss encompassed the destruction
of former reatities and the expectation that a reconstructed life would be
fundamentally <;lifferent. It also seemed that the lengthy time spent anticipating
her beloved brother's death was so traumatic that it tended to buffer any adaptive
function that an anticipatory period may have had.
For most of the early part of her son's illness Bev had refused to think of him as
dying. She knew and accepted that her son was living with HIV but as the disease
progressed and her son began to show obvious signs of decline Bev realised that
inevitably she would lose him. She was well aware that she was "doing the
preparatory grieving" (3:151). And, as with Gloria, one of the greatest difficulties
for Bev, at this time was the "feeling of aloneness" (3:151) precipitated by her
belief that no one else could possibly know what she was going through. "It
would just come into my mind at any time that I was going to lose him" (3:151),
and this, despit~ her outward efforts to carry on as normal. Soon after he had
been diagnosed Bev's son decided to travel overseas while he was still well
enough to cope. But for Bev the distance added to her sense of impending loss.
My big thought was I'd get a phone call that he'd died suddenly or
something and I wouldn't have been able to say goodbye or anything.
That was just a constant thing. I used to go to bed at night and think of
him in London and sort of send thoughts to him, you know, hoping
that he'd stay well and everything. (3:47)
Bev' s son did become very ill while away and she went overseas to see him
thinking that maybe this was to be a farewell journey. The first glimpse of him at
the airport confirmed the fearful truth that he was dying. Bev observed that he
was sallow, thin, and his eyes looked sad. She explained that he had been a very
handsome young man and now he was "somebody who had aged such a lot"
(3:92). She also grieved for his lost youth. She said, "I just looked at his eyes and I
knew that I was going to lose him" (3:92). However, instead of a farewell journey,
this was the beginning of a rugged emotional trek which introduced her to the
first of several debilitating and emaciating opportunistic infections that they
would traverse together in the next two-and-a-half years. Bev's greatest dread
during the anticipatory period was that something would happen to her son
when she was not there. It did not eventuate. After she returned to New
Zealand, her son came back too; and at the end Bev was with him when he died.
It was someti:n:leS the case that anticipation of death included fears that were not
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realised. N eve!ltheless, the emotional response of
undergirds the grief experience in Bev's situation.

helplessness and despair

Distorted grief. Although Warren claims that he had come to terms with his
brother's death from an AIDS related illness, months afterwards he still gained
some kind of subversive satisfaction from shocking others by mentioning the
word AIDS and watching their reaction. "Specially people I didn't really care too
much about. I just liked to see the reaction"(l:179). When I asked Warren and
Margaret to describe some of these responses they glanced at each other
conspiratorially; and there was a sharp, ironic edge to their brief burst of shared
laughter. The physical withdrawal of people, at the mere mention of the word
AIDS was "interesting" (1:181) they declared. It seemed as if Margaret and
Warren, contrary to their previous caring attitudes, were now expressing
considerable anger about what had happened in their lives. Through "angry
distortion" (Raphael, 1983, p.378) they were somehow taking back some power
into themselves. Both had formerly experienced the withdrawal of some people
in their community at a time when they felt powerless and overwhelmed by
their stigmatised status as HIV I AIDS affected people. It seemed that Margaret and
Warren were now exacting some kind of justice through retribution, deliberately
alienating people, whom they perceived as unsupportive, from their lives.
Raphael (1983) suggests that alongside distorted grief some levels of inhibition or
suppression of griE;~f may also operate. This seems to have been the case for
Margaret and Warren.
Suppressed grief. After the initial turning of the anger I retribution cycle Margaret
and Warren took their grief inside themselves - for four years - until they were
persuaded by a social worker at the hospital to join a support group. There they
made a quilt panel, which helped to facilitate the expression of their, hitherto,
largely suppressed grief. "Whether she realised that there was unfinished
grieving ... for us to do, I don't know" (1:72), shrugged Warren. But they accepted
the social worker's invitation to go along. It proved to be an emotional time for
Warren who described how "it all came back rather forcefully" (1:74). He realised
he still had to work through several grief related issues; some pertaining to
secrecy and to "the stigma in the late eighties" (1:74). Warren referred three or
four times to the notion of "unfinished business" (1: 72, 703, 705, ) or "unfinished
grieving" (1:72) apparently incredulous that he could have harboured so much
suppressed grief for so long. The kind of grief Warren and Margaret described was
somewhat different from the disenfranchised grief, or the delayed grief, described
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by some other participants who were aware of but felt unable to express their
sense of loss and pain at the time. Warren and Margaret were not consciously
aware that they had suppressed their pain until the social worker recognised their
plight. It seems that the social worker's observations led to an intervention with
positive outcomes for Margaret and Warren. Exploring the lost relationship
while creating a quilt panel in a supportive environment, enabled them to
express their grief and promoted the mourning process.

Disenfranchised grief. Most participants in this study felt the effects of
disenfranchisement, a situation where they were, in many ways, deprived of the
right to express their grief. HIV I AIDS continues to carry associations with
stigmatized and criminal activities; and this not only added to the burden of grief
borne by these HIV I AIDS affected individuals but it also meant that most carried
that burden furtively, unable to give expression to their grief in ways that would
help them to achieve a therapeutic resolution to their loss.
Some participants struggled with complex feelings of guilt both in the context of
their own feelings, and in the reactions of people around them. Mavis divulged
an unusual story in which the complexity of human life erupted into the bizarre.
She spoke of her own disqualification from the ranks of the grieving, "I could not
allow myself a normal grieving process ... because I was not an acknowledged
person to go through it" (14:119). She explained how she had to stand around her
much loved friend's death bed with a group of people while her ex-partner, who
had an official role, comforted everybody - except the participant - and later even
officiated at the funeral. It was all"incredibly hypocritical" (14:121) because her expartner, the official person, knew of the relationship between Mavis and the
dying man- and disdained them both. But other people gathered around the
bedside knew nothing of this very private relationship. To be in a close
relationship that the world does not know about - and does not want to know
about or unders~and; and to be losing a significant person to a virus that no one
knows he has, cannot be named and therefore understood, was a source of
immense grief to Mavis. She said:
I'm very good at coping with grief and stuff, I think, but this was so
extraordinary and beyond the bounds of anything, that I just went into
- I was numb. I was completely unable to deal with it in any way.
(14:107)
Recalling other recent losses, Mavis observed, "I probably went into emotional
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(14:71). Also, she had been hampered earlier, in the expression of
her grief, by her friend's complete reticence on the topic of his health, even
though they both knew he was not well. Mavis conjectured that he feared her
overload

really'~

rejection if he told her what was really wrong. "That was a really frustrating thing
for me because I knew there were .documented cases of people living much
longer lives surrounded by love and acceptance" (14:186). It is not surprising,
perhaps, that in time her intense frustration turned to anger.
;Especially after he had died. By God, I was mad! Because here was this
man with the most extraordinary brain... who wa.s highly
intelligent ... and I could not - he would not give me the opportunity to
say to him, 'I love you and I don't care that you have AIDS and I will
be there with you until you die. And let's see what we can do to ... make
this last longer'. (14:188-190)
Because of her personal circumstances, his family connections, and the nature of
his illness Mavis had to keep her love for him and her commitment to him a
secret from other people - even after he had died.
In a similar vein, the pain of Tim' s loss experience was exacerbated by the fact
that he could not openly acknowledge that his dead friend had actually been the
love of his life. For most of his life he had had to keep his homosexuality hidden.
In the early years there were legal sanctions against homosexuaity but even after
the law was changed moral sanctions from the church and society worked to
prevent Tim frqm 'coming out.' The expression of his grief was inhibited by this
background, so that the public persona of 'sad friend' bore little relationship to
the depth of his real, intense and private grief.
Mary alluded to a special but closely guarded relationship between her son and
another member of the extended family. Mary strongly suspects that this was not
just a platonic relationship and she knows that this person really mourned her
son's loss. However, the full extent of that grief was kept fairly well hidden.
By not saying too much about her grief experiences Jo protected herself against
the vulnerability she felt. A member of her whanau who supported her during
our interview, said, "She wouldn't open up .... She wouldn't talk" (7:61). This
caused concern for her whanau who wanted to avoid the complications that
might ensue for Jo if she did not express her feelings more openly. Ironically, Jo
said she was 'holding back' her emotion in order "to be strong" (7:89) in the face
of her personal tragedy. This kind of strength is often admired by a society that
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tends to equate very emotional responses (sometimes referred to as outbursts)
with a 'lack of cpntrol.' And, for the HIV I AIDS bereaved, the implications of this
notion are very great indeed. In the judgement of an upright, moral society, 'lack
of control' is a blame factor in the transmission of the disease. For Jo, and other
HIV I AIDS bereaved people, it seems that to take control by holding back or
hiding one's emotions, is a way of avoiding compound censure from society.
Disenfranchised bereavement, where the intensity of emotions surrounding a
personal loss must be carefully controlled and confined to very private
expressions of grief, affected nearly all of the participants in this study. Feelings of
shame, fear and guilt have affected people in different ways and to varying
degrees and have spawned a desperate need to hide their grief from others. The
silence endured by these HIV I AIDS bereaved people has become another burden
to bear in the grief process and a barrier to healing.

Cumulative grief. When we first sat down together Tim expressed a fear that he
might "deteriorate into a mess" (11:11). He confessed that he was "very bad at
dealing with grief " (11:15), because he usually buries it ih order to get on with
life. However, he has found that sooner or later "it crops up again or continues to
crop up" (11:17). He outlined a series of past losses- several quite recent- and said
that the cumulative effect has had far-reaching negative consequences in his life.
But the HIV I AIDS death of his friend - "the one person that I suppose I loved
more than anybpdy else" (11:19) - was "particularly nasty [and] horrible" (11:19).
Tim had not been at his friend's side when he died and he had been unable to
attend the funeral. "In some ways it was worse not being there, I think. I found it
harder to deal with ... " (11:61). Initially Tim found it very difficult to cope. He said,
"I just didn't want to go on. Life had lost all its purpose and meaning and
anything else" (11:85). He outlined his despair and suicidal ideation, and the
months of struggling with an almost overwhelming sense of futility. Recovery
was gradual and Tim says "there were still times when it would all wash over me
and I would become an absolute mess" (11:73). The undeclared relationship, the
devastating nature of his friend's illness, and the expectation of impending death,
combined with Tim' s history of cumulative loss, left him feeling very vulnerable
as he grieved for this significant loss in his life.
Cumulative grief also added stress to Margaret and Warren's busy family life. As
Warren said, "At one stage it was a toss up between whether Mum was going to
go before [my brother] or [he] was going to go before Mum. They were both pretty
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sick" (1:72). In fact, his brother died first. Some time later his mother died; and
there were many other pressures to cope with including their father's major
operation. With the consecutive losses and attendant stress there seemed to be
little time or inclination for dealing effectively with their brother's loss.
Marriage breakdown and the loss of other important family relationships were
complicating factors in the cumulative grief experiences of some participants.
Katrina outlined the discussion she had with her husband the night after her son
had died. When 'out of the blue' he raised the issue of their divorce she felt as if
she had moved from one traumatic incident directly into another. She said, "I
wasn't quite ready and it made the grieving so much harder" (10:111). She felt
that her son's death was a major priority but her husband's thoughts were
focussed on what was going to happen to their marriage. Adding to the stress
which Katrina experienced was the perceived loss of her younger son. While she
had been so busy caring for her dying son, in the later stages of his illness, her
younger son had gone to live with her husband from whom she had, by then,
separated.
Bev recalled in vivid detail the morning her husband came in and announced
that he was leaving their marriage. She was deeply affronted by his offer to help
her care for their son when he got sick. She found it difficult to accept that her
husband could not see that their son was already very sick. At that stage his hair
had fallen out with the radiotherapy treatment he was having, he was painfully
thin and he looked "terrible" (3:61). Her sense of abandonment was powerfully
strong. She could not believe that her husband of so many years was leaving
right at the very time when their son was so obviously ill. She said she had no
time to grieve effectively for the loss of her 35 year-old marriage relationship
because she had to "keep going" (3:61) responding to the demands of her son's
care.
Bev's perception that grief should be a gentle process was shattered by her
experience of these cumulative onslaughts from which she felt she had to
somehow defend herself.
It was as if...something else would attack me, then my grief would

come out and I would have to back away from the grief as if I really
couldn't get in touch with it as well as Ish- it wasn't gentle -it should
have been more gentle. (3:140)
166

She referred to a book she had read, called The Screaming Room (Peabody, 1986)
and she expressed a wish that she had been able to go to such a room, at the
hospital where her son died, as that described in the book. "Wouldn't it be
wonderful if you could just do that? To let out some of your grief" (3:143). The
idea of a suitably staffed "soundproof 'screaming room"' has been advocated by
Kubler-Ross (1987) to help the newly bereaved externalize the pain of their grief
before they return home from the hospital.
Delayed grief. Cumulative losses such as those outlined above often led to a
prioritising of the expression of grief; so that some aspects of grief were delayed in
order to move on with other aspects. Raphael speaks of the bereaved person as
sometimes being able "to relinquish and mourn certain aspects of the lost person
and not others, such as the positive but not negative ones" (Raphael, 1983, p.60).
This interpretation raises the question about the volitional aspects of grief. For
example, Bev seemed to focus on the grief work associated with her son who was,
in a sense, 'leaving' her because HIV I AIDS left him no choice in the matter; over
her husband who was leaving her because he deliberately chose to. In each case
there was distress involved in the relinquishing of the relationship but in order
to cope with the sheer weight of accumulated pain and grief Bev seemed to push
some of it aside, at least temporarily. Her son's reluctant leaving was, perhaps,
framed as a mqre positive aspect of her load of grief, than her husband's loss
which included negative aspects of rejection.
In Mavis' case, described above (see under disenfranchised grief), she claims that
she was "so gobsmacked" (14:107) by what was happening around and to her that
she "just put it [her grief] aside" (14:107). As she was explaining this to me, she
whacked her hands together, finger tips pointed out in front of her, and said she
"just sailed straight on through" (14:111). She said she had to because, " There
was no other W<;J.y" (14:113). Clearly, Mavis felt that she had no choice about how
to proceed. For the time being, she had to hide her profound grief emotions and
pretend that she was unaffected. Later she found ways of expressing her self and
dealing with her emotions which enabled her to avoid potentially more serious
consequences to her emotional health.
Grief and multiple loss. Alex lost two partners to HIV I AIDS. His first
relationship had been formed overseas. When his partner suicided the family did
a~

the funeral, so on that same day Alex flew back to New Zealand.
He found the first Christmas at home very hard to bear and even his own family
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could not understand why he was so tearful. Having been excluded from the
formal farewell to his 'first love'; and then misunderstood for expressing his
grief, added to Alex' s misery and sadness. Later Alex formed a new relationship
with another HTV positive man. His second partner also predeceased him; and
again Alex found himself grieving and alienated by his partner's family who
were "so negative" (13:65) about homosexuality.
One of the most difficult aspects of these loss experiences for Alex was dealing
with other people- even those who were sensitive to his grief. Some people who
share the grieving "don't want to cry in front of you in case they set you off; but I
think it's good" (13:158). Alex was critical of the stereotypical ways of responding
to those who are grieving, "People treat you with kid gloves. They expect you to
drink lots of tea or else fill you up with alcohol.. ..They talk very carefully and
quietly to you" (13:160). There seemed to be no happy medium in Alex's
experience.
During his association with the AIDS Foundation in Auckland, Alex found
himself trying to cope with many AIDS deaths in a short space of time. "In one
week we did seven funerals and that was in a five day period .... One day we had
three funerals - in one day! That was the worst day I can remember," (13:109) he
recalls. Alex said he wanted to be at those funerals but he had to have a support
person to help him cope with his feelings of helplessness and grief. "You feel like
you aren't in control.. ..! needed support" he said (13:113).
Hugh also spoke of the emotional effects of mulltiple loss. In 1995 he, and other
volunteer carers, experienced the death of twelve HIV I AIDS affected people in
the space of twelve months. Hugh remembers coming back to the centre feeling
sad and desparate about the number of deaths and angry about the denial of their
HIV I AIDS connections. After being heavily involved, at an organisational and
personal level, in the care of these people, he felt immense frustration when, at
some funerals, "all of that is just denied" (15:225). A number of the mourners
may have been gay men or intravenous drug users themselves; but nobody was
allowed to wear a red ribbon and grieve openly about HIV I AIDS. Their grief
responses were often silenced by guilt, and the death was attributed to cancer or
some other more acceptable cause.

Global grief. The epidemic proportions of HIV I AIDS loss are, perhaps, most
keenly felt by gay men themselves. Welby explained how the death of his partner
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ignited profound feelings of a global grief which shadows his life. Many gay
friends and acquaintances had been, and would continue to be, lost to the ravages
of the virus. However, Welby had gained an inner strength and understanding
from his partner that sustained him through his period of mourning. His
partner's death did not shatter him nor did it grind his world to halt. It broke his
heart- and he felt the searing intensity of that grief- but it did not break his spirit.
The love that they had shared was enduring. He described it as "love that goes
across time" (4:24) and it strengthened his resolve to live well. Welby refused to
be the "grieving gay victim" (4:24), and he rejected the idea of outside help. He
had the innerresources "to take a journey through grief that was of [his] own
choosing" (4:42). He said that he cried a bit. Not only for his partner's loss but also
for the death of other friends:
I won't grow old with my friends because my friends -most of my
friends - are dead. I won't be an old man who can... reminisce with my
mates in some old people's home. I can't do that, you know. That's not
feeling sorry for myself. That's just a reality. Those people aren't there.
[His death] has made me very celebratory of the life I have. Made me
understan<;l how precious ... beauty is. How precious independence
is .... [His death] contributed to that in a big way. (4:36)
Welby's self-asserted identity as an HIV-negative gay man raises some interesting
dimensions. As Ball (1998, p.6) has written, "It is unusal to form an identity
around something one does not have." But in Welby's case his HIV-negative
status seems to have activated a renewed and fervent appreciation of life as a gay
man who has somehow escaped the scourge of HIV. There is also a meta level in
Welby' s narrative where he seems to acknowledge the precariousness of the HIVnegative gay man's condition. And this, perhaps, motivates him toward
reclaiming the 'good life' at both personal and political levels. This part of
Welby's narrative was eloquent and moving. Strong and deep emotions
recollected in tranquillity formed a serene counterpoint to the fierce invective he
used to describe his feelings when he first found out - not through the spiritual
reunion that he had hoped for, but in a letter from his partner's mother - that his
lover had died.
After the pain you feel a bit of anger - and often times anger's how I
feel things most strongly .. .! tend not to let it rip out but I feel it. I felt
pissed off at him .. .I remember thinking 'you arsehole, you didn't even
send your fucking spirit! What's all this crap?' What it was - I was
angry that he'd died, you know. And I knew that at the same time.
And there's nothing worse than having that very logical perceptive
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voice inside ....He' d still died, you know. (4:42)
Grieving for untimely losses. A third of the participants in this study were
parents who were grieving for the loss of a child. Some were adult children in
the "prime" (3:92) of their lives. Two were young adolescents. But whatever their
child's age these parents were deeply disturbed by their untimely loss. It seemed
hard to believe that the natural order of things should be reversed - that they
should be left to witness the death of their own child. When Katrina first
understood that her six year old son was going to die she felt that, "It just seemed
so wrong"(10:11) for someone so tiny. Gloria, too, was overcome by the
unfairness of her daughter's illness and impending death. She was angry and
demanded answers from her minister about the injustice of it all. The mothers of
adult sons in this study all struggled to find some justification for their loss. They
found it hard to accept that their sons' lives should be cut short when each one
had so much to offer.
Robyn' s son was a "qualified avionics engineer" with "everything going for him"
(5:238). She was "absolutely emotionally devastated" (5:236) that his promising
future had ended. She said it was "such a shame ... not a waste of life, but - " (5:236)
and her voice trailed off into silence. She could not find the words to finish that
idea. Clearly, she valued, immensely, his too-short life; and, it seems, she
intended to convey that it was his potential future life which was wasted - that he
should have lived much longer. Instead, she stopped herself short, reiterating
that his death was "such a shame" (5:238).
Bev could not reconcile thoughts of her youthful, vibrant son with thoughts of
death. During the anticipatory grieving period Bev consoled herself with hopes
that some miracle cure would happen "because the alternative was just too
painful" (3:90). But when he died she was so overcome by despair and pain that
the intensity of her grief drove her to suicide ideation, "I just didn't want to go on
any more" (3:137). She even worked out a suicide plan but managed to get help
and to work through that crisis successfully. However, she struggled with
depression for some time afterwards.
Mary's grief experience affected her health dramatically. She lost considerable
weight and she spoke of the "impact of grief" (2:89) as flattening her resolve to
deal with issues that normally she would have coped with effectively. "It's a
waste of your time, so you don't look at it" (2:89), she explained. A lot of things 170

particularly those relating to prejudice and the support of friends and family were "buried under the pile" (2:91) of her grief.

Mary's focus was directed

inwards to "a deeper hurt" than what was going on around her. Her "first born"
(2:91) son was dying and the realization that she would never see him again
culminated in a grief that was "so intense" (2:103), that Mary felt listless and, in
some ways, apart from the family life going on around her.
When Sara' s son was first diagnosed he was still feeling quite well. "He never
envisaged that he would die before Mum" (16:46) observed his sister, Emily. And
that became the family belief - until Sara and Emily were confronted with the
signs that their son and brother's health was deteriorating. Emily, who was
fourteen years older, had spent a lot of her youth looking after him and when he
died she felt as if she, too, had lost a child of her own. His youthful death caused
much anguish for both Sara and Emily, "we thought it was the end of the world
for us" (16:550). But eventually the intensity of their grieving abated, and a new
perspective on life emerged, an appreciation of how "really precious" (16:126) life
is, said Emily.
Vicarious grief. As Katrina detailed the effects of grief on her family she related
how keenly aware she was of her younger son's experience of loss. She observed
that he, too, was missing his brother very much. Katrina explained that they had
been virtually inseparable, and were very protective towards each other. Her
sensitivity and feelings of helplessness, as she absorbed some of her younger
son's grief seemed to add another dimension to her own personal sense of loss
and grief.
Mary said her mother also struggled emotionally to come to terms with her
grandson's loss. Both women had been involved with his mothering as he grew
up. The grandmpther' s sorrow was felt almost as poignantly by Mary who then
incorporated it into her own burden of grief.
Traumatic grief. Mary described the loss of her first-born son as traumatic; citing
especially the misinterpretation and insensitivities of people, including some
health professionals, friends and extended family members.
Even though it hurt me there was a deeper hurt .... [my son] was
dying .... I would never see him again .... nobody understands that
trauma, that loss. So you don't condemn what other people think. You
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only know what you feel. (2:91)
And Mary described graphically some of those feelings. "It was like a truck had
run over me; like somebody had wrenched out my inner soul and walked all
over it" (2:91). She felt hugely vulnerable and had little control of her intense
emotions, which seemed to lurch erratically to and from numbness and pain.
Her "grief was so intense" (2:103) that she lost weight, slept poorly, and became so
absorbed in her sorrow that she became temporarily disconnected from her
family. She say$ she "lost sight of where they were" until they "woke me up"
(2:101).
Robyn also explained the loss of her only son as a traumatic experience; and,
indeed, she accurately described some of the clinical features associated with
trauma. Strong feelings of uselessness and hopelessness accompanied her
growing despair as she waited outside her son's hospital room for word that he
had rallied. It was as if chaos and numbness struggled to dominate her thinking
and she was paralysed by it. For months afterwards she experienced intrusive
flashbacks, unable to "get past seeing [her son] on life support...it was the most
nightmarish thing" (5:159), and Robyn's voice trailed off as she recalled the scene.
Robyn continued to feel alienated from other HIV bereaved people who had the
opportunity to Ciitre for their loved ones. And, unable to talk about her son's HIV
death with workmates, family and friends, her sense of isolation and dislocation
increased.
Early in her son's illness Katrina described herself as "a basket case" (10:19).
Collins Concise English Dictionary (1992) offers two meanings for this metaphor
that are congruent with the traumatic feelings Katrina was intending to convey.
"A person who is suffering from extreme nervous strain; nervous wreck," and
"someone or something that is incapable of functioning effectively" (3rd edition,
1992). At this stage in her son's illness Katrina had withdrawn from social contact
and seemed to be experiencing the kind of disorientation often associated with
clinical symptoms of trauma. After a while she was able to manage these intense
feelings and embarked on a prolonged and equally intense journey of caring for
her son which she described as "going through this trauma" (10:111). At the end,
her feelings of hollowed-out emptiness and her sensation of being stuck in the
grieving process suggest that her experience has been very traumatic.
It's like there's just this big nothing. What do you build out of
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nothing? You've got to have some sort of block or something to start
with. Even now I don't feel like I've got anything to start with. It's like
I just haven't found my footing yet and it's- where am I going to from
here? My life with [my son] no longer exists- the way it was. (10:205)

The ongoing nature of grief. Some participants were very conscious of the
ongoing nature of their grief. They understood that it was a process, rather than a
static condition, and there were constantly changing moods and feelings as they
moved on through the process. Mavis said:
I still... haven't worked through all my grief and I know I haven't, so I
just find outlets for it.. .. Like my work. .. in HIV and sexual health... all
that stuff is part of my commitment to ... making his death matter
.... And the private stuff that I do, like making a grove of trees for him
down there. (14:51&55)
Mavis directed my gaze, through the window, to some sentinel saplings at the
beginning of a track down through her garden where we later strolled. At the
time of our interview she was still struggling with her grief but aware of being in
the process of 'letting go.' Every time she does another educational contract she
hopes that she is preventing someone else from ever being infected or affected by
HIV I AIDS. However, underneath it all there remains "that huge frustration and
distress inside" (14:332) because her own promising relationship was so painfully
aborted.
Katrina also asserted her understanding that grieving would be a constant factor
in the rest of her life. But she was equally clear that she had developed strategies
to cope with it. "I've got lots of little different funny ways I deal- and I'll probably
do it for the rest of my life - of grieving for him" (10:178). She followed this up
with an example: on the anniversary of her son's birthday, the family repeats a
ritual they had carried out at his funeral, where a helium - filled balloon on
which they have all written messages is released into the air.
For Gloria, the hardest part of her loss is the loneliness she now feels. Every day
she just wants to hold her daughter in her arms. "People say these absurd things
like, you know, 'you've got other children' ... but .. .it's not the same. It's an
emptiness you can't fill because [she's] not here" (6:31). In this respect, Gloria's
grief lives on. However, she has found new ways of presenting herself as a
bereaved mother and given new meaning to her daughter's death by becoming
politically active on behalf of all parents who have lost children.
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The complexity and degree of each person's pain and suffering was influenced by
many factors, both internal and external. Individual emotional responses to loss
varied significantly from person to person depending upon their personal
history, and circumstances; and each person experienced a diversity of feelings
and moods across the period of anticipation of, preparation for and adjustment
to their loss. These classifications simply represent a way to begin thinking about
the imbroglio of grief responses to HIV I AIDS loss which were recounted by these
participants.
Humour counters despair

Coping with loss and the day to day difficulties of supporting a seriously ill
person seems an unlikely context for humour but for several of these particpants
it was a sort of positive counterbalance used to deal with some of the more
harrowing and sensitive issues around living with HIV I AIDS, death and dying.
When there was little else positive left to do or say these grieving people often
found that they could still laugh. Mavis, herself a petite woman, described her
attempts to go walking with her friend during a hospital stay.
He was hallucinating; and he was listing to the right which always
made me laugh... and he was very big. He was about six feet four ... and
he'd say, "I need to go for a walk" ... and off we'd go walking down the
hospital corridors ... and I'd say, "You're listing. For God's sake stand
up." So funny. It was hilarious. I mean all we could do -was laugh. I
mean, we still laughed. (14:170)
Earlier in the progression of her friend's illness Mavis had done so much crying
that it was a relief to find that at this later stage she could still find something to
laugh about. It was as if the laughter was a kind of protective emotional cover for
the intense feelings of despair underlying the ridiculous situation in which they
found themselves.
When Bev was being interviewed for a documentary which focused on her
son's illness, and eventually his death, he used to joke with her. "He'd say, 'Oh,
there goes Mum a television star,' just jokingly, when I was going along for the
interview. And I think he felt proud that his story was going to be told" (3:213)
said Bev. Ther~ seems to be a sense in which this joking approach lightened the
sober task which Bev had undertaken and helped them both to cope with the
deeply painful combination of pride and sadness entailed in making the
documentary.
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Sara says she enjoyed the times when she could look after her dying son "and
laugh with him and giggle .. .it really was lovely" (16:196). Later, when he was in
the hopsice, Sara and her daughter Emily recalled a time when their son and
brother had plea,ded to be allowed to get out of bed even though he was very sick
and slipping in and out of unconsciousness. Emily described the situation:
Suddenly his eyes would open and he'd say, "Get me out of this
fuckin' bed!" So I'd scramble to get him out.. .. Heave him out, for God's
sake. And it would take half an hour because I'm only short. Wind
him up and wind him down again. You'd get him out. He'd be into
unconsciousness again. You'd sort of keep him in the chair for half an
hour and poke him awake. "I don't want to go to fuckin' bed!" he'd
say. (16:388)
Sara said she could see a funny side to this because her son would never say that
in front of the nurses. His impudence and their own complicity in helping him
to get what he wanted made for a certain defiant brand of humour that they all
seemed to enjoy even though he was so desperately ill. Emily, also told how
laughter was a memorable part of her brother's last hours. About twenty-four
hours before he ylied, he refused to take any more medication. Emily said he was
sitting up but his eyes were shut and the staff said he was unconscious. She asked
if she could try to persuade him to take his medication; so, she took the pills and
said, "Oh, come on [brother's 'pet' name]," (16:379) and she thought she saw his
mouth go tighter. So she leaned forward and offered him a childhood taunt. She
said, "You little liar face!" (16:379) and he laughed. He never opened his eyes but
they got the pills in. Emily said he was just so weak with exhaustion that he
couldn't be bothered with his pills any more; but she was amazed that her old,
familiar taunt ha,d the power to rouse him and that he had laughed with her one
.

I

last time.
Jo expressed her appreciation of friends who came and sat, and talked and joked
with her husband when he was very ill. Humour seemed to provide a welcome
and lighter cou:p.terbalance to the solemn knowledge that they were living in
anticipation of death.
Perhaps the most poignant use of humour was recounted by Katrina as she
referred to the eye of her fifteen-year-old son's death.
The night before we had such a good night.. .. We spent most of- I think
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most of the family and friends were up there [at the hospital] 'til about
eleven o'clock just laughing and carrying on. He'd pop himself into
bed and he'd doze off in between times. But we'd still carry on
laughing and joking and he'd wake up and he'd just sort of have a wee
wink at me and say, "Oh, you're still here. What are you laughing
about now?" - sort of thing. "Fill me in on what I've missed" - sort of
thing- you know. And then he'd join in and be quite able to carry on
for another few moments or whatever. It was quite a good night.. ..
(10:191)
Humour often seemed to provide considerable relief for these participants as they
struggled to cope with their sadness. Jokes, laughter and giggles had a sustaining
influence for thpse who perceived that all too soon their world was going to
plummet into deeper despair. Far from trivializing their loss experience,
humour seemed to add a dimension of value which they appreciated and
embraced.
Within the gay community itself humour was a kind of coping mechanism for a
marginalised minority. The ubiquitous gay jokes, of the 'in-house' variety, were
mentioned by several participants. Alex explained that, "You learnt by the
jokes ... all the gay, nasty jokes ....That was the gay culture ... You joked about things
you were scared of" (13:9-11). He also believed that a lot of the humour was very
negative. "You can take some of the jokes but some of them get really close to the
bone" (13:91). However, maintaining the ability to laugh at oneself seemed to be a
means of keepin.g despair at bay, while simultaneously keeping one's sensitivities
alert.
Welby, too, recalled "all those jokes" (4:91); for example, "that AIDS joke about,
'what's the difference between AIDS and true love?' AIDS lasts forever - you
know." And then he flicked his hand across the front of his body in a dismissive
gesture," Oh, shit ... that's very bleak- it's very gay" (4:91-93). Welby alluded to "a
lot of awful jokes ... which I won't relate on your nice tape" (4:6); but he did
describe a" really neat T-shirt that said 'Ugly but Alive'." He explained that this
was also a form of "very bleak, gay, humour" (4:8) in response to the initial, but
erroneous, idea that it was only the handsome young men who died of AIDS.
However, it seems that the gay community did not have a monopoly on AIDS
jokes. Warren described how members of a men's organisation in their small
town often engaged in 'taking the mickey' out of homosexuality and AIDS. Some
of the extant gay jibes and quips had the potential to be hurtful, especially when
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they spilled from the tongues of those who had little understanding of either
HIV I AIDS or the gay culture. Warren acknowledges that there were some people
within the organisation who were sensitive to his brother's condition. "The word
quickly got around ... somebody said, 'Hey, you shut up about those jokes especially when he's around'. It was a bit close to home" (1:177).
Occasionally the humour was very black, a sort of "gallows humour" (Shilts,
1987) reminsicent of another age, where women sat around the gallows with
their knitting waiting for the executioner to do his work. Hugh recalls a friend's
funeral. "As his coffin was being carried out we had Queen playing 'Who wants
to live forever?' which was sort of like, Ugh! Who wants to live forever" (15:182).
Hugh gave a shrug and grimaced as he flirted with the irony of those words,
pretending to 'cock-a snook' at life. They seemed to convey a sense of the futility
of a life which vyas fused with the inevitablity of death anyway. Perhaps there was
a sense in which Hugh and his friends had sat around, during the time they had
cared for their friend, caught up in the drama of a life about to end - although
sans knitting - waiting for the virus to execute death.
Black humour, characterized by tragedy, disaster and despair, was often associated
with deeply personal and sensitive moments around the funeral and burial or
cremation procedures. Margaret and Warren laughed as they related the story of
his brother's ashes; and they seemed to enjoy the performance aspect of their
story-telling. On the surface they seemed light hearted enough, but their
humorous venegr masked a meta-story - the poignant moments around the
return and burial of Warren's brother's ashes several weeks after his death.
Warren began with an explanation that there was no crematorium in their
vicinity so his brother's body had been sent away to the nearest city for cremation.
Margaret, interq.1pted at this point and continued with the story.
She explained that Warren had gone into town for some messages and he was
also planning to call at the undertakers to see if his brother's ashes were back.
Later he came home with two parcels under his arm, one wrapped in newspaper
and the other in pink tissue paper. Margaret said she had temporarily forgotten
about the ashes, and she was curious about the parcels. The one in the newspaper
was mullet bait for Warren's fishing expedition but she thought the pink one just
might be for her. So with child-like anticipation she said to Warren, "Oh, you
lovely man, have you brought me a present?" (1:398). She tells how he handed
her the box and said, "No. That's [my brother]!" Margaret acted out a crestfallen
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moment before she burst out laughing. For Margaret and Warren, the thought of
their brother coming back as a gift all wrapped in pink tissue paper was a bizarre
kind of joke. As they laughed, I too, was drawn into the sense of the ridiculous
that they conveyed. The whole scenario of their brother's 'home-coming' had a
surreal quality to it. They embellished the story still further with the details of
how they wrapped him up in his old denim jacket and how he 'lived' in the
wardrobe until after the winter when family members could get together again to
bury his ashes. Lifting their story from the pathos of painfulness to a stratum
where they could laugh and smile about what they had done, seemed to help
Margaret and Warren cope with this sensitive stage of their loss journey.
Suddenly, in the middle of his story about a journey to San Francisco for the
annual Candlelight Memorial march, Tim diverted to tell of the night he 'slept
with' someone else's partner. "Oh, I should tell ... " he began, with a self-conscious
smile, and then unsure of the interview decorum, almost changed his mind. It
seems that he was also testing my reaction and with some brief encouragement
he started again into his

reminiscence. It revolved around the sleeping

arrangements at their hotel where they discovered that a single room, with two
double beds, had been booked for the four people in their party - Tim, a gay
couple, and a nun. Tim blanched at the thought of getting in to bed with a nun;
but his gay friends helped him to save face. He slept with one of the partners and
the other one slept with the nun, a situation which Tim found nervously funny,
bordering on promiscuous, profane and improper. And yet, he told the story with
a twinkle in his eye and he seemed to enjoy 'taking the mickey' out of his own
sense of propriety which had been moulded by his earlier conservative, rural,
church connections. On the surface, this diversionary tale may seem to have
little to do with Tim' s dominant loss narrative; and yet by weaving the
humorous diversion into his story Tim was demonstrating the very attitude that
had enabled him to cope with his original loss experience. He had summoned
the strength to defy convention and liberate himself from its restrictive influence
in his life.
Reflections on the frank and sometimes disarming revelations of these grief
encumbered people, suggest that humour and laughter were important
prophylactics of despair. Humour was therapeutic and liberating in the sense that
it seemed to offer some space, time and energy for learning and adapting to

change. Shared laughter has brought some of these HIV I AIDS affected people
back a little from the edge of the chasm where despondency loomed. Often, there
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was a subversive quality in their laughter and humour which seemed to defy the
hopelessness of their situation; and humour seems to have given them some
booster strength to adjust to a different reality.
Diets, remedies and treatments.

Particpants in this study sometimes referred to the efforts the infected person had
made- with varying degrees of hopefulness and success- to find their own cures
and to take control of their own wellness. Both orthodox and alternative diets,
remedies and treatments were embraced as the infected person strove to control
or ameliorate symptoms of the encroaching virus. Often the participants
themselves were accessories to their friend's or family member's wishes, locating
particular ingre9-ients and preparing special food or attempting to understand
and moderate the effects of certain drug regimes.
Warren recalled that during the course of his illness, his brother experimented
with "some weird and wonderful diets"(1:152), including yeast-free, butter-free or
sugar-free foods. Margaret said, "I can remember cooking these horrific things
that were like cardboard" (1:155). But in his last four months their brother
abandoned his disciplined pursuit of health and declared that he was going to
enjoy himself. Warren recalls "smuggling" a big packet of fish and chips into .the
hospital one night only to find that his brother could no longer enjoy the treat he
had been looking forward to.
Katrina believed that she could have built her son up "a lot faster with high
protein foods ... " (10:27) and that she could have prevented his T-cell count from
"dropping too much" (10:27) if only the medical staff had been prepared to tell
~dually

happening. She often felt "fobbed off" (10:27) with
explanations and reassurances that did not match the deteroriation that she could

her what was

see in her son's health.
As a supplement to orthodox treatments, some HIV infected people invested
considerable time and money discovering and applying alternative forms of
medicine to treat their particular condition. Warren and Margaret were aware
that their brother had "huge outgoings" (1:159) on his garlic tablets and other
natural remed'ies.
Alex, a participant who is HIV positive himself has great confidence in the power
of positive th~nking and visualisation. He has been part of a "Wellness"
179

programme where he learned the mantra, ''Think well. Be well." He says he has
learned not to hate the virus because if he does he is hating a part of himself and
that is destructive. He believes that would be giving the virus power to eat away
his cells. Alex visualises the virus as "a wee, green, slimy packman" (13:228)
whom he has persuaded to go to sleep for a few years. Alex's apparent success
spans an eleven year history of HIV.
Katrina said when her son became seriously ill he was subjected to all sorts of
routines by a conscientious medical staff. He was "checked over" (10:43), weighed
and measured, and blood samples were taken. When he was admitted to hospital
he was "stuck immediately onto IVs" (10:43). About this time, Katrina had
travelled to an Australian conference to learn more about AZT a drug that had
proven effective for prolonging and improving the life quality of those with HIV
infection. However, there was still some uncertainty about the side effects for
haemophiliacs. Katrina was aware of some talk about liver damage and other
problems; but what she learned at the conference reassured her. She had
previously mentioned AZT to the doctors and she learned from them that her
son "was not eligible for it...at that stage" (10:45). She believed they had a certain
T-cell count in mind before they would start him on it. By the time her son's
condition had deteriorated to the point where AZT became a viable option,
Katrina had all the information she needed to help her make an informed
decision in favour of that particular treatment modality for her son.
Jo said her husb,and was on AZT. He also consulted a psychologist because he felt
his memory was impaired. He wanted to stay well so that he could work for as
long as possible.
Warren said that the medical staff were about to start his brother on a course of
AZT but his condition dropped below a critical point too quickly for him to
benefit from it. He had been through two courses of intravenous antibiotics and
was about to start a third when he decided that he had had enough. He insisted
on having the d~ip removed. Warren says he actually improved for a short time
following this.
Bev said her son's radiotherapy treatment which caused severe burning to the
roof of his mouth and throat, and resulted in his beard falling out was one of the
harshest treatments he had to endure. Coupled with his already gaunt
appearance, it made him look terrible; but it did heal the Kaposis sarcoma to the
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point where he c;:ould eat again.
At the time of her daughter's illness, Gloria believed that medically we had the
best doctors here in New Zealand, and the best care. Many experimental drugs
were accessible for her daughter then, that have only recently become more
readily available in the general system.
Rose was happy to put a lot of effort into occupational therapy for her elderly
uncle. She was delighted to see him out in her potting shed one day surrounded
by the children, happily planting some miniature roses into pots. So she went off
and bought some more, thinking she had discovered a way of keeping him
interested in life. However, he seemed not to have the energy the second time
around and did not go near them again. But Rose was not so happy with the drug
therapy situation. She could not accept that her uncle needed to go on AZT when
he had absolutely no chance of survival. It was an expensive form of medication
that she thought should be directed to help someone much younger. Knowing
her uncle's philosophy - he was content and he did not have a problem with
what was happening to him - she felt it was money wasted. His life was drawing
to a close and he did not need AZT to prolong the inevitable. Rose understood
the medical ethics in relation to saving lives, but that did not make the routine
administration of AZT any easier for her to accept.
Important decisions about whether or not to let the disease run its natural course
or whether - and how - to intervene affected not only the patient but also the
participants in this study. Natural remedies, alternative therapies, creative diets,
and prescribed orthodox drugs and treatments all seemed worthy of
consideration; and were eagerly taken up at various junctures in the progression
of the illness. Such action was not futile when psychological and physical pain
was reduced and meaningful life was extended. But despite these positive steps to
take control of the illness and to circumvent the ill effects of a wayward disease,
deterioration occurred. The participant's anticipatory loss became a stark reality
and each person struggled to cope with a further level of grief and pain. They
watched helplessly as one or other of the opportunistic infections associated with
HIV I AIDS eventually claimed the life of their friend or family member.
Funerals

Funeral rituals usually marked the end of a difficult and protracted phase of
illness and stress. Although no specific questions were asked about funerals all
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participants referred to them and some spoke at length about this important
transition rituaL The funeral was another turning point in their loss experience.
It provided an opportunity to say goodbye in a more formal way; but it did not
mark a decisiye end to the relationship. Some anticipated effects and
implications of the HIV I AIDS loss became painfully real for many; but there
were also some

distressing and unforseen events which complicated the

particpant' s loss experience.
For four particpants the funeral farewell was a sad but uplifting occasion; and two
of these people felt the funeral also offered an opportunity to celebrate the
deceased person's life. Eight participants described stressful or painful experiences
or negative feelings in relation to some part of the funeral rituals. Three
participants were not present at the funeral service, mainly because they were
held overseas, put also because, in each case, they were not recognised as
significant mourners.
Planning and participating In the funeral rituals. The degree to which
participants were encouraged to share their experiences or their connections with

the deceased person varied greatly. Hugh's friend had planned his own funeral
and he had askyd for Hugh to conduct the service. For his part, Hugh wanted to
contribute to a suitable farewell that would reflect the significant contribution
this man had made in terms of HIV and drug education, organisational change,
policy and even governmental change. His coffin was made by his massage
therapist - a timber box draped with the rainbow flag to recognise his gay
connections. "Some of the music was pretty astonishing but they were all things
that he wanted" (15:182), declared Hugh, smiling, as he recalled some of
'Queen's' lyrics. He felt that the funeral went really well. "We had an opportunity
for everybody to say what they wanted to say - and that was important" (15:182)
Hugh concluded. But he also spoke vehemently about other funerals he had
attended where mourners who had supported the deceased were effectively
silenced. "That can be very frustrating" (15:225) he declared.
The morning after their brother had died the vicar came to join Margaret and
Warren at their place for breakfast. They pulled out their brother's notes and, in
accordance with his wishes, together planned his service. He had chosen a
particular poem that he wanted which Margaret had to search out among her
local contacts; and he also chose the songs. Margaret and Warren selected a
reading which Margaret read, and several friends spoke spontaneously at the end
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of the service including the kaumatua at the local college where their brother had
taught. People had gathered from all around the country and from all walks of
life, his gay motorcycle club friends, people from the dramatic society, former
students, and many other friends, to pay their last respects. A sad but touching
moment occurred when their young son "took off out of the church service"
(1:360). A friend of Margaret and Warren's looked after him outside. After the
service, as they were carrying the casket to the hearse their son appeared with a
little bunch of daisies that he went to put on top of the casket. His grandmother
was going to stqp him when Warren and Margaret intervened. They felt that this
small act would help their son to express his feelings for his uncle.
Cultural ethics. At the time Mary's son died there were still many perplexing
questions about how long the HIV virus lived in a body after death. Some

funeral parlours insisted on closed or glassed caskets. But Mary's whanau were
determined their son should have a tangi where he would be honoured
according to tikanga Maori. Mary was adamant that he would not be made "any
lesser" (2:44) because of how he had died or what his life-style had been. It was
important that he be given the same dignity as any other person who had died.
Mary explained that the only way they could circumvent the local Area Health
Board's request that the coffin be glassed was lo help them to understand that the
marae was, in fact, a family marae and it was not a public place. So, after very full
discussions and negotiations with the funeral parlour and the Area Health
Board, Mary's son's body was escorted home, by members of their whanau, to lie
on the family's northern marae in an open casket. If the funeral had been in a
public place, such as a hall or church, the authorities would not have made such
a concession. The whanau escort is a part of tikanga Maori and Mary explained
that on this occasion it was also a uniting and healing factor for her family who
prior to this had been divided in their support of Mary and her HIV I AIDS
affected son. When it came time to bring him home the old grievances were also
laid to rest.
Maori cultural beliefs and practices provided an opportunity for Jo to share her
loss with significant others and to gain great comfort from doing so. Jo's husband
had a traditional Maori tangi and she explained that "some of the kids would put
their little dolls or little bits and pieces in with him" (7:149) as he lay in his casket
on the marae. This was a very touching memory for her because her husband
had a particular affinity with these children. They also formed a guard of honour
while singing 'Te Hokinga Mai' (The Return Home) as his body was taken from
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the marae. Friends and whanau accompanied her husband's body, from the city
where they had more recently lived and where he died, on the long bus journey
back to his former home and final resting place in the north.
When Margaret and Warren had discussed funeral arrangements with their
brother, he had been adamant that he did not want to be buried in the public
cemetery. He had expressed a wish to be buried in the Maori cemetery near his
house if that was possible. However, their minister, who had advised them on
issues of tikanga Maori, deemed it inappropriate. Margaret and Warren
understood and accepted this. Warren's brother was not Maori, and his funeral
service would not follow the traditional Maori protocol of a tangi on the marae.
The family decided that cremation was more fitting and they would later deposit
his ashes on the hillside above his house.
Viewing the body. When Warren's brother died, in 1988, there were only two
undertakers in their area who would conduct a funeral for somebody who had
died of an AIDS related condition. So Warren asked his brother's preferred
undertaker if he would oblige. The conditions that were set down included no
viewing for friends or relatives. The body would be double body-bagged and
would remain, in the morgue until transfer into the coffin half an hour before
the service. Margaret and Warren had come to terms with this 'necessity' about
two months before their brother died. But many friends arriving the night before
the funeral did not anticipate this. In the middle of their own mourning,
Margaret and Warren found themselves comforting friends who were dismayed
when they realised they would not be able to say goodbye at the open casket as
they had hoped. However, this was the only 'glitch' in an otherwise "lovely
funeral" (1:360) which had been carefully planned and was a "real celebration"
(1:327) of their brother's life.
The comfort of a w;1ke. After the funeral everyone joined Margaret and Warren
at their home where picnic tables had been set out on the lawn and a countrystyle, post-funeral wake swung into being. Margaret and Warren felt greatly
comforted by the presence of so many people who, they believed, had come not
only to honour their brother but to support them as well.
The funeral as a celebration. Gloria said that her daughter's funeral had been a
very expensive one but that is what the family had wanted to do for her. They
had planned all the details with her before she died including the wording of the
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funeral notice which would appear in the newspapers. It was Gloria' s firm belief
that a culture which celebrates the birth of a child should also celebrate the death.
It was a way of acknowledging that they had given so much within their lifetime; and it was important to value and honour that. Her daughter's very public
and celebratory funeral was one way of helping the family cope with their
profound sense of loss. Gloria has also kept her daughter's ashes in an urn which
is displayed in a shrine-like room in their family home. Gloria explained that it
was her daughter's wish to remain with her family. When Gloria dies her
daughter's ashes will go with her wherever she is laid to rest.
Segregated farewells. Not all funeral ceremonies were as conciliatory, comforting
or as celebratory, as those previously described. In James' case, his friend's
funeral proved to be a very stressful occasion. His friend's brother insisted that
the funeral ceremony be held in the town where he lived and not in the city
where James' friend had made his home. James suspects it was because the
brother was frightened of who was going to be there if it was held in his friend's
home city. The brother had learned only three weeks before that this was an
AIDS related illness and he was concerned that his dead brother's gay friends
would be a conspicuous presence at the funeral. But having made the decision to
move the venue for the funeral he, then, did not attend it himself. However, his
decision had effectively prevented many of his dead brother's friends, colleagues,
and associates from being present. James said that he, himself, had to fly to the
funeral, for the day. He also delivered the eulogy which he found very difficult to
do because the rest of his friend's family were there. However, none of them
were able to do it because they did not know enough about their brother. James
said that, later, a number of the dead man's friends who had "felt really denied by
those funeral arrangements" (12:121), gathered in his home city and held their
own memorial ceremony for him.
The cost of maintaining appearances. In an unusual set of circumstances which
Mavis described as "a complete farce" (14:206) she found herself at her special
friend's funeral which was being conducted by her estranged husband. She had
the support of two or three friends who were aware of her closeness and
commitment to the deceased man and their developing relationship; and she
had been coping well until the coffin was carried past after the ceremony. That
was when she broke down. "I could not cope with the fact that my huge, huge
[name] who was a huge guy, was in this bloody box- you know- that was just the
end of it" (14:135). At that point she and her friends made a quiet exit out the back
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door and went off to share their grief in a way which they felt was more
appropriate. Mavis was overwhelmed by the "enormous hypocrisy" of the
situation. She said her estranged husband hated her friend because he perceived
that she had run off with him. Mavis then explained the circumstances,
including her powerlessness, which had led to his conducting the funeral. It had
been and was still obviously painful; but she laughed, ironically, and claimed that
now, she could write a play about it.
Disputed mourning rights. Beliefs about whose mourning rights are more
important are often challenged by the funeral rituals. Sara' s son had arranged
many of the details for his own funeral service including the music which she
also loved. She felt that the actual service was, "Really lovely - if you could call a
funeral lovely" (16:355), but she was desperately unhappy with the seating
arrangements. She described how her son's partner and his family, including his
mother, sat up the front by her son's casket. Sara and members of her family were
left to take seats behind and further away. She was also upset when they spoke
about her son as if he had no other life than that which he had lived with this
recent partner. But, she acknowledged that a photo montage his partner had
made of her son and his many interests did help to counter that impression to
minor degree. The most affirming part of the service for Sara was a eulogy,
delivered by her older son, which provided a much broader view of her deceased
son's life. But that also caused some fractiousness between the two families. His
partner felt that Sara' s older son had no right to stand up and speak about his
brother. While claiming his own, essentially spousal rights he overlooked the
family of origin's much longer and equally valid ties to his partner. Sara and her
family were deeply distressed by his perception of their differing relationships.
The deceased"s wishes - a question of honour? For some participants recollection
of the events surrounding the funeral yields sad, painful and even angry
memories. Rose was emphatic that her uncle's farewell was "a bloody disaster"
(8:45). He had originally insisted that he did not want a funeral service and there
were to be no death notices until after he was buried. He had bought his own plot
in the cemetery next to his partner and Rose, alone, had promised to accompany
his body to the grave. She explained how the emotion of her commitment to her
dying uncle had been cloaked in humour. With a kind of fake largesse she had
assured him:
'There's no way known that you are going to that burial plot...without
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me going with you and knowing its you in that hole.' You know, we'd
joked about that and it was just the way it was going to be. (8:47)
But other family members were "devastated" (8:47) by his thinking. They asked
Rose to try to p~rsuade him to change his mind. Rose managed to get his consent
for a service at the funeral parlour. Later, when her uncle died the relatives
organised a ceremony which Rose admits was quite pleasant. She said that was
not a problem; but she declared emphatically, "that's where it should have
stopped" (8:47). However, when she got to the cemetery and found a whole
gathering of people who "in theory weren't meant to be there" (8:49) she felt
extremely upset. It was all wrong and was against her uncle's express wishes. In
the circumstances Rose was unable to fulfill her promise to him so she just
walked away from it all. She doesn't really know how it all ended at the
graveside. She has never been back and does not want to go. The quilt that she
has made for him has become her personal memorial instead.
Educating the funeral industry. After her son's death Bev became involved in
HIV education and was asked to speak at a funeral directors' conference.
Although she had recently recovered from "a major depressive episode" (3:157),
and she did not see herself as a competent speaker (3:205), she agreed to do so
because "we didn't have a very good funeral experience" (3:205). Her son had died
earlier in the epidemic when fear and stigma was particularly prevalent in the
funeral industry. She wanted to contribute to positive change by describing a
parent's viewpoint of what it had been like to live with a son who had the virus
and how it felt to cope with his death and funeral. By inviting Anne to speak it
seems that the conference organisers were opening up the way to some kind of
"partnership accountability" (Hall & Greene, 1994) between the funeral industry
and the community within which it worked.
Custodial rights of the body and/or the ashes. Katrina recalled that at her son's
funeral they had all written little messages to him on helium balloons which
they released into the air. She still does this on the anniversary of his death as an
act of remembrance. Katrina also has his ashes at home and often, as she walks
by, she will tell him she loves him. In the early days following his death she and
her ex-husband shared custody of their son's ashes but after some family angst
Katrina decided to keep them. "I've got my son .... He's there if he (her exhusband) wants him but I'm happy to have him" (10:186). The long term plan is
that whichever parent dies first their son's ashes will be buried or cremated with
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them.
Following her son's death the support offered by her ex-husband and his
extended family was greatly appreciated by Robyn. She explained that her exhusband and father of her son was part Maori and they wanted him to be with
them. Even though it was strange and very difficult for Robyn to return to her
former family home she was happy with the arrangement. She did not want her
son to go to a morgue and her present husband did not welcome the prospect of
having her son~,s body at their home. Besides, her son's father and his family had
flown to his bedside to be with him during his days in critical care and it seemed
entirely

approp~iate

for his body to be released into their care until the funeral.

Who pays? Alex's first lover had suicided overseas and his parents did not want
Alex at the funeral So, on that day Alex flew home to be with his family in New
Zealand. Later, when Alex's second partner died the funeral arrangements
proved no more satisfactory. Because this partner was Maori the family held a
h u i at the coup~e' s house. Alex was resentful when his partner's family left with
nearly all his possessions but expected Alex to pay half the funeral expenses.
A sensitive transition. A positive funeral experience may provide support for
families and friends and help to facilitate entry into a new phase of healing in
their lives. How~ver, the debilitating effects, both psychological and
physiological, of having lived through a prolonged period of oscillation and
uncertainty often left its stressful mark. Tension and strains which had
developed for some individuals and between families, during the period of
illness, tended to surface dramatically around funeral time. Occasionally some
difficulties were able to be resolved, but more often than not they left an
unhealed breach which added to the burden of grief for many of these HIV I AIDS
affected participants. Some people in this study who had been denied access to the
body or who had been unable to participate in the funeral rituals faced a further
impediment to their mourning process. Opportunity to become acquainted with
the realities of death was an important part of their attunement to life without
their friend or family member.
The disenfranchised grief borne by some bereaved partners in this study caused a
great deal of anguish for them; but equally distressing was the attitude of a young,
gay, partner in a relatively new relationship who simply denied the attachment
and grief experience of his partner's family-of-origin. The complex issues
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surrounding HlV I AIDS loss and grief seem to compound the stress which people
often feel at funerals; and they require extra careful and considerate negotiations
if the funeral is to be helpful for everyone. The immediate post-death period,
when the bereaved often feel particularly stressed and vulnerable, is not always
an appropriate time for such negotiations to take place. For many people in this
study it seems that the creation and ritual dedication of a memorial quilt panel, at
a much later date, was a far more empowering and personally satisfying way of
managing the despair, anger, sadness, and grief related to their HIV I AIDS loss.
Religion, spirituality and the 'afterlife'

Religious or spiritual comfort and consolation provided a measure of support
and some way of giving meaning to suffering and death for many participants.
Nearly two thirds of those interviewed made specific reference to religious or
spiritual influences in their lives as they faced the illness, dying and death of
their loved ones. For those who had a religious frame of reference it was related
in all cases to Christianity. No other world religion was mentioned. For some
others Christianity, or indeed any formal religious system, while not decried, was
clearly not their personal cornerstone. Nevertheless, a spiritual dimension was
obviously very important to them.
The influence of the dead. Six participants spoke of supernatural experiences
associated with the aftermath of the death and sometimes in connection with the
creation of a quilt panel. They reported having had strong feelings of their friend

or family member's 'presence' sometimes accompanied by heightened aural and
olfactory sensation.
Some participants, like Welby, held very idiosyncratic beliefs. His thoughts about
death and the afterlife, for example, included a strong sense of spiritual
permanence. The body may rot and the bones eventually crumble away but the
essence of a person actually survives. However, he declared firmly, "I sure as
hell, can't fit it into a theological picture ... " (4:117). One of the most difficult
aspects of the bereavement process for Welby was the longed-for return of his
lover's spirit. His lover had become ill and died while overseas; but prior to his
death he had promised to send his spirit back to Welby, here in New Zealand. As
time passed and it did not happen Welby's disquiet increased. He began working
on a quilt panel in the hope that it might be a catalyst. Throughout his
endeavours he kept wondering, "Has he already come back and I haven't heard?"
(4:46). However, long after he had consciously stopped soliciting his lover's
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spiritual return- and Welby divulged that he was "hungry for signs" (4:48) -he
did 'come back.' One day as Welby sat at the lake side in a reflective mood,
contemplating the water, he suddenly had a sense of his lover's spiritual
presence. This experience also helped Welby towards the resolution of his
grieving process. But his active belief that " the people you have loved, and who
have died, are still there" (4:113) created a personal dilemma. On the one hand
"you feel very looked after" ( 4:113) but on the other hand " you feel very
responsible" (4:113) for not damaging the relationship in any way. Shuchter and
Zisook (1993) have observed that "most survivors experience their dead spouse
as continuing to have an existence either in spiritual form ... or with some
lingering material elements ... " (p.34). While analysing his own experience and
acknowledging that, "it's crazy and it's inconsistent and it's wonderful" (4:117),
Welby also pondered on the meaning his beliefs held for him. "Maybe it's a self
preservation t.l;t.ing - for making yourself feel comfortable so you never have to
face the reality of death" (4:117). It seems that Welby's conclusions about death
and the afterlife were helpful for him. His ability to intellectualize and discuss his
experience in this way, enabled him to move back and observe, more objectively,
what had happened to him. This distance, in turn, seemed to offer him som.e
protection from the potentially devastating feelings that might otherwise lay
siege to his own grieving spirit.
The sight of a rainl;>ow triggered a sense of her son's spiritual presence for Bev.
She said that on the day of his funeral there had been a lovely rainbow across the
mountain ranges; and afterwards, on several occasions, there would be a rainbow
on his anniversary [of his death] or his birthday. "I just knew somehow or
other .. .I sort of thought that was his getting in contact with me or something"
(3:171). Bev had similar feelings when she turned the radio on and heard certain
music being played. If these things had happened only once she would have
thought no more about it but it was the recurring nature of these events that led
Bev to believe this was her son's way of keeping in contact with her. Birthdays
and anniversaries often become the focus of more intense feelings about the lost
relationship (Shuchter & Zisook, 1993); and it seems that Bev's attempts to cope
with the finality of her loss were simultaneously competing with her deep needs
to maintain the attachment with her son.
Following her son's death Katrina often felt his presence in the room with her.
But she had becom.e wary of telling anyone about it because of their scepticism.
Some people

ev~n

seemed to question her stability. "They just look at you and
190

think, 'crazy woman she's losing it' .... "(10:197). Katrina said she had " a lot of
funny experiences" (10:152) while she was making the quilt. She described the
process of making the down-figure part of it. As she added details and the clown
started to "come alive" (10:152), her feelings that her son was "coming back"
(10:193) also became stronger. She explained that it was almost as if she were
bringing his spirit to life. For Katrina, this was a comfortable feeling. During his
short life her young son had been her constant companion and she was happy
with the idea that he always would be. On another occasion Katrina recalled a
feeling that het\ son was "close by somewhere" (10:197), when she could smell a
particular fragrance that he used to burn in his oil burner. Even though she had
shifted house by that time, and no longer had any of that brand of oil, she
remembers the powerful feelings of her son's presence which were elicited by this
olfactory recollection. Katrina admits that she finds it really hard to cope with the
reactions of people who think that those sorts of things don't happen because her
own experiences run counter to this line of thought. But she has also met a few
people who se~m to understand and are even willing share their own similar
experiences with

h~r.

After his death, Margaret was still very much aware of her brother-in-law's
presence, especially when she started working on the quilt. She said that during
the hours she worked at the table, hand-stitching his quilt, she would "sit there
and talk to him" (1:525). Warren reported similar feelings of encountering his
brother's presence particularly when he visited his brother's house by himself. "I
always felt he was right behind me" (1:526), as if he were "checking up," (1:526)
he said with a wry grin.
Shuchter and Zisook (1993) make the point that the kinds of experience described
by these participants - the searching and waiting for the deceased to 'come back,'
the sense of the deceased being present with them and perhaps 'looking after'
them, their 'conversations' with the deceased, the olfactory, auditory and
visual signs and sensations - is commonplace amongst the grieving; and "all of
these 'unusual' ~xperiences occur within the context of normal reality testing"
(p.34), particular1y in the early weeks and months after the death.
Personal eschatology. Katrina said that during her son's illness he would
sometimes ask her if he was dying. She would reply that she did not know for
sure but that pyrhaps he was. She tried to be as honest as possible without

making him fearful. Katrina's efforts to answer his questions about the afterlife
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had included graphic and colourful word pictures of "a warm safe place - [where]
there's no pain, there's no anger, everybody loves everybody, nobody gets hurt
with bad blood products and things" (10:197). She said she just tried to turn
everything that was bad and painful for him right around into a pleasant new life
that he was going to: a life that contained a rainbow, a pot of gold, lollipops,
purple rain, and even ghetto blasters! She said that when she dies she'd like to
think that she will go to a better place than this (10:197). But more importantly,
she said she had created this particular vision of heaven for her young son
because it was "the only way I could think, to get rid of his fear of death and
dying" (10:197). Katrina's own faith in a better 'afterlife' seemed to be boosted as
she sought to provide this positive reassurance for her son. Even if the details
were not quite ilS she described them, she hoped that there was a better place,
beyond this life, where her son's needs would be provided for in a way that had
been impossible during his earthly life.
~fterlife

Alex's belief in an

was linked, almost apologetically, to the quilts as the

deceased person's means of communication between heaven and earth.

"It's

their doorway to heaven. I know it sounds weird me saying that. I believe,
though, in heaven.... Yeah. Very important. It is their window into the world as
well. They can look in. They can look through it if they want to ... " (13:395-397).
Alex was not

~:mly

describing his beliefs but he was demonstrating how he had

shaped his preferred new reality. His metaphor of "looking in" helped him to
reclaim his lost relationships; and, in creating his quilt panels, he had established
the means of staying in touch with his deceased partners. And it seems as if
Alex' s 'looking in ' metaphor was not only a way of seeing between worlds, but
also it included the notion of visiting. Sensation and conversation were part of a
later 'spirit presence' encounter for Alex which seems to have been a benign and
reassuring one, for him. During a period of indifferent health Alex says he not
only felt his pa,rtner' s presence but he was also comforted by a sense that his
partner was telling him that he was going to be okay.
The comfort of faith. Traditional theology and the dogma and ritual of the

Christian church has helped other participants and their loved ones to find a
measure of comfort as they faced death. Margaret described her brother-in-law's
agitation

severa~

hours before he died and how he beca.me very peaceful and

comfortable after the minister had been and said prayers with them. This
comforting effect also flowed on to Margaret and Warren themselves.
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Margaret, while reflecting on the complexity of her brother-in-law's character,
spoke about the strength of his faith. "That was a great comfort to him. He had
communion basically every day he was in hospital" (1:797). On an earlier
occasion he had 'phoned her from the hospital asking for his vicar. It was quite
late and Margaret, who was of different religious persuasion, felt uneasy about
disturbing the vicarage at that hour. However, she complied and found that the
vicar was out at a meeting. When he arrived home around midnight he went
straight to the hospital where he went well beyond the call of duty to spend
several hours prpviding comfort and reassurance for her brother-in-law.
Several weeks a£ter his death, when the family had a small ceremony to bury his
ashes Margaret, herself, took responsibility for the liturgy. "I'm the only one with
any - what shall we say - religious affiliatio:h... and I needed to say something as
we were putting these ashes in. I couldn't just do it'' (1:410).
Religious bigotry and unhelpful 'help'. While some individual clergy have been
very supportive, it seems that the response of the church to the needs of
HIV I AIDS affected people has often been inadequate. In some situations the
church and some of its members have even added to the distress felt by the
HIV I AIDS affected. Bev tells of the woman- "a very strong Christian" (3:128) who asked what was worse for her, knowing her son was gay or knowing he had
AIDS? Bev said she just looked at this woman in disbelief - scarcely able to take in
her intrusive question - and said, "AIDS, of course" (3:126). Bev surmised that,
"In her eyes, probably it would be just as bad to have a gay son... as to know your
son was going to die" (3:128). After her son's death Bev was also 'comforted' by a
"deeply Christian" (3:133) neighbour who told her that "God does know best,
dear. God knows best." Bev shook her head as she continued, "She thought I
needed to know that, but I didn't need to know that" (3:131). Bev believes that
these two women with their particular Christian biases were "doing it in the best
spirit" (3:133). She felt less angry with them than with another person who made
hurtful comments not "out of any religious conviction" (3:135) but simply
because she believed only haemophiliacs and children deserved any sympathy.
Christian ethics and HIVI AIDS. However, there are also particular churches, in
some areas, who have proved their willingness to adapt to the real needs of
people and communities affected by HIV I AIDS. A much more affirming
experience for Bev happened at an Anglican synod meeting where she took part
in a workshop entitled 'Our church has AIDS. What's that mean for Anglicans?'
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She was motiViated by her previous hurtful encounters to respond to the
accomodating e£forts of this church community as it tried to face some difficult
questions aroun<;i HIV I AIDS issues.
You know, we can't bury our heads and think that, no, it's not going to
affect our church. I spoke about my experience; and one chap was
sitting there and he kept turning his Bible - you know - looking for
quotes and everything. And I just gave my point of view of what I
thought a Christian response should be to it. I mean, the Bishop ... at the
time, he came up to me and he put his arms round me and thanked
me so much for what I've done. It just made me feel good. And I
reckon that was my gift to [my son] too. (3:207)
And there are

~ndividuals

within church structures who are prepared to act

according to their conscience in order to meet the needs of those affected by the
virus. Hugh tells the story of two nuns who quietly and subversively disregarded
their Bishop's mandate that they withdraw from their role as carers for an HIV
infected man. It seems that this man's association with the New Zealand AIDS
Foundation which promoted the use of condoms was a greater stigma than his
HIV status. "It's an astonishing organisational response" (15:190) declared Hugh,
reflecting on the Bishop's instructions. "It's just insane really"

(15:190). The

nuns' quiet rebellion not only takes a stand against the Bishop's mindset but it
also tells anothell' story. In the Christian context it represents Jesus' own attitude
when He risked

~astigation

to defy the authorities of his time.

Tim was so disillusioned by his church's attitudes that he remained silent about
his suffering and sadness. He confesses to being "almost afraid to admit" (11:37)
his long association with the Baptist church because of "the way it's veered to the
extreme right" (11:37). "There, of course, you don't talk about subjects like this
[AIDS]. They just froth at the mouth! So I wouldn't talk to any of my friends
there" (11:39). Later when he was ready to present his panel to the quilt project he
summoned the courage to ask some friends to hold it up while he took a photo.
And he told them he would not be at church that evening because he was going
to the AIDS candlelight memorial service. He hoped that he had given them
something to think about. But he shrugged as - with characteristic wry humour he pre-empted his own hopes, "It's no use talking about things like this in my
parish because it's just like red rag to a bull." (11:126).
The World Council of Churches (WCC) study document (1997) recommends the
creation of 'safe spaces' for HIV I AIDS affected people to tell their stories. Citing
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the gospel stories as foundational or "master stories" the wee suggest it is one
practical step that congregations could take in order to become genuinely healing
communities. However, the links between homosexuality and AIDS, and the
ongoing debate around issues of homosexuality and sinfulness, in the church
("Church faces ~plit," 1997; Paterson, 1996; "Presbyterians still undecided," 1998)
do little to make it a safe place for people like Tim to share their stories. Christian
doctrine also fosters the idealisation of marriage, and any sexual activity outside
of a consecrated relationship is, therefore, sinful.
Perhaps it was because Margaret' s links with homosexuality were a little more
vicarious than Tim' s that she was able to confront her church's representatives.
She was determined that her priest should bless her quilt panel although she
admits he was not keen. She remonstrated with him, " 'Father, if this were [my
brother-in-law's] headstone would you bless it?' And he said, 'Yes.' And I said,
'Well it's my headstone for [him] and I really would like you to bless it' " (1:776).
In the face of Margaret' s persistence her priest acquiesced but as she points out
"he was very 'anti' and really didn't want to bless it- didn't understand at all ... "
(1:776). Margaret is happy that her quilt has become a sanctified object, a symbolic
headstone which metaphorically marks her brother-in-law's final resting place in
this world.
The Christian doctrine of reward and punishment is encapsulated in much
Biblical lore; and the historical notion of a judgemental God who punishes
people for their transgressions persists in much Christian thinking. Illness has
often been construed by those within, and even beyond, the church community
as a kind of divine retribution or- as in Job's case- a test of character. However, it
seems there are few who would regard a child's illness as a test or punishment
from an exacting Deity. But ironically, Gloria turned the blame for her daughter's
illness right back on God. Feeling shocked and angry about her infant daughter's
HIV diagnosis, Glm;ia railed at her minister and wanted to know how God "could
be so cruel and do this to an innocent child" (6:15).
Mavis discussed some of the personal recriminations her partner visited upon
himself. Although he was Anglican, she categorised his Christian thinking about
his sexual orientation and illness in terms of his "Presbyterian mind" (14:206). He
castigated him~elf for being a 'gayboy', for going overseas to hide his sexual
proclivities, and for bringing shame on his family of origin, "like it's God's
punishment" (14:204-206) Mavis declared with a visible wince. Such attitudes,
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reflected by members of the gay community themselves, reveal just how deeply
they have internalised the homophobic censure of the Church.
God, however, was not always portrayed as the omnipotent judge or the ultimate
censor. Sara, whose own health was very fragile at the best of times thought that
"God gives you strength" (16:194) in times of crisis. She said her health was
her son was ill, which was really unusual for her, and she was
able to look after him when he visited during the earlier part of his illness.

marvellous

wh~n

Mary experienced God as the compassionate teacher and redeemer. She said that
Christ's death on the cross gave her insight into how his mother must have felt.
She was able to relate that to her own life and to reframe her personal tragedy as a
painful but "privileged experience" (2:93).
And I think that's what brought me out to walk again, as in my head
held high, and I don't care what anybody says or thinks about me. Or
what he WflS or what he did in his life whether it be right or wrong.
You know - God did nothing and he was crucified. But how much
trauma did his mother go through? (2:99)
Mary' s contemplation of the crucifixion story - not just the oppression and death
of Christ but also the suffering of his mother - ran parallel with her own
experience and gave her strength to face her loss. The WCC study document,
'Facing AIDS', {1997) makes the claim that Christ's identification with personal
suffering and his entry into it, ·calls not just individuals who are suffering but the
whole church - which is the body of Christ - to enter into the suffering of others
and to stand with them against all rejection and despair. The document states
emphatically that this position "is not an option: it is the church's vocation"
(p.44). And further, "because it is the body of Christ - who died for all and who
enters into the suffering of all - the church cannot exclude anyone who needs
Christ, certainly not those living with HIV I AIDS" (p.44). In opening itself to
persons living with HIV I AIDS it also enters into solidarity with them, sharing
hope and becoming visible to the world.
But the WCC study document also records what many participants in this study
have already experienced, the church's divided response to its vocational calling,
so far. "Some churches are showing courage and commitment in manifesting
God's love to person's affected by HIV I AIDS. Other churches have contributed to
stigmatizing and discriminating against persons,· thus added [sic] to their
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suffering" (p.44). The document recommends the advice of St Basil the Great to
all those in leadership postions in the church. Their responsibility is to "create an
environment - an ethos, a 'disposition' - in which the cultivation of love and
goodness can prevail within the community and issue in that 'good moral action'
which is love" (p.44).
For many participants and their loved friends or family members the role of faith
in their lives or their individual spiritual framework provided a valuable source
of comfort and support as they faced the harsh reality of death. But for each
person the religious or spiritual dimension carried a highly individual
interpretation. In the face of loss, a primary task for each person was to find or
create meaning out of the events which unfolded around him or her. Some
people found meaning in external influences, for others the locus of control
remained iri.ternal; but everyone had a system of beliefs about who or what
influenced the direction of events. These frameworks helped to sustain the
bereaved by enabling them to make sense of their complicated and harrowing
loss experiences.
Conclusion

Prior to the realization that a friend or family member had become infected,
HIV I AIDS was a largely unknown dimension in the lives of the participants in
this study. Their initial perspective included an imprecise understanding that it
existed 'out there' somewhere, in a distant part of the world; and a
complementary reluctance to believe that it could ever affect them personally.
They felt insulated by distance and life style from the sinister threat of the virus.
Consequently, when they found themselves in the untenable position of being
an I-ITV I AIDS affected person, their sense of dislocation was overwhelming and
debilitating. Fundamental understandings of who they were and what their
world was like

b~gan

to disintegrate.

The particpants' loss experience did not begin with their friend's or family
member's death - although fourteen people described the poignancy of the death
episode and the ci:rcumstances surrounding it, in considerable detail. For most,
the bereavement process began weeks, months or even years before with the
understanding that their friend or family member had contracted HIV and was
going to die, perhaps soon. In a few cases it began even earlier when the
participant first became anxious about a perceived change in the affected person's
demeanour, perhaps sensing that something major was wrong but being unable
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to name the problem. In these cases there was, at one level, a brief sense of relief
in knowing and naming the problem.
Often the anticipation of loss grew into a very lengthy and frequently traumatic
period as the disease progressed through a series of opportunistic infections. For
some, the

cour~e

of the disease was punctuated by brief plateaux of relief; for

others it either qverlapped with or led directly from one infection to another. For
most it included

profound experiences of grief including dislocation,

helplessness, frustration and despair. For some it also included moments of
humour - an antidote to anguish. Laughter, and jokes were recounted and
generally perceived as helpful, supportive and sustaining for the participants and
for those who were ill or dying. For all the participants their mourning
continued far beyond the funeral and the formal goodbyes. People in this study
have not only had to mourh the loss of their loved friend or family member but
also, through personal experience of marginality, they have had to modify their
own consciousness of what it means to be an HN I AIDS bereaved person.
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Chapter seven
SOCIAL RELATIONSHI PS
It is probably his own perception of the relationship that seems most

import(\nt to the individual, even though it may not always reflect its true
characteristics.
(Raphael, 1983, p.S)

Overview of chapter
This chapter examines the influence of a variety of social relationships on the
psychological health and healing of the HIV I AIDS bereaved participants. The
first part of the chapter considers the effects of changing patterns of health care
and the shiftin& relationships between health care providers and people in the
community. Following this, some observations of the relationships between
participants and a range of health professionals reveal varying degrees of support
and empathy. Then the effects, both maladaptive and adaptive, of denial and
secrecy in private and public relationships are considered. A section where
sensitive issues relating to powers of attorney and matters of the estate are
discussed, highlights the additional tension and anxieties in relationships
experienced by some of the participants in this study. In particular, it details how
the strain between families of origin and families of choice has affected some
participants. Another section deals with the complex issues around homosexual
relationships afJ-d HIV I AIDS in this country. Relationships with the media are
then explored. A final section considers educational initiatives which have
helped to promote positive social relationships in the community. Although
each of these sections is separately outlined and examined, it should be noted that
the boundaries between them are somewhat arbitrary. In reality there is much
movement and overlap.
Who cares? Support for HIV infected people.
The restructuring of health services in this country has meant that many people
have been called upon to take a share of the health care requirements of a friend
or family member in their homes or in the community. In this study, most
participants, representing the family of origin, seem to have borne the major
responsibility for the infected person's care, sometimes for a few weeks, more
often for months and years. Hospital and hospice care was available as a final
resort when family were exhausted, or when the medical condition required
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more sophisticate d treatments that could not be administere d within the family
environmen t; or when the patient was close to death. Some participants were
members of volunteer caregivers' support groups in their communitie s. For
these people the burden of care was shared amongst a group. Others, who were
personal friends of the infected person, found themselves in the position of being
intermittent and largely unacknowle dged carers, at least as far as the families of
origin were concerned. A few were unable to offer the practical care and support
that they might otherwise have been able to provide or contribute to because
their friend or family member had become ill and died overseas. For these people
feelings of isolation, helplessness and frustration contributed significantly to
their psychologic al burden of caring about the person with HIV I AIDS.
How do they do it? Honing HIV managemen t skills. In circumstanc es which
were beyond their control the caregiver participants in this study found
themselves thrust into roles for which they had little preparation or training.
They did not ever expect to find themselves having to care for a person living

with HIV. Their first task was to come to terms with what HIV would mean for
them; and then they had to be able to transfer that understandi ng to the various
members of their household. Hygiene measures were a necessary part of daily
functioning, so it was important to work out who was most susceptible and what
daily precautions were required. Understand ing the nature and progression of
the disease, recognising its clinical manifestati ons in the patient, and its
psychologic al effect on various family members often taxed the caregivers'
personal resources. Apportionin g their nurturing time between the ill and the
well members of the household as well as trying to meet their own needs for
health and well-being was not only physically stressful but also a mentally
demanding managemen t task. Most caregivers had to learn as they went, where
and how to ac<;:ess appropriate help not only for the infected person but for
themselves as well.
When Rose responded to her elderly uncle's call for help, she had no idea what
she was getting herself into. He had lived alone since his partner's death some
time earlier, and now he was asking if she would mind his house and animals
while he went for a brief holiday. As soon as she arrived she knew something
was seriously amiss. She described the house as "a mess" (8:17) and her uncle's
physical condition as "very sick" (8:17) although she did not understand that he
was suffering :fuom AIDS dementia at that time. She set to and cleaned up the
house so that it war') habitable for her uncle, herself and her two young children.
200

Rose was distressed when she realised he was unable to eat the meal she had
prepared for him and he could barely stand up. She did not want him to go but
felt she had no authority to stop him. "He was my uncle .. .I had to respect him"
(8:17). However , soon after he reached his holiday destinatio n Rose received
informati on that made it clear her uncle was no longer competen t to live alone
or to make decisions for himself. She made arrangem ents for him to return
home; and then set about persuadin g him to seek medical assistance . Rose's
growing suspicion s that her uncle might be mv-positive were confirmed . In fact,
the virus had advanced to the stage where an AIDS diagnosis was establishe d.
Her commitm ent to care for her uncle remained firm. As she reviewed the five
months which culminate d in her uncle's death Rose concluded that it had been a
very confusing time. "There was so much had been dumped on me in the
eighteen montf~:s prior to this, and this was just like another thing, and coping
with two children as well" (8:27).
The psycholog ical burden of care
Alongsid e the demandin g practical tasks of caring for an ill person many
participa nts and their families were also grappling with the effects of
psycholog ical distress. Fear, manifest ·in a variety of situations , was a consisten t

thread running through their stories.
Initially the fear of infection dominate d many people's thoughts; but as they
began to understan d more about the virus, that fear receded and others advanced .
The fear of moral condemn ation and prejudice lurked uncomfor tably close for
many. One of the most distressin g aspects about caring for an mv infected person
was the additiona l burden of stigma that the infection carried with it. The quality
of relationsh ips within and beyond the family was inevitably altered when
prejudice was encounter ed. Sometime s it was the amorphou s fear of expecting to
deal with prejudice rather than an actual encounte r which immobili sed
participan ts.
Fears of being unable to cope with the burden of caring, wonderin g how well and
how long they would be able to manage were also major causes of stress for
families in this study. Some people felt anxious about asking for or expecting
support, in these circumsta nces. The embryoni c fear of the unknown as both the
infected and the affected person faced the uncertain path of the disease was an
ever present factor. Watching someone they loved disintegra te psycholog ically
and physically cast deep shadows over relationsh ips. Some participan ts were
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affected vicariously by the fears of the infected person so that fear of losing
control - perhaps through neurologica l complication s, fear of disfigureme nt, and
the fear of death itself was transferred to the carer. Often these fears were
inextricably linked with anger and frustration. Sometimes the participants
themselves expressed or felt anger; at other times they were the butt of the ill
person's fractio\l.S :rp_ood, anger or mounting frustration. All of this added to the
burden of caring for an infected family member.
Fear of infection and contaminat ion. While visiting friends with her son,
Katrina learned about their fear of infection. It seems they had very little
knowledge of how the virus was actually spread. They had made a comment
which inferred that the glass her son had been drinking from was to be thrown
away. Katrina said after that she made sure they were very discreet when they

visited - they did not drink there again. But Katrina understood the dilemma
because her own family faced the same issues early in her son's illness. She
presumed that her friends "were thinking of their own health, and their own
environmen t, and their own children... " (10:79) rather than being deliberately
prejudiced against her son.
Initially, the hospital staff had suggested that as a "safety measure" (10:83) her
son's towels and eating utensils should be kept apart from the rest of the family.
It was only when her son questioned why he had to have separate cutlery and
dishes and she could find no sensible answer, that Katrina decided to give up
being so fastidious. She had been given "no reason why or how you could
contract bacterial bugs ... " (10:83) from sharing utensils. She wanted her son's life
to be as normal p_s possible so she decided that within the family they would go
back to sharing, as they had before her son's diagnosis.
Those who were caring for someone with the virus often had concerns about
simple accidents such as cutting a finger on a knife blade while doing dishes; or
more complicated incidents such as cleaning up after an infected person who was
bleeding profusely. Sara explained how she was sitting by her son's bedside in
hospital wiping blood from around his mouth when a nurse came in and
"screamed" (16:27) at her for not using gloves. Fear of infection could provoke
outbursts like this even amongst hospital staff. Despite being well trained in all
the requisite hygiene practices there were times, in his carer' s role, when John
became "quite panicky" (9:49) about cleaning up all the blood. He said wryly,
"Scratches and C\ltS on your hands seemed to multiply out of thin air" (10:49). His
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first experience of caring for someone with lllV was "quite scary" (10:49) because
the patient had many bleeding sores and frequently had severe nose bleeds. But
he disciplined himself to stay calm because he knew he had to convey a sense of
confidence to the

si~k

man.

Sometimes family members of the carer - although not directly associated with
the infected person- were fearful that the carer might already have contracted the
virus and therefore be a threat to their own health. When Emily caught a
"tummy bug" (16:91) her husband was "terrified" (16:95) that she had contracted
AIDS from her brother; and might pass it on to him.
·In the early days of caring for their brother, Margaret and Warren exchanged
some fleeting resentment between themselves, that he had brought the virus to
their home. Hoyvever, they were able to work through the issues and see that it
was actually the disease which was the intruder in the family and not their
brother. "We went through a lot of pain," (1:113) Warren admitted. He recalled
the time when they had panicked after finding their daughter chewing on her
uncle's toothbrush in the bathroom. At first, they were fiercely protective of their
four-year-ol d daughter's physical health because she had no understandi ng of the
implications of living with an HIV positive uncle. But their fears for their nine
year old son were based more on his emotional state. He had a very close bond
with this favourite uncle and couldn't understand why their trusted family
doctor was not able to help him get better. They also worried about their elderly
father who had no real understand ing of HIV nor any idea about universal
precautions . Sometimes he would help clean up after his son had a diarrhoea
attack but he never saw the point of using sterile gloves. "We panicked a few
times" declared Margaret (1:147).
Ordinary household chores such as doing the laundry caused considerabl e
anxiety at first. But, Margaret shrugged pragmatical ly, "If there were only a few
things of his, well something of ours would go in with it" (1:245). Then she
laughed as she confessed that she used lots of soap powder and dettol. She also
recalled sitting at her brother-in-l aw's bedside with her hand resting on his bare
forearm. He gently lifted her hand, pulled his pyjama sleeve down and replaced
her hand on top. He said, "We don't know about sweat and you've always got
cuts and nicks on your hands" (1:49). Margaret said he was always very aware of
the risks of infection himself; and at that time there was still much uncertainty
about transmission of the virus through saliva and perspiration . One thing that
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Margaret did know1 for sure, was that the virus was not transmitted through the
air. She laughed when she told the story of how, on the way home from hospital
one evening, she had offered an acquaintanc e a ride home in her car. During
their conversatio n he found out that her brother-in-l aw was in hospital,
terminally ill. He enquired if it were cancer. For a moment Margaret hesitated but
decided to reveal that he had HIV I AIDS. Her passenger's reaction was to shrink
"as far into the cprner as he possibly could" (1:178) she recalled.
When her brother-in-l aw was first admitted to the local hospital the hospital staff
were very fearfuJ of the virus. Margaret says she met some staff, masked, gowned
and gloved who were wheeling her brother-in-l aw down the corridor towards an
isolation room. She followed them in but one of the nurses warned her not to
enter because he was contagious. Margaret went straight on in, reminding the
staff that she had just finished nursing him, at home, for several days. She
remonstrate d that he was not contagious and she was not going to wear
protective clothing to visit him.
Rose's relatives were "panicking" (8:37) because they saw her children as highly
vulnerable, livi-r-g in the same household with an HIV infected member. Rose
tried to ameliorate their fears by accompanyi ng extended family members to a
counsellor who explained to them about coping with an HIV infected person. By
contrast, the play group which Rose's children attended were "very accepting"
(8:37). Initially, Rose had not revealed that she was caring for an HIV infected
person because members of her own family were fearful of the exposure.
However, one of th,e other mothers at the play group, who was also a nurse, had
"worked it out" (8:37), and decided to continue normally. Rose said that this
acceptance "was wqnderful" (8:37) and made it easier for her and her family, later
when the facts became public.
Fear seemed to be a motivating factor in an incident which resulted in a parent
removing her child from the school that Katrina' s son attended. It was rumoured
that Katrina's son had been part of a "blood brother" bonding game with another
child, where they prick fingers and mix their blood. The other boy's mother
became so upset and angry that she not only approached the Principal but also
threatened to tile criminal charges on the grounds that Katrina' s son had
threatened her son's life. After investigatio ns it transpired that such an incident
had never occurred. However, Katrina admits that her son did play water games
with syringes from time to time - but definitely no needles. "What sort of a
204

mother does she think I am?" implored Katrina (8:87). She explained that during
her son's stays in hospital, occasionally , if he was in the bath the nurses would
give him a big '50' syringe to play with. Sometimes he would bring them home
and play in water fights with his friends. Apparently these were clean, unused
syringes but because of their association with blood and needles the rumour had
been started. For Katrina and her haemophilia c son, syringes were a routine part
of their lives but for some other people the thought of a syringe - albeit a clean
one- was perceived to have dreadful associations.

Prejudice and s'igma. For some participants it was hard enough having to bear
the criticism and prejudice that existed in the community - Mary referred to it as
"the terribleness of what the world was saying" (2:30) - but it was particularly
upsetting to find a deep degree of prejudice existing within their own families.
Two of Mary' s sisters would not go near her son and one of them was so verbal
in her criticism that Mary hopes and prays HIV never touches her life as
intimately. She believes that her sister, "would never be able to stand the
pressure she put on my life ... " (2:36). Mary, herself, revealed how deeply she had
internalised notions of prejudice and stigma when she spoke about having
stitched the photograph of her son in his boarding school uniform onto her quilt
panel. She had vague guilty feelings that she may have been linking the school
to the stigma that goes with being gay and having HIV I AIDS. "Even if they think
that we're dishonourin g where he came from, he went there, we paid for him"
(2:173) she declared firmly. Her intention was not to dishonour the school but to
honour her son by showing that he had a caring family and a very good
education.
One of Emily' s brothers seemed to think that AIDS was a punishment for being
gay. He blamed their younger brother for having contracted the virus, saying,
"That's what he gets because he was a homosexual " (16:86). Emily observed,
rather drily, that the brother who condemned homosexual ity was himself an
intravenous drug user who failed to see that he was also vulnerable to HIV.
Judgementa l attitudes about 'innocent' and 'deserving' cases were all too familiar.
A relative of Bev's made it clear to her that haemophilia cs and children with
HIV were the only ones who deserved any sympathy, indicating that their plight
was tragic and they were blameless. All others were deemed to be culpable and
'deserved' their fate.
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Similarly, some members of Robyn' s family made hurtful, blaming comments.
They said that if her son had not been associating with "those gay people" (5:149),
he would not have been like that himself and he would never have contracted
I-ITV. They blamed him for his own demise. But equally Robyn felt trapped by the
censure of the general public who "put everybody in little boxes - 'the guilty' and
'the not guilty' " (5:59). The prevailing stigma which prevented Robyn from being
able to talk about her son's illness and death was very frustrating and stressful.
Although she tried to put it to one side she said she could not really forget the
pain inflicted by the prejudiced views of some family and society. The stigma
seemed particularly unjust because her son was:
Just such a likeable person- everybody liked [him]. He didn't have a
bad bone in his body. He would never have hurt or been nasty to
anyone in his life. He was always polite and courteous and he didn't
deserve that sort of thing. No. (5:151)
Robyn observed that the prejudice and stigma which exists around HN I AIDS is
all mixed up with fear as well. Her own thoughts -as she realised that her son
had some problem that he was unable to talk about but which the hospital staff
indicated that they wanted to talk about, in due course, were distressingly fearful.
She recalled thinking, "There's only one thing that it could possibly be ...but I was
too scared to even think about it" (5:133). She realises that her son must have
been panicking too. Robyn regrets that she did not say anything about her fears
because her son was taken to the critical care unit where he died soon after and
the moment was lost for ever. She admitted that her own fears of being hurt or
rejected by people who do not understand about HIV or who hold prejudices
against gay men, often prevent her from acknowledg ing her experience of having
lost a son to AIDS. She doesn't feel as if she is able to say anything more than that
he died of pneumonia.
Fear of being stigmatised prevented some people from coming out, completely,
in support of those who were affected by HIV. James spoke of a woman who had
been helpful during his friend's illness. She had decided to attend a Candlelight
ceremony but vyas still fearful of people seeing her there- of being seen as some
kind of accomplice- so she wore her raincoat with the hood up all the time.
Warren was affronted by a local man, whom he knew, who stopped him in the
street and purled excuses for not going to visit his brother in hospital. The man
said he had young children and a wife to consider. Warren believed that this
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man was not so much afraid of catching and carrying infection to his family as he
was of being seen visiting- and thereby supporting- a gay man with HIV.
Margaret described an incident with a land agent who phoned the family with an
offer for their brother's property which was well below their asking price. When
she stalled on the offer, the agent demanded to know, rather rudely, what else
she expected since everyone knew that the person who had formerly occupied
the house had AIDS. The agent implied that the property was, in some way perhaps morally or physically - contaminate d.
His friend's illness and death from HIV I AIDS has raised big issues for James,
foremost of which is "society's attitude to fringe groups" (12:131). Having AIDS
identified his friend as a gay man and simultaneou sly cast some curious shadows
on James himself. But James has remained staunch in the face of this stigma.
If you stand up in certain groups you are certainly going to be looked at
sideways. And one or two people will wonder about you. So you just
have to say to hell with that. There's a much greater issue and you've
just got to go with that. (12:131)

Rose's comments resonated with a similar sentiment. She was aware of some
bigotry in the community and very conscious that this was upsetting for her
mother and her brother. However, she claimed that there was no point in her
"agonising over things" (8:51) because it was far more important to direct her
energies into addressing "the wider issues of the disease" (8:51). To Rose this
meant educating people to understand that HIV was not simply a gay man's
disease, nor an injecting drug user's problem. "There's so many innocent people
being affected by HIV" (8:51) she said; and she wanted to use her experience to
save others from the physical and psychologic al suffering that it caused.
When Alex first came out publicly about his HIV status he became the butt of
much prejudice from those within the community who were offended by his
public gay and HIV presence. He had human faeces in a paper bag deposited and
burned on the doorstep of his home; and some people from a church group
telephoned and suggested that he should be castrated and sent to live on an
uninhabited island; but the worst kind of prejudice he ever experienced came
from people within his own gay community. He recalled the time when he was
attending a gay event and he decided, with another couple of 'body positive' men,
to go for a spa and sauna. Somebody else from the meeting identified him as "the
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guy with AIDS" (13:79) and within seconds of his entering the spa pool everyone
else disappeared. "That's what really brought home the prejudice within my own
community as wellf' (13:79) declared Alex, rendering a further interpretation of
his experience of stigma:
I imagined myself feeling like a leper did way back .... Where I needed
to put a bell around my neck and say 'Unclean, unclean!' And
sometimes you do feel like you're unclean. (13:87-89)
Alex says it has left "a mental scar" (13:83) in his head which he will never lose.
Hugh recalled some unpleasant incidents that his friend had to cope with when
he first went public about his HIV status. Following stories about him in
'Womens Weekly' his home was broken into several times and defaced with
graffitti; and he received a bullet with his name on it through the mail. He
always used to leave his laundry to be done at a locallaundrette until one day the
staff told him they wouldn't touch it anymore. He was still able to use the
facilities but he was asked to do his own laundry. However, Hugh, who sat with
him dozens of times as he presented sessions at secondary schools, said that not
once did he ever have a bad reception from the students. He was 'out there' as an
injecting drug user, as a gay man and as an HIV affected man. He told his story in
an unadorned, stra~ghtforward way and they loved him. He got a really great
response in schools,
John was also conscious of judgemental attitudes about HIV being an "improper
or socially unacceptable disease" (9:168); and he knew of people who were
ashamed or embarrassed by the fact that someone in their family had died of
AIDS. But he had not personally experienced anything more irritating than
assumptions that he, too, must be HIV positive because he was so closely
involved in the ~upport network. He felt that nobody had the right to make such
assumptions but in the end it didn't make any difference to him whether they
did or not.
J o was well aware of the stigma and prejudice that other people had experienced
in relation to HIV /AIDS. So she kept reminding herself of just how lucky she
and her husban<;l were. She said that everybody was so great to them before her
husband died and they continued to be pleasant and friendly towards her after his
death. Jo said she has no direct experience of the stigma or prejudice that is so
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often a part of coping with HIV I AIDS.
When Margaret and Warren first took on the role of caregivers for their brother
they had many fears to overcome. Although they had willingly agreed to care for
him when he came out of hospital after a bout of pneumocystis carinii
pneumonia they said that they had not thought through all the consequences of
agreeing to do so. Initially they were worried that when their local community
knew the family were caring for a person with AIDS there might be some adverse
reactions. They were especially concerned that any prejudice which might be
expressed by members of the community should not marginalise or affect the
lives of their own children in any way. They acknowledged that, in the end, those
fears were not realised.
In New Zealand, Gloria felt that people were cautious but more willing to learn
about HIV. Nevertheless, there were a few problems when it came time to settle
her daughter in,to a school. Three families withdrew their children from the
school but two explained their reasons for doing so in a way that Gloria could
accept. "That was il totally different scenario than what we had in Australia"
(6:21), she conceded.
Fear of death. Learning that a friend or family member had contracted the virus
was often a most fearful and anxious time for participants. When Gloria first
heard the diagnosis her only fear was that her daughter was going to die, and

possibly, very soon. She thought HIV was a death sentence. Gloria's altered view
of life dramatically changed the family patterns of interaction. Although her little
daughter lived with HIV for several years the family remained suspended in a
twilight zone between life and death throughout the years of her daughter's
illness. Together they have faced "enormous issues" (6:27) and have tried to allay
fears by discussing <;leath and dying very openly.
Mary also said her son's diagnosis confirmed her "worst fears" (2:6) that her son
was going to die. Following his death Mary recalls how her other children
reminded her that their family dynamics seem to have changed:
Because of my focus on my loss, I lost sight of where they [her other
children] were. And it was - well, it was them being rude that woke me
up .. .it was like saying 'we are still here Mum. We are still here. We're the
living. We can't bring him back. And all the crying and all the pain in the
world is not going to bring him back.' (2:101)
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The struggle for personal and family survival often seemed to revolve around
claims for the attention of the major caregiver whose own resources were often
in great danger of being depleted. The process of caring for her terminally ill son
and grieving for his loss, placed huge demands on Mary personally. The lens of
her world had narrowed to a focus on grief. The fragility of life was everywhere
But at the same time her family seemed to be calling her back,
somewhat robustly, to a larger-than-life world that demanded her full

palpable.

participation.
Katrina's painful empathy with her dying son was complicated by the struggle to
remain strong and positive in the face of his illness and anxieties, and her own
competing needs for support and reassurance. Katrina found that she had to
summon all her will and creative energy to provide explanations of a better life
after death.
Symptoms of the encroaching disease also worried Emily's brother. Their
relationship was close and trusting and, "He used to come out and tell me what
things were going wrong" (16:52), said Emily. Sara added, "They'd make him
frightened" (16:53). Emily also recalled an occasion when her brother had
experienced a bowel prolapse and he was haemorrhaging severely. While waiting
for the ambulance her brother was shaking with fear and shock from blood loss,
and he thought he was going to die then.
The prospect of imminent death often created extreme anxiety for carers as well
as for the HIV infected person. The dramatic symptoms of some opportunistic
infections - severe vomiting, diarrhoea, breathlessness and blood loss - were
usually distressing and sometimes terrifying. But other issues around deviancy
and sexuality, and fears of social rejection affected the self-esteem of some
participants and contributed greatly to their psychological suffering. It was as if
they, too, were culpable merely by implication in the HIV affected person's life.
The effects of stress on marriage relationships.
The breakdown of marriage relationships in the middle of the household
HIV I AIDS crisis precipitated a huge restructuring of family life for several
participants. They told of the huge strains on their marriage relationships during
the course of their family member's illness. Three marriages broke up, one
couple nearly split up and one person who conceded, at the time of the
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interview, that the stress had caused irreparable damage to their relationship , has
since broken up.
Bev' s preoccupati on with the demands of caring for her very sick son, on her
own, as well as the normal caring for her daughter left her little time to deal with
the repercussion s of her broken marriage. She worried about her daughter, "I
wanted her not to be too stressed at school" (3:157), and was constantly involved
in the task of preparing special, nutritious meals for her son who had undergone
radiotherap y treatments to heal the Kaposis sarcoma in his mouth.
You can imagine all the roof of your mouth being burnt and all his
throat and everything. So I had to blend his food like a baby's, couldn't eat bread or anything like that. I'd make soups and I'd make
trifle, make apple sponges - anything he could throw milk on - that
would make it sort of mushy. So that was pretty full on doing that
caring. (3:59)
An accumulatio n of stressors led finally to "a major depressive episode" (3:157)
and suicide ideation for Bev. The anger associated with her broken marriage and
the absence of a supportive husband at a time when she most needed it; the
overwhelmi ng sense of custodial responsibili ty she now felt for her daughter; the
sadness of watching her ·son suffer from a range of vicious opportunist ic
infections; the pain of observing the disfiguring and disabling effects of
treatments such a radiotherapy ; the inconvenien ce of needing to travel back and
forwards to hospital when she had no car; the extra hours spent preparing special
foods for her son and doing his laundry; the prejudice exhibited by extended
family and community; and the restless, broken sleep because of all the worry,
took a huge toll on Bev's emotional and physical health. One day, not long after
her son's death,, she thought that if she took all the sleeping tablets that she had,
all that pain would be gone. But her instinct for survival prevailed. She phoned
for help; and the slow journey to recovery began.
While Katrina assented to the general premise that people cope in their own
different ways she found it very difficult to accept her husband's approach.
Even though I've allowed him his space and say, well, that's his way of
dealing with it, it still bothers me that I don't understand the things he
does, and shuts off like he does ... and that's how it's going to be no
matter what.. .. (10:55)
211

Because they were unable to resolve the intransigency of their individual ways of
coping, their family life "went down the tubes" (10:55). The family struggled with
a myriad of relationship and organisational crises throughout their son's illness.
Katrina was devastated when her husband brought up the subject of their divorce
while she was still immersed in her grief. It was as if one trauma was piled on top
of another. She felt angry too, because she perceived her husband as thinking
only of himself and what she was going to do about their marriage rather than
focussing on their son. "Never mind the marriage," was Katrina's immediate
reaction. "You can P.eal with that later; but for the moment...it was (our son) and
his grief and his dying" (10:115).
Gloria's family decision to "go public" (6:21) with their daughter's HIV status
"caused a great amount of drama and trauma for the family" (6:21). They decided
to emigrate to New Zealand, but the strain on their marriage had already taken
its toll. Gloria and her husband made a mutual decision to separate. A later
relationship provided ongoing family support for Gloria, her daughter, and their
other children. But Gloria acknowledges the sadness for her HIV affected
daughter of her natural father's greatly diminished role in her life. Gloria says
that as a family her children have had to face enormous issues that normally
siblings would not have to contemplate. The details of their personal lives have
been much publicised; and issues around illness, death and dying have been a
prime focus of discussion for all members of the family.
Conflict between family of origin and family of choice.
The consequences of alienation and isolation were extremely detrimental to the
well-being of the grief affected participants in this study. Connection and
communication were crucial dimensions in their recovery. But for many, interand intra-family

re~ationships

were often too clouded with conflict to facilitate

these important needs.
Friction between family of origin and family of choice sometimes surfaced over
the care of the person with AIDS. Sara says her son's partner worked out of town
on a regular basis and during those times she and her daughter cared for her ill
son at Sara's home.
He'd come and he'd stay 'til about half past eleven at night. He'd have
dinner and tea and a wee bit of supper before he left. And I'd say, 'Look,
stay the night. I'll just put a blanket on you and you can stay like you
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are.' And he'd say, 'No, I've got to go home and feed my cat.' He had a
pressing need to be in his own home which I fought for later on when
[his partner] wanted to put him into [hospital]. (15:198)
However, both Sara and Emily were distressed by the standard of care provided by
his partner wh~n h~ was home. Sometimes their son and brother went for days
without a wash and he was left for hours in his own faeces until he could
summon the strength to clean himself. Emily said:
I've always nursed and ...If someone's dying they get the very best care
and respect ripht to the last minute. If they're due for a bath half an
hour before they die they get cleaned up and washed and they die with
dignity. (16:256)
She was upset to find that her brother's partner did not share those same values.
"[His partner's] attitude was - he's dying. What's the point? Why prolong it?"
(16:258). Emily did much of the organising in terms of getting medical assistance
and extra help for her brother. Often this was done under considerable duress and
after much debate and angst with her brother's partner. Although, in emergency
situations, he turned readily to Emily for help.
Sara and Emily were distressed that their son and brother's partner seemed to
reject him towards the end of his illness. Emily said that his partner had told her
he could not bear to look at her brother any longer. He had lost so much weight
and he looked "so dreadful" (16:410). Emily knew that her brother felt suicidal
and it hurt her to think of him knowing that he was dying with no-one to cuddle
him. Sara thought that she and Emily were the only ones who really loved him.
The lack of tenderness and care for her brother, from the person who was
supposed to love him most, grieves Emily deeply. "Things like that stay with you
forever" (16:292)

sh~

said, sadly.

In some cases where family of origin members found it difficult to accept their
son was gay or that he may have chosen to live with his homosexual partner, a
sense of alienation between family-of-origin and family-of-choice groups already
existed. A decision to accommodate his family-of-origin 's wishes, made by Welby
long before he knew about his partner's HIV diagnosis, had some serious
repercussions fpr their relationship and his grieving process later on. When
Welby left for an overseas trip his parents, who had not yet come to terms with
their son's homosex.ual relationship, wanted to see him off at the airport but they
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said they would not do so if his partner was going to be there. Welby said:
It was very hard because I loved my parents and my family and I loved

[my partner]. And I did a thing that was going to be difficult in the
grieving process. I asked [my partner] not to come to the airport. I went;
and my parents saw me off. And when I came back to New Zealand
[my partner] was still there and I just sloped quietly into the country
and went to see him. The relationship resumed again but something
had changed. I believe that a significant part of that was due to the
decision I made at that point. That's a deeply hurtful thing. (4:28)
It seems that Welby continued to feel some responsibilty for the change in their

relationship, an~ eyen perhaps, for his partner's later decision to leave and go
overseas where he contracted HIV.
When Alex met and fell in love with another gay man, who was already HIV
positive, Alex did not form a relationship with his new 'in-laws' because they did
not acknowledg~ their own son's homosexuality or his gay lifestyle. But after his
death they came to the house and "just started packing things up. And I was just
seeing our stuff going out of the house" (13:65). Alex says he was really hurt and
angry at them for that. It seems that they refused to recognise the new family-ofchoice bonds formed by the gay relationship.
Two and half years after her only son's death Robyn does not feel safe talking
about him with other people. She said her immediate family know that he died
as a result of HIV I AIDS but there is another part of the family that thinks he died
of pneumonia. This is painful for Robyn.
People are not very understanding. Even my brothers .... They don't
want to talk about it. They want to pretend it didn't happen. So that's
affected my relationship with them. I find it very hurtful. It's
devastating. The whole thing is devastating really. It affects so many
things - so many families - it just tears families apart. .. .It literally tears
them apart, (5:83-85)
She says that her own partner fails to comprehend the whole gay scene - "he has
difficulty with it" (5:91). Robyn found that the only way she could cope with this
uncomfortable situation was by withdrawing a lot from her family. This has
affected her relationship with her partner and with his children. But she
maintained it was easier not to talk with them because when she did she became
so upset, uptight and angry. She admits that she is quite bitter about the whole
experience.
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Despite her anguish and fears Robyn found that her elderly parents, whom she
thought would have very little empathy, were the most understanding of all.
But she also acknowledges the support of her ex-husband's family. They flew in
to be with her son while he was in the critical care unit and they took care of his
body after he had died. She explained that her ex-husband, and father of her son,
is of Maori descent and his family wanted her son's body to be with them. "They
were absolutely wonderful really; they understood. They were just great" (5:143).
Robyn concluded that this was a happy arrangement all round because her
present partner would not have wanted her son's body back in their house. She
has accepted t:~at she will never change her partner's views and has decided,
somewhat stoic~lly, to concentrate on the things she feels that she needs to deal
with to get herself "back on track" (5:153).
John, who had taken up the voluntary task of caring for a person with AIDS, was
criticised by his mother for putting himself at possible risk of HIV in order to
spend time with a relative stranger who was dying. She acknowledged the good
work he was doing but suggested that some of that time at least should have been
spent with his own family. It is interesting to speculate on whether John's
mother was perhaps more afraid that he might become infected or that he might
become more involved with the gay community than with his family-of-origin.
Whatever the r~al reason John certainly felt a sense of alienation from his
family -of-origin.
Alex says that his formerly good relationship with his lover's family changed
after his lover's suicide. Alex felt that they blamed him for their son's death and
he was excluded from the funeral. When Alex came home to New Zealand his
own family of origin did not, at first, understand. "I kept on breaking into tears;
and I basically cried my way through Christmas" (13:53). Later, his family came to
a very different understanding. Alex has since become a public HIV I AIDS
campaigner in his local community and his family-of-origin are totally
supportive.
Coping alone, in the absence of any form of family life, family-of-origin or
family-of-choice, was a very real stress factor for Tim. He lived in the same city as
his friend's parents, here in New Zealand; but when his friend was dying
overseas, there seemed to be no point of contact between himself and his friend's
family. Tim says that he had met them a few times but did not know them well.
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When he received the letter from his friend telling him that he was HIV
positive, Tim did not feel that he could telephone his friend's parents. He felt
isolated. They did not know of the special relationship between Tim and their
son; and for Tim' s part he was not sure whether his friend had yet told his
parents that he was HIV positive. Tim also f~lt that his friend's letter was
confidential an~ he could not share the news with anyone else. Uncertainty
abounded. Tim' s own parents were dead and his closet, bachelor existence meant
that he coped alone with his sadness and stress. Later, when he became aware
that his friend's parents knew their son was ill and were going overseas to visit
. him, Tim was careful to time his own overseas visit so that it didn't clash with
theirs.
The status of the close friend and confidante of a person with AIDS, may become
an extremely vulnerable and isolated one. James pleaded with his friend, an
older, closeted gay man, to tell his family what was happening but he chose not to
tell them anything until he was already seriously ill. The family believed that
their brother had cancer. Some family members were suspicious of James and
very carefully tried to find out what he knew and how he was involved with
their brother's situation (12:40). James was, in fact, not a lover; nor did he have a
vested interest in his friend's property - financial or other. He was a loyal friend;
but was not recognised as such by his friend's family-of-origin. James felt
ostracized and

~pset

by their lack of understanding.

I guess one of my strong emotions has been anger about what people
are capable of doing within families when they don't really understand
and they don't really know ... .I've thought about that at huge length.
How it could have been different if [his friend] was able to talk about
it... But I think you gotta measure up that against the nature of him as
a person... and for him to have to admit to the world that he- he had
got himself in this situation was probably one of the major things he
would never face. (12:99)
James was also disgusted by the family's apparently mercenary behaviours. They
were quick to take control of his financial affairs but left James to clean up his
house and remaining personal possessions that they did not want. He said that
although all this happened some years ago he still thinks of his friend's family
and wonders if they ever reflect on the events surrrounding their brother's
illness and death.
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The financial burden of care
Financial constraints caused anxiety for some participants. For those who were
already on low incomes the extra expense of doctor's bills and special medication;
small gifts su<;:h as cigarettes, soft drinks, massage oils, or candles; and petrol

money or bus fares to travel to the hospital or the infected person's home were
an additional strain. Gloria said that financial struggles were always an issue in
her family and they were compounded by the energy required to get help from
agencies or goverment for her daughter. She described her efforts to gain access to
special medication saying that she has always had "to fight for anything within
the system" (6:23). This kind of relationship added extra to the task of coping in
an already stressful situation.
Katrina recalled a time earlier in her son's illness when she and her husband had
travelled to Australia for a weekend conference to learn more about AZT a drug
used in the treatment of HIV. During their absence their son became suddenly
and seriously ill. The hospital staff conveyed, by telephone, their fears that he
might be going to die very soon. Katrina said that she and her husband were "an
absolute mess" (10:43) for the rest of the weekend because they simply did not
have the extra money required to change their homeward booking to an earlier
flight. Fortunately their son survived that opportunistic infection but the
experience was a distressing one for Katrina who felt some guilt about having left
him even for a weekend, and was very angry that money should be a
consideration at this time of crisis. After her marriage broke up she became too
exhausted trying to hold down her job while simultaneously caring for her well
son and her ill son. The Domestic Purposes Benefit provided her only income.
Katrina said that, "Finances were very hard .... My priority was [my son's]
medication and stuff like that, and petrol to get to the hospital..." (10:55). Other
bills were paid off gradually. "Even if I paid off five dollars a week. ..I knew they
were getting something and I didn't have to worry ... so, yeah, I got through that"
(10:57).
Jo admitted that her husband's illness "strained" (7:73) the family's financial
resources. Trips to the hospital for check-ups and blood tests, and visits to the
dentist and psychologist, at a time when the family was already "going through
financial difficulties'' (7:73) contributed to the stress.
Emily described "The extra trips into town" (16:134) to visit her brother which
were financially draining. "Sometimes I couldn't afford to go and see him ....You
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know, everything just runs out" (16: 134 & 140). She explained that her brother
had no money of his own and We bought him everything, his little bits ... a bottle
of drink or cigarettes ... wee candles or something like that...I'd be absolutely broke
11

but...I couldn't say to him, 'I can't afford it.. ..For God's sake!' " (16:150). Sara and
Emily also bought him massage oils and Emily added that she "baked a lot for
him" (16:165). They tried to visit him everyday whether he was in hospital or at
his own home but it was financially demanding and they "couldn't afford to go
anywhere else"' (1q:186). As Emily explained, "We're just pensioners. We had
nothing" (16:143).
Mary gave up her job to become a full time carer; but her former employers were
very generous in all sorts of ways and extended family members also helped out
financially. Robyn said she was not in any fit state to work for at least six weeks
following her son's death and even then her emotional fragility decreed that she
build up her hours gradually over many more weeks.
Other participants said that money was not a problem. They did not suffer any
financial loss through reduced earnings or extra costs. Some participants
explained that their HIV affected friend or family member was materially very
comfortable or that they were well covered by insurance or they had sufficient
savings to contribute to their own support.
Support for the carers
Many participants talked of the effects of stress on their own health, citing such
changes as increased anxiety, anger, despair, weight loss or weight gain, disrupted
sleeping patterns, depression and suicidal thoughts. Most acknowledged their
own special needs for varying degrees and kinds of support. Practical help with
routine family commitments such as preparing meals, child-minding, or other
offers of respite, and acknowledgment of the carer' s burden were generally
welcomed; information and guidelines about the best ways of coping with HIV
were reassuring and helpful; and meeting with others who were facing similar
difficulties - perhaps in support groups - seemed to boost morale. Even those who
were most fiercely independent accepted that some emotional or practical
support made a great deal of difference to the way that they were able to function
at this time of crisis in their lives. However, participants' formulations of their
own needs and their ideas of what constituted support were highly
individualized.
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Margaret and Warren were full of praise for the many little things that their
friends and contacts in the local community did to support them during their
brother's illness. They had offers to look after their small daughter, and some
evenings after they had been visiting at the hospital someone would arrive with
a casserole for their dinner. After their brother's death Margaret also gained
much from the local HIV I AIDS network support. "It's a real whanau feeling.
There's a lot of stuff gets shared and because of the confidentiality of it people feel
that it's a safe place to disclose how they're feeling about things" (1:752). Margaret
felt that distress and sadness was an integral part of grieving. In a rather
menacing snake trope she described the impossibility of denying it, "You can't
put it away and lock the door on it because it keeps slithering back out" (1:739).
She believed that in order to heal one has to confront the sadness and learn to
cope with its penetrating influence by trying "to reduce it gradually" (1:739).
The first few times I went to network meetings and I would be asked to
tell my story, I would just be a blubbering idiot before I'd gone half way
through it. Now, I can go and speak with a group of people that I've
never met before and say basically the same things, probably, as I said at
those early network meetings. I feel it inside but the tears don't come
down and the voice doesn't quiver and the sadness is going. (1:739)
At this point in our interview Margaret averted her eyes briefly to address her
deceased brother-in-law, "Okay, Ian, I'm using you as a tool now to teach other
people," and then her eyes flicked back to me. "I'm using ... my experience with
[my brother-in-law] to teach other people - and I don't think he objects! (1:739).
Her experience <;:>f participating in a support group, where she learned about the
memorial quilts, has enabled her to do this and to deal with the effects of her
distress and sadness in a positive and healing way. Margaret said that the friends
she and Warren have made through the network will be life-long friends, with
whom they have formed "amazing, durable friendships" (1:765). She described
this as a bonus that makes up for a lot of heartbreak.
Rose, too found it easier to grieve with the support of an AIDS network group in
her area. There were speakers, social opportunities, and ceremonies such as the
annual candlelight memorial that helped Rose to share her thoughts, feelings
and experiences. She realised that there were so many other young men in their
prime having to face an AIDS death that she could not dwell with any great
sadness on her elderly uncle's death.
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At the very beginning of her HIV I AIDS experience Katrina often felt quite
unsupported by professionals, family and friends. The initial lack of support from
the medical staff who delivered the HIV diagnosis led to Katrina losing her trust
in them. However, she had a really good rapport with the nursing staff which
had been established when their son, at thirteen-months -old, was first diagnosed
as a haemophiliac. The nurses were the people with whom she preferred to
negotiate. They often acted as go-betweens when Katrina needed information or
support from the doctors or other hospital systems. As her son grew older she
had the support of ~ nursing bureau whose staff were able to come, if required, to
enable her to have ''a night out or a treat or something" (10:79).
Katrina felt that her husband did not really handle the crisis very well. She said
he had never dealt with the haemophilia side of her son's life anyway, and "The
reality was, he wasn't there, really. Maybe in his heart he wanted to be there but
physically he wasn't able to be there or something. I don't know" (10:49). She said
he was "not one for taking charge" (10:61) and she often felt that she did not have
a working partner to help her. They separated during their son's HIV illness.
Consequently, she dealt with the most demanding parts of her son's illness on
her own. There were times when she wished that others could see her needs and
offer to help. Even if she was sick herself she felt that she had to keep going. She
admits that she ~ay have been too proud. ur thought it was my place to be doing
the work. .. and trying to keep things afloat" (10:59); and, she averred, caring for
her son was ua hell of a lot of work" (10:59). However, she did did not feel that it
was her place to offload her son's complex needs onto other people. But at the
same time she longed for some respite - for someone to offer to look after her
son for an hour or two maybe. Very few people offered that kind of support,
which added to her frustration; because she already felt bad that she was unable to
ask for help. Katrina still gets annoyed at those who say, JJI£ only you'd asked we
would have helped" (10:59). She suspects them of being insincere. Their later
criticism of her coping strategies left her feeling even further disenfranchised .
She summed up her situation with a shrug, "So, I was damned if I do, damned if
I didn't" (10:138). It seems that Katrina's apparent resilience and dogged
commitment to her ill son excluded her from the help that she so desperately
needed. This phenomenon has been reported in the literature. Gatenby (1998)
observes that, "Unfortunately , appearing 'strong' on the outside sometimes
means fewer offers of support" (p.44).
Katrina believes that her younger son has born the brunt of emotional neglect
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while she was chanelling her energies into caring for her elder son. Because of
his haemophilia, and the opportunistic illnesses resulting from the HIV
infection, there were ongoing emergency dashes to the hospital and her younger
son was "dragged along no matter what" (10:61). Katrina explained how he
became "very resentful" (10:57) of the time she spent with her ill son especially
towards the end of his life. She says her younger son now has "a lot of anger"
(10:61) which makes her feel bad because she realizes that his needs were "shoved
aside" (10:61) in the family's efforts to care for their ill son. An HIV positive child
requires double the attention - the normal family nurturing as well as the extra
care required for his illness; and Katrina found herself largely responsible for
providing this care. Unfinished meals, broken sleep and a generally high degree
of anxiety marked their family life. Katrina said she was "just too drained to do
anything" (10:93) about her other son's deficit of nurturing at the time; but she
also expressed a hope that their bonds will become stronger in the future.
In the early stages of her son's illness Katrina' s friends could not be very helpful
because they, too, were still learning about HIV I AIDS, "And they were learning
from us. We were learning as we went along" (10:79). When Katrina eventually
connected with the AIDS foundation and a counsellor there, who was also a
marriage guidance counsellor, she found some emotional support which she
really valued. She felt that finally here was someone who understood HIV and
all the associated stigma as well as the troubles that an unsatisfactory marriage
relationship brings. "That was the best counselling we ever had because he
actually had the knowledge of both, which helped us tremendously" (10:79).
When her son died Katrina' s friends were most helpful. "They rallied around
and did things" (10:119). Her sister stayed with her and Katrina felt really cared
for. "She actually mothered me. So that sort of helped" (10:121). She has also
maintained her links with the local haemophilia society where she has friends
who help her emotionally to get through "the bad patches ... " (10:99). If the
support that Katrina eventually received could have been accessed earlier, her
struggle to care for her ill son may have been less stressfuL But the fear of
infection and the stigma of the disease are difficult barriers to overcome even for
well-intentioned people. Katrina's own resolve to stay strong was perhaps the
most formidable barrier to receiving support.
Although she vyas a naturally reticent woman Jo also felt some pressure to stay
emotionally strong and assist her husband with his HIV educational work She
did not want her husband to know that she was feeling stressed about his illness
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and the publicity that their family had received, because she knew he would
worry about her. Jo said very quietly, "It was fine for him. He was open about
things. It just wasn't me. I'm used to sitting in the background" (7:60).
Nevertheless, Jo m"4-stered all her resources to overcome her anxiety and support
her husband in his public work.
Sara' s partner not only provided emotional and practical support for her but also
for her ill son. "He's no relation ... but he acted like a father" (16:101). He was
always there and willing to help especially with the tasks that Sara was unable to
perform.
He was the one who helped him to the loo because he's bigger and
stronger than me. And he's the one who supported (my son) when he
had to walk, or when he was vomiting .... He was the one who did the
lifting .... (16:101)
Sara's daughter, Emily, had provided wonderful support, too. "I don't think that I
would have coped as well if it hadn't been for her" (16:222) Sara declared
emphatically, and tearfully. And Emily was equally grateful for the support of her
younger daughter who helped her out at home and enabled her to spend time
with her mother, Sara, and her ill brother. In fact, extended family support was a
crucial factor in their ability to cope with their son and brother's ten year illness.
Sara lamented the fact that some other family members were not so helpful.
However, when her eldest son, who lived out of town, came to stay for a while
he was "marvellous" (16:236) taking over the tasks of cooking, cleaning up after
his sick brother, showering him, and eventually hospital visiting. He was also a
competent mediator in this family under stress.
When Sara became ill herself their family dynamics changed yet again until she
was able to resume her caregiving duties. Sara told of the time, a few months
before her son's death when he was in hospital, and she too, was there for an
operation. Their roles were reversed when her HIV-positive son came to visit
her every day, wheeling himself around in a wheel chair " and then sitting in it
to talk to me and then wheeling it back to his ward" (16:202).
Mary' s son had first been admitted to a local public hospital, but the special unit
at the private hospital where Mary had worked for twenty years, was well
equipped to cope with HIV I AIDS patients. They arranged a transfer for her son
and cared for him, free of charge, for the six weeks until he died. Mary was
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humbled by their gesture and generous support. She said the staff there were not
only her work colleagues but her extended family as well. "The support I got
from them far exceeded anybody's expectations" (2:56). Mary's other children and
her mother, who had actually been a second mother to her son, were also very
supportive.
Spontaneous offers of help were usually eagerly welcomed. However, not
everyone who offers help knows how to deliver it effectively. Mary cited a Maori
man who, because they were a Maori family, was sent to offer them help. But this
man "was limited" (2:73) and lacked understanding of the situation. Mary was
resolute that "If people are going to do this [they need to] 'get real' and make sure
that whoever they're supporting wants and needs that particular service at that
particular time" (2:75). In the end Mary had to tell the man to leave because he
upset one of her sisters and made the family angry by telling them how they
should behave. This was distressing for Mary adding to the grief she already
faced. Mary remained firm in her opinion that:
You don't want to throw anger at people who are trying to help you;
but that person that's trying to help a family that's in terrible grief
needs to understand what they need .... (2:81)
Mary' s experience highlights the need to establish " 'goodness of fit' between
donor activities and the needs of recipients ... " (Stylianos & Vachon, 1993, p.398) if
efforts to help the bereaved are to actually succeed.
Although Bev struggled to look after her son largely on her own she was also
thankful for the many offers of help that she received. When Bev went overseas
to visit her son in hospital she was offered rent-free accommodation with a
volunteer worker from the Terrence Higgins trust, an organisation that works
with the HIV I AIDS affected community, who had only just met her son. He
made supper for those on the ward where her son was and when he learned that
Bev was planning to visit, he offered her accommodation .
Back home in New Zealand when her son was hospitalised for the final time the
staff set up a camp bed in his room so that Bev could stay with him all the time.
Another son came home from overseas and he was also supportive. He and his
father - Bev' s estranged husband - would visit and help to bathe her son during
his stay in hospital. Bev also recalls the time when the mother of her daughter's
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friend sent up a lovely home-cooked stew. Bev said she had been having snacks
in the hospital cafeteria but the home made food was just a wonderful treat. Bev
also described her slide into depression, and her suicidal ideation. She said, "it's a
very fine line and that can sometimes tip the balance" (3:135) between wanting to
live and wanting to die. She recognised that she needed help urgently and was
finally able to wake phone calls to a local agency and a family member to secure
the support required.
Robyn did not have the opportunity to care for her son because he died so
suddenly. Nevertheless she went along to an HIV I AIDS support group
afterwards in the hope that there she could work through some of her grief. But
she found the e~perience quite difficult. People were talking about the problems
that they had coping and looking after someone with HIV but Robyn could not
identify with their experiences. It was alienating; and she did not feel as if she had
a right to be there. They had been through so much that she had not. And yet she
was aware that she did, indeed, have "all that same turmoil" (5:51) going on
inside her because she, too, had lost a son. Much of her despondency revolved
around the lost opportunity to talk to her son, to reassure him, to nurse him and
to share accoll;lpanying feelings. She was grieving every bit as much as the
women who have been able to do these things for their loved ones, but in a
different way. She said that she began to attend that particular support group less
regularly as she became more involved with the quilt. For Robyn the quiltmaking process has been much more healing. During that process Robyn met
with, and came to value the support of, her son's gay friends, "They have been
absolutely tre111;endous. I don't know how I would have coped without them"
(5:39). It seems that this informal group of friends was more sustaining for Robyn
than the formal HIV I AIDS support group.
After ongoing struggles with bureaucracy and some members of the public
overseas, where she and her family had lived for several years, Gloria was
pleased to return to New Zealand "because there was just no animosity"
(6:21).The family was supported in their move by a newspaper reporter who did a
fund raising campaign to buy their air tickets, transport their furniture and pay
for some temporary accommodation . Gloria explained that the media have
always been supportive. The Rudolph Steiner school which her daughter
attended put in place a policy for dealing with HIV I AIDS and pupils with
terminal illness -a move which Gloria described as "really brilliant" (6:21). It was
a positive move to provide support for the infected and affected members of the
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school community, their parents and families and the wider community. Gloria
felt that the New Zealand people, despite their fears, were really supportive.
Gloria has also committed herself to developing formal support systems for both
the HIV I AIDS affected and other terminally ill children. In households where
the mother is the primary care-giver for the sick person, family dynamics often
change dramatically. Gloria explained that:
When you've got a terminal child you have a twenty-four-ho ur care
situation. Even though you've got other children, it's different. It's
different because you have got a constant twent-four-hour -programme
going on within your household- also within you! (6:29)
Gloria has been the advocate, the accountant and trustee of the 'Kiwi Kids with
AIDS Trust' which was set up before her daughter died and the 'Angel Eve Trust'
which was launched on the day of her death.
Many parents automatically accepted the huge commitment of being major
caregiver or main support for their ill child. The parents in this study seemed to
hold a belief that they should make sacrifices for their children whether those
children were still young and in their care or whether they were in a later
developmental stage and had already left home. Sara' s son was in the latter
category. But he had been born many years after her other children and she had a
special bond with him. Although she devoted many hours to his care and
comfort during the years of his illness, she also tried hard to strike a balance in
sharing the load. Recognising her own frail health, Sara was only too pleased to
let someone else take over for a while. She explained how wonderful it was to
have a break from the routine of hospital visiting. Her older son came to stay for
nine days and during that time she did not go to the hospital once herself because
her visiting son spent all day and sometimes most of the evening at his brother's
bedside. "He was marvellous" declared Sara (16:236).
One day when Margaret discovered that their four-year-old daughter had
wandered off to distant parts of the farm without her knowledge she "blew her
stack" (1:194). She was tired and tense after a busy time trying to organise family
life around caring for the sick and the young. She delivered an ultimatum to her
husband, "Well, I can look after one or the other but I can't see to them both
anymore" (1:194). However, by the next morning, after a good sleep, some of her
equilibrium had been restored; and her fears of not coping had diminshed
enough for her continue in her caregiving role. Nevertheless, Margaret
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recognised that she was in danger of becoming burned out, emotionally and
physically, by the additional stress of caring for her HIV positive brother-in-l aw.
She described him as quite a demanding person often giving her lists of things he
wanted done that day or asking her to drive him to various destinations so that
he could do some things himself. Sometimes he would be very short with her,
criticising decisions she had made on his behalf. His fractious behaviour was
extremely frustrating for Margaret who was trying to do her best within her belief
framework that you should always treat the ill with tenderness and devotion.
One day, armed with some advice she had gleaned from Elisabeth Kubler-Ross 's
(1969) book, On death and dying" she decided to review her beliefs and defend
herself. When he "went berserk" (1:589) about her buying the wrong brand of
paint for his house, Margaret retaliated:
Let's just get this straight- you might be the one who's dying. I'm the
one trying to look after you. If you're angry with me it's all right for
you to have a go at me. You just realise that it's okay for me to have a
go at you, too, because I've got emotions, too. (1:585)
After that their relationship seemed to improve. Margaret said that she did not
realise that you could talk to someone who was terminally ill so assertively. She
had previously thought that if you were the one looking after them you simply
"took whatever they threw at you and swallowed it and went back for more"
(1:600). She had not realised how much that kind of servile attitude had been
wearing her down.
When Warren's mother also became ill the stress became even greater.
According to Warren, who had just started a new job, "Home life was in a bit of
upheavat too" (1:211). Margaret added, "It wasn't a very good year looking back
on it" (1:212). Nevertheles s, in retrospect, she claimed that it had been a time of
great personal ~rowth. She believes now that they are better people for those
testing experien~es but, at the time, she recalls feeling constantly tired and "on
edge" (1:214).
One of the opportunist ic infections which may accompany HIV is deterioratio n
of the brain function through the onset of meningitis or a brain tumour. It may
lead to indiscrimin ate language and behaviour in the affected person and is
particularly difficult for the carer to cope with. They may even be unaware of an
encroaching mental impairment and wonder why the HIV infected person is
behaving so badly. Even where there is no brain deterioratio n the person may be
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experiencing increasing frustration or difficulty coping with the illness. Mary did
not focus on a reason for her son's behaviour but she explained that when her
son had the virus he said some "terribly cruel" (2:181) things. Her response, as his
mother, was to rebuke him soundly. Even though she knew he was dying she felt
that what he was saying should not go unchallenged. She reminded her son that
he had "no right to speak to anybody like that" (2:181); and, difficult as it was, she
reminded herself that she had every right to chide him even though he was so
ill. One of her sisters then remonstrated with her; but Mary remained adamant
that her son should be reproved for the unkind things he had said.
Rose had more support from her friends than from her family. In the early stages
when she had to clean up her uncle's house a girlfriend came to help her. Later,
when her uncle had moved into Rose's household, her friends at the play group
with which she was deeply involved were very accepting of her situation. When
he was moved to the hospital Rose's girlfriend again helped out with regular
visits. By this stage Rose's brother would also visit and her mother would go
occasionally. But she was saddened by her fellow trustee's reluctance to help out
or to visit her sick uncle. Although h~ kept asking for her she visited him only
once during his illness. An HIV I AIDS specialist at the hospital was always
helpful; and Rose's connection with the AIDS support network where she first
learned about the AIDS quilt has also been a great source of comfort to her.
Help from family and friends with practical tasks around the home and being
available to sit and talk with her husband was much appreciated by Jo. The
apparently small contributions of providing conversation and laughter for her ill
husband enhanced the quality of his life and provided much needed support for
them both.
Because Mavis' relationship with her partner was covert - she actually described
aspects of it as "ridiculous and bizarre"(14:127) -her caregiving and her grieving
were never able to be openly acknowledged. She admitted that she felt "numb"
(14:107) in her helplessness and inability to deal with the extraordinary aspects of
her situation; but she "sailed on through" (14:111) because she was completely
committed to the relationship "no matter what" (14:131). She, like Katrina, did
not actively seek help. However, Mavis said quite firmly, "There were people
who I was able to confide in who knew the entire story and that was helpful to
me" (14:127). She accepted that her situation was most unusual and she was
thankful for the confidential support of her good friends. She was also "very,
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very well-informed" (14:131) about HIV I AIDS and its ramifications for those
infected and affected by the virus, and she often talked to the local AIDS
coordinator. In addition, her own internal resources for coping with stress were
well developed.
After his friend's initial HIV positive disclosure, James realised that his friend
was not prepared to tell anyone else. It was clear that James himself, would have
the major responsibility for his friend's support. His friend facilitated this by
financing James' air flights and by providing any material resources that James
required when he stayed with him. James conceded that it was not easy trying to
continue his own work in a distant city and make sure that his friend was being
cared for appropriately. Judging when to intervene with help and when to stand
back was a delicate part of providing this kind of confidential support.
John was an inexperienced member of a volunteer support team which was
rostered to care for a sick man. John described this experience as "quite a big
growing up period" (9:49) in his life. At times he found it quite a strain and even
very scary. He started off with a reasonable degree of confidence knowing that he
was a relatively sophisticated person and well educated about HIV I AIDS. But his
lack of first hand experience with the virus caused a few problems initially. There
were times - especially when his client was bleeding profusely - when his fear
created panic. He disciplined himself to stay calm for the ill person's sake but was
"quite shocked" (9:51) to find himself with such panicky feelings inside. He
wondered if, perhaps, every nurse or doctor has to deal with similar feelings at
some time in their

~are er.

The support team met regularly, shared stories and listened to advice from
professionals. While all of this was useful John said that the most support and
affirmation came from personal friends who admired him and encouraged his
volunteer work. However, John found his greatest ally in a particular friend,
outside of this group, whose mother was dying of cancer. They would meet and
swap details of their individual experiences - who was taking the most
morphine, what effect it was having, how to cope with the patients'
hallucinations and so on. John was struck by how similar their stories were in
many ways and he found this very helpful. Other people might sympathise or
have respect for his role as an HIV I AIDS carer but this friend really seemed to
understand. "There were things you didn't have to explain. He was going
through it at exactly the same time and in his own way. We were supporting each
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other" (9:61) mused John. "That was actually far more comforting ... than anything
else" (9:63) he concluded.
John was aware that his position as a volunteer carer was different from that of a
personal friend or relative. He said that, probably, regardless of whether it was
good for him or not he would have gone out of his way to spend more time with
the ill person. He hastened to add that he was happy to spend the time with his
client that he did but he considered he was fortunate to have that choice. Since
his first experience John has been involved in caring for many other HIV I AIDS
infected people. Despite his deep compassion for these people he acknowledg es
the professional stance which operates with a different dynamic and enables him
to maintain "quite a strong detachment from the situation" (9:73). John said, "I
don't really understand what it's like to lose someone in that manner who's
really close to you" (9:73).
Volunteer carers who work as part of a rostered support team were usually better
supported in terms of having other~ to share the physical load and the
psychologic al burden of coping with an ill person's needs. Their involvemen t
was monitored by a supervisor and, except in highly unusual circumstanc es,
there was a maximum and a minimum amount of time that they were expected
to spend with a person. They knew that at the end of a shift they could take some
time out to attend to their own needs; and they could share their thoughts and
ideas about the patient's progress or decline with others in the team. However, at
the end of a long haul of caring, team members still had their own need to
debrief. Hugh explained that at one stage there were three men who were being
cared for by various volunteers and who all died within a short space of one
another. Hugh noted that this was a significant time for some of the volunteers
and they decided that the most appropriate kind of debriefing would be to make
some quilts together in memory of those they had cared for.
Hugh also explained how the volunteer support system started out here in New
Zealand. He was one of about thirty gay men in Christchurc h who organised
themselves into a support group for HIV I AIDS affected people based on the
Shanti model in San Francisco. Their fortnightly meetings and workshops on
active listening and various other relevant topics provided valuable education in
a much wider context than just the HIV I AIDS support group environmen t.
Hugh believed that this kind of activity helped to promote sound growth and
developmen t within the whole community. But they were also trained as AIDS
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counsellors to provide advice and support for the HIV I AIDS affected. As time
went by there was clearly a need for fund raising and wider education; and
various other liaison and lobby groups began to develop as part of the South
Island AIDS Support Network. There followed many struggles and restucturing
movements but gradually the early support networks became part of the New
Zealand AIDS foundation.
Life-style changes
Sara, who struggled with severe emphysema herself, and who had continued
tirelessly to contribute to her son's care and support throughout his long illness,
cheerfully cited a positive, major, life-style change that had occurred within her
extended family. Sara said that her younger son's illness and death had given an
older son fresh realisation that life is very precious. He has changed his job to a
more satisfying one and this new choice now allows him to spend more time
with his own children.
Mary also remarked that her eldest son's death had brought about some positive
attitudinal changes in their family. His death had taught them about the need to
be more open and honest in their relationships; "living only with one partner
and not hopping from bed to bed or having casual nights out" (2:103) declared
Mary. "It's not a bad thing from where I stand," (2:103) she added with a smile.
Health professionals- the participant's diagnoses
Most health professionals were instrumental in meeting not only the health
needs but also were seen to be providing much needed psychosocial support for
the participants in this study. Generally, the participants referred positively to
their relationships with both medical and mental health professionals. However,
irrational fears about contagion, condescending attitudes to lay people,
withholding vital or helpful information, and holding prejudicial attitudes
towards gay men and their families represented the down side of contact with
some health professionals and contributed to further stress for some participants.
Their efforts to maintain dignity while grappling with the complexities of a
disease which threatened to seriously erode their own and the infected person's
self-worth were further undermined by such attitudes.
Katrina admitted that "being in front of a doctor ...because he's got this label on
him saying doctor' or specialist', or some thing on his door .. .is very
intimidating" (10:37). These feelings had been engendered in part by the attitudes
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of her son's haemotologist and a paediatrician with whom she had had rather
blunt telephone conversations informing her of her son's diagnosis. At that time
there had been no personal interview or immediate follow up. Katrina felt as if
she and her family had been left "to wallow in it" (10:19) for several days before
someone actually sat down with them and explained what was happening. The
lack of information from medical staff about HIV and AIDS also left the family
feeling helpless and confused. But, Katrina said that they did have a very good
rapport with the nursing staff. She felt that they were approachable and open to
enquiries. In an interesting metaphor which invites images of both moral fibre
and physical strength, Katrina described the nurses as the family's "backbone and
support" (10:79). They often used the nursing staff as intermediaries between
themselves an<!. the medical specialists. Because her son had been diagnosed as a
haemophiliac from the age of thirteen months they were quite used to being in
and out of hospital; and her son had formed special bonds with some of the
regular nursing staff. Those with a sense of playfulness and humour were
especially appreciated. She said a lot of mutual respect existed between the
nursing staff and their family. "They were learning still about AIDS and HIV
themselves and a lot of what what we were doing at home - we were teaching
them how to deal with it" (10:79). Katrina' s opinion of doctors changed when she
met the HIV specialist. She declared him to be "an amazing doctor" (10:41) and
very supportive; and she would recommend him to anybody. His empathy with
her experiences of the post-death presence of her son were also important to her.
Her doctor's understanding was most affirming and healing for her.
As well as the medical professionals Katrina acknowledged the support she had
received from mental health professionals. The grief counselling and the
marriage guidance sessions were most helpful and she particularly appreciated
the last session they had with a counsellor who had experience of the HIV and
gay communities as well as marriage guidance work. She said, "it helped us
tremendously" (10:79).
Amongst the most helpful and supportive people involved with James in his
friend's care was an AIDS nurse who came from the nearby city. James observed
that she went way beyond the bounds of duty to provide understanding and
devotion that was absolutely amazing. He also acknowledged the support and
understanding 9f his friend's doctor.
Margaret and

Warr~n

spoke of the relaxed relationship which they enjoyed with
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their local doctor who was also "a really good friend" (1:99) to the whole family.
This relationship contributed to their confidence in taking on the role of primary
caregiver for their brother. Their doctor was sympathetic and supportive; and
they described him as "absolutely brilliant" (1:227). He had previously worked in
Soweto and had experience of what was then known as 'Slim' disease because of
its wasting affect on the patient. The doctor was very knowledgeable for a medical
person in New Zealand during the early spread of HIV I AIDS in this country.
Warren explained that they had developed a very flexible agreement with the
local hospital. Their brother became an "open patient" (1:199) who did not have
to be referred through a GP each time he was admitted to or discharged from the
hospital. If he felt well enough to go home he just told the doctor, and when he
needed to to be readmitted he simply arrived at the hospital. Warren conjectured
that perhaps this wpuld not have happened in a city environment.
Because their brother was the first HIV positive patient to be treated at their local
hospital, their doctor arranged for a special team to be flown in from Auckland
hospital to educate the local staff about case management and treatment of
HIV I AIDS patients. The team also spent some time with Margaret and Warren
and their family. Some of the nursing staff did not cope well with the thought of
nursing an AIDS patient so they were able to choose whether or not to do so. But
for others, Warren and Margaret's brother came to be regarded, in a positive way,
as someone special. A senior nurse, whom they had dubbed, "a bit of a dragon,"
(1:313) became much less formidable on the night their brother died. The tears
which she she~ led them to conclude, "Oh, boy, you are human after all l"
(1:314).
When her husband first became ill Jo thought he had "the 'flu" (7:13) because
that is what their doctor thought the problem was. However, later tests revealed
the presence of the HIV virus. When he was admitted to hospital there were
some nurses who were not prepared to look after him but those who were
proved to be excellent.
Rose had become worried when she was no longer able to get her uncle to eat or
take his medication, and she "ended up going to ... the leading New Zealand HIV
doctor" (8:21)who was very supportive. The doctor suggested that it did not have
to be that hard for her and perhaps she should consider transferring her uncle to
hospital. Rose was grateful for his ability to recognise her own as well as her
uncle's needs.
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A decision, made by health officials, that her brother was still capable of lucid
thinking was distressing for Emily. She was a nurse herself and was convinced
that her brother had advanced dementia at this stage. Her own diagnosis was
upheld when her brother was admitted to hospital later that same day because of
his deteriorating mental condition. Unfortunately, by then he had signed some
papers which resulted in a financial injustice being perpetrated against Emily and
her family. A later court case overturned that injustice but not before much
heartbreak had occurred.
Because their son's partner held power of attorney the hospital staff withheld
information from Emily and Sara and they were not always made welcome
when they visited. However, when their son and brother was admitted to a
hospice about two weeks before he died the staff there treated them very
differently. They had been included in a family meeting with the doctor and were
reassured by staff about what was likely to happen; and that their presence was
helpful and welcomed. Sara said, "they told us everything we needed to know"
(15:347).
Sara related an embarrassing moment to illustrate the generosity and tolerance of
some nursing staff. A nurse had come to shift her son's leg and make him more
comfortable. He was in severe pain and Sara was highly embarrassed by his
expletive outburst. The nurse looked up at Sara, laughed and told her not to
worry. She assured Sara that they understood each other.
The attitude of some health professionals at the time of her son's first HIV tests
were disturbing. Mary cited the "misinterpretation" (2:30) and "insensitivities"
(2:30) of people who judged or, more accurately, misjudged her son. But she
spoke highly of the nursing staff in the terminal unit of the hospital where her
son died. Having formerly been part of such a team herself she understood that
they were specially selected to work there. She explained that if a worker did not
fit they were told directly that this unit was not where they belonged.
Consequently, the terminal unit staff were special people. She felt embraced by
the care and concern of these "very gifted" (2:83) people when her son was dying.
Margaret and Warren knew of a man who received his diagnosis from a GP who
was reported to have said, " 'Welt boy, you're in the Lord's hands now. There's
nothing more I can do for you.' That was his post-test counselling" (1:434),
Margaret obse:t;'ved wryly.
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An awful, cumulative experience involving a previous inaccurate influenza
diagnosis; test results that were withheld from her son for seventeen days; and a
further inaccurate diagnosis at the Accident and Emergency (A&E) unit of the
local hospital, combined with that doctor's cavalier attitude towards her gay son,
left Robyn feeling devastated. At a later medical council hearing the A&E doctor
was found guilty of "conduct unbecoming a medical practitioner" (5:127). He was
fined and censured. But Robyn' s son died. All the indications were that if he had
been correctly diagnosed in the first instance, or if his test results had been made
available earlier, or if he had been admitted to hospital following his visit to the
Accident and Emergency unit he would most probably have survived that initial
opportunist ic infection. Despite her sense of betrayal by the professional people
who were purportedly best able to deliver appropriate health care, Robyn was still
able to acknowl~dge the "absolutely amazing" (5:135) care and support offered by
the nursing staff in the critical care unit where her son died.
Bev said that her son's IDV positive test result was the first that his doctor, a gay
man himself, h~d ever had to give to anyone. Later, after her son had died, this
doctor and another member of his staff made and presented a panel to the quilt
project, in memory of her son.
Because these participants cared deeply for their HIV infected friend or family
member, they were willing to take a great deal of responsibili ty for their wellbeing. But to do so effectively they also needed to feel a personal connection with
the health professional s on whom they relied and in whom they placed varying
degrees of trust. When feelings of empathy were established with the health
professional , the participant felt affirmed as a person and was better able to cope
with the ramification s of the HIV illness. But for those relationship s where
"missed connections " (Frank, 1996, p.4) engendered cynicism, fear and
powerlessne ss, the HIV bereaved felt a strong sense of alienation. The therapeutic
alliance between health professional s and the HIV affected requires more than
information sharing. The experience of these participants suggests that genuine
consultation which works towards removing feelings of superiority I inferiority,
and offers, instead, validation and support for each person's unique
circumstanc es, was most helpful.
Denial in public and private relationship s
At every level in the unfolding of these quilt stories, denial was a strong feature.
Initially there was q. great reluctance to believe that HIV I AIDS could be a social
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or personal threat to anyone in New Zealand. Many believed that by virtue of its
geographical isolation from other affected countries, New Zealand was highly
unlikely to ever host the virus. And, coupled with this, was the personal'it could
never happen to me' attitude. Some families and individuals refused to
acknowledge that their loved one had died of AIDS citing instead the
opportunistic disease that finally ended the infected person's life. An element of
denial existed at official levels, too. In the early years of the epidemic, the
goverment response was tardy (Davis, 1996, p.5).
Hugh remembers meeting with Bruce Burnett sometime in 1985. Bruce was a
New Zealander who had worked in the AIDS field in San Franciso and realised
what was happening to the gay community there. He came back to this country
wanting to encourage some sort of gay community response to HIV and AIDS
(15:22; Lindberg & McMorland, 1996, p.103-107). At that stage very few people in
New Zealand had been diagnosed HIV positive, although as it turns out Bruce
was one of those. Hugh says, "The Department of Health, as it was then, didn't
really want to know" (15:22). They seemed uninterested especially in local
initiatives. The government's dilatory response did little to alert New Zealanders
to the threat that

W?l-S

emerging.

Playing down the threat was a heterosexual, "nancifying" (4:12) response,
according to Welby, sweetly pacifying and unreal. He claimed that in gay culture,
with its characteristic bluntness, HIV was accepted as a death sentence. While it
may be true that the gay community, generally, was alert to the social
implications of the HIV virus in New Zealand well before official government
action took up the challenge (15:22-24); it seems that some individual gay men
affected by the virus were not quite so ready to accept the death sentence verdict.
Hugh spoke of a person with AIDS who lived a largely reclusive existence and
although he knew he had HIV, simply did not believe that it would kill him.
This was an awkward situation for the gay community support group who took
up the task of caring for him until his death. Not only did he deny the fatal
nature of his illness but he denied those who were caring for him the
opportunity to dedare the nature of their work. Hugh acknowledged the
frustration of this situation (15:225).
Accepting an HIV positive or AIDS diagnosis did not necessarily mean that
people - whether heterosexual or homosexual - also accepted the inevitability of
death. Emily and her HIV positive brother acknowledged the HIV diagnosis but
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initially, at least, neither of them accepted that it would be fatal. They hoped that
a cure would be found; and Emily believes that their positive attitude helped to
keep her brother well for so long. A similar kind of thinking worked for Bev in
the early stages of her son's illness. She clung desperately to the hope that a cure
would be found even just a month before her son became really ill (3:90). For
these participants the thought that such healthy looking and vibrant people were
going to die was just too painful. But as time passed and no cure eventuated, and
they were faced with the evidence of deteriorating health, they were more ready
to accept the reality of approaching death.
Katrina recalled that when a haematologist, recently returned from an overseas
conference, suggested that all haemophiliacs should be tested for the virus, she
simply dismissed the idea. She believed that New Zealand was too remote from
the HIV affected parts of the world. Far from harbouring suspicions that she did
not want to face, Ka.trina was certain that there was no way her six-year-old son
could be HIV positive. She simply ignored the letter. Three months later she
received a reminder and decided that the medical professionals were going to
persist until she agreed to have her son tested. Eventually she did so, still
adamant that it would be the end of the matter. When an AIDS diagnosis was
.... --- - ·- conveye·a--l:o ·ner- sfie-sfill-dianofoeliev e-ifwas her son's test and asked the
haematologist to check that he had the right person's result. Later, when Katrina
knew beyond all doubt that her son had HIV and was surely going to die, she
used denial as an effective coping strategy - as a way of clinging on to some hope
in a desperate situation. Her halting explanation outlines graphically the painful
vacillation of her acceptance and denial process.
As he was dying- I didn't really accept- I didn't think- I thought he
was going to bounce back - a little bit of me was holding on to hope that
he would bounce back - even though reality was so - looking at him he's not going to - but in my heart - a lot of - part of me was just
accepting the situation as it was but not looking to death. (10:107)
And, given that her son had struggled back from the brink of death before, this
was not such an unreasonable hope as it might otherwise appear. For Katrina and
her son, for Emily and her brother, and for Bev denial seemed to be a vital coping
strategy, allowing them to relinquish hope more gradually as it was replaced with
the undeniable

~vidence

of failing health. It is difficult and may be inaccurate to

see the kind of qenial that holds onto hope, as pathological.
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For many participants there was hurt and frustration around the denial that they
observed and experienced from others around them. Robyn felt hurt that her
brothers didn't want to talk about her son's death. They chose to pretend it just
didn't happen and this has adversely affected her relationship with them. Rose
tells how her uncle kept asking for a particular family member to visit him in
hospital. Even though Rose passed the message on she would not agree to visit,
saying she just wanted to remember him how he was before he became ill (8:43).
Rose interpreted this refusal as a form of denial. Mavis said that the whole
process of death and dying and AIDS became "a source of huge grief and anger
and frustration" (14:49) because her much loved friend was ready to acknowledge
his HIV I AIDS status but his family was not. They have never admitted that he
died from an AIDS related illness. "As far as they're concerned he died from
cancer," and then with intensified aggrievement that it was so, she added, "which
is exactly what he did die from" (14:47)! But the deceit appalled her, especially
when it was carried over to the funeral.
The way it wasn't acknowledged and people couldn't talk about it and
everybody knew that he had AIDS. The whole entertainment industry
knew that he had AIDS. And everybody came - (important person)
came - q_nd everybody came - you know, all the big names in New
Zealand ... ~nd nobody could outwardly acknowledge it ....It was a
tragedy .... He had AIDS for God's sake. There was no cause for guilt or
recriminations. (14:176)
Clearly the shame and guilt associated with sexually transmitted diseases such as
HIV, had no place in Mavis' reckoning. Hugh's sentiments were similar. "There's
still all this bloody mystique about it. It's only a virus for goodness sake ... "
(15:229). Sontag's (1978) perception that "any disease that is treated as a mystery
and acutely enough feared will be felt to be morally, if not literally contagious"
(p.6) seems to have been borne out in Hugh' s experience. He recalls the
frustration of coming back from yet "another bloody funeral" where he wasn't
allowed to mention the 'A' word" (15:223). He believes that there is still a lot of
shame associated with this virus for many individuals. But, he sighed, " ...you
can't push them" (15:223). He suggests that openly talking about HIV would be a
really great way to combat the fear and shame and guilt associated with the virus.
Warren was als9 aware that in some circles there was a reluctance, amounting to
denial perhaps, to mention the terms HIV or AIDS. He recalled a local quilt
ceremony whe11e several clergy took part in the proceedings. All but one seemed
to be masters of circumlocution, avoiding any mention of HIV or AIDS. "They
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never addressed the specific issue ..." (1:777) observed Warren. He wondered if the
process of coming to terms with the presence of HIV and AIDS in our midst is a
little bit like the process of grieving, where each person has to assimilate the
issues in their own way, in their own time. However, those with special
responsibility for pastoral leadership in our communities could be expected to
show the way in these matters, and Warren was obviously disappointed in the
attitudes of most of these clergy.
Sometimes the infected person's own denial was hard to take. James, who was
well enough aware of what could happen at the end for a person with AIDS
suggested to his friend that he would need a strong support team. James, who
was the only person who knew about his friend's HIV status, felt keenly, the
burden of responsibility for his care. But when he attempted to discuss plans for
the future they were "largely dismissed" by his friend. It seems that so long as he
felt reasonably well, denial was a useful coping strategy. The normality of his
health status and his closeted gay identity could continue. Although James did
not agree with it he acknowledged that it was his friend's choice not to tell. James
said, "I often talked to him about it and- he didn't say it in as many words but- I
interpreted it as being 'I will lose them if I tell them' " (12:54). So, James,
committed to his friend's care, colluded in the burgeoning denial around him.
Even when his friend became obviously ill two years later, and those around
him, including his nurse I carer, came to understand the true nature of his illness
they continued to deny it. Following his death family and friends steadfastly
refuse to recognise it as an HIV I AIDS related death. It seems that their denial was
not a stage in the grieving process; rather it was a stance or an attitude which
they have maintained. Perhaps it has allowed them to bring their private grief
into the public arena in a way which maintains their dignity in the face of a
world which might otherwise marginalise them and deny their experience of
loss. For James their continuing denial was unpalatable. He needed to find a way
of proclaiming the truth about his friend's HIV I AIDS related death. The creation
of a memorial q11-ilt panel provided the means by which James could address his
anger and frustration in a positive way. It also gave hi m the opportunity to
express his private grief in a public forum and to challenge the marginalisation of
those associated with HIV I AIDS loss.
Refusal to believe the health professionals' diagnosis was not an. uncommon
initial reaction. Sara tells the story of her son's partner who consulted his doctor
with troublesorne flu symptoms. When tests revealed that his illness had already
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advanced to the AIDS stage, he decided that it was a mistake and that his doctor
was "an old fogie" (16:5).
John, who was one of several carers for a person with AIDS, indicated that their
support group was aware that this man's family "was very much into denial"
(9:81). They were "not going to acknowledge him in any way, shape or form"
(9:81) as a person who had died from AIDS. "No, no, he wasn't gay," quipped
John, satirising the family's attitude, "No, no, he didn't have AIDS." The family
insisted that "h,e died of cancer... something that was ... sort of socially acceptable ... "
(9:81).
Aspects of denial revealed by the participants in this study were numerous and
complex. Denial ranged across a whole spectrum of relationships affecting the
way people and organisations responded to HIV I AIDS - from the government's
slow response t~ the early gay lobbyists; to the heterosexual proclivity to play
down the threat of HIV I AIDS; through to the frank disbelief that it could affect
children or heter;osexuals. And a certain mystique around the virus led to denial
that it could be fatal; to the hope that magical cures were just around the corner;
and to a refusal to believe that it could ever affect the morally upright. In the
public domain it seems that denial was an applied response to coping with the
threat and the presence of the HIV virus in our society. At a personal level it was
often an adaptive response to the intrusion of the virus into the private world of
the affected person. At some levels denial was a vital coping strategy: at others it
was a means of manipulating and marginalising those affected by the virus.
Secrecy as a prophylactic
The privacy issues around an AIDS diagnosis, illness or death engenders a level
of secrecy seldom experienced in any other medical crisis. Many individuals
struggled to maintain their secret in an effort to protect themselves and their
loved ones from the criticism and prejudice of extended family, friends and
society. The fear that others might have uncharitable thoughts about them and
their situation bolstered the efforts of many people to insulate themselves.
Sara and Emily spoke about their son's and brother's covert attitude to AIDS.
Emily said, "it's actually a disease that's hidden .. .in families" (16:619). Their
brother did not want people to know that he was HIV positive. "So, he kept it
pretty quiet. He liked people to think it was cancer" (16:82). And Sara recalled that
following her t;on' s former partner's death his parents had also told curious
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people that their son had died of "a degenerative disease of the brain" (16:104). In
each case the families had chosen to focus on their loved one's final, fatal,
opportunistic infection rather than the actual cause of the infection. Neither Sara
nor Emily wanted to dissemble but they could see some distinct advantages in
doing so. Emily explained that when her brother was still coming to terms with
the fact that he was dying, he did not want the added burden of having to cope
with other people's prejudice. And, both Emily and Sara had experience of this
from within th~ir own extended family. They were distressed that an older
brother blamed his younger brother for the predicament he was in. To the older
brother, AIDS was a punishment for having a gay identity and lifestyle. The
dilemma between wanting to protect the rights and privacy of their HIV I AIDS
affected son and brother and their genuine wish not to deny what was really
happening was q source of conflict for this family.
Fearing the cens1J_re of those who are closest to them often prevents people from
being open about what is happening to them. Alex said he and his partner kept
his partner's AIDS diagnosis "A big secret until we had to go and tell [his] Mum
and Dad .... We kept it a secret for a long time" (13:31). Alex also spoke of the stress
and guilt of keeping his own HIV status a secret from his family and workmates.
After he revealed the news he felt that it was no longer "a dirty secret" (13:99).
Mary said that when she first found out that her son had AIDS she did not want
too many people to know. "I suppose it was a secrecy thing" (2:89). But she was
also very sad that some people whom she thought cared about her personally,
"dropped away" (2:89), when they knew about her son's AIDS. So it seems that
secrecy, for Mary, may also have been a form of protection against further
abandonment at a time when she most needed the support of caring friends.
Trying to honour his friend's wish for secrecy almost overwhelmed James at
times. James, who was his friend's only confidante until the very final stages of
his illness, said that his friend's family "were of the understanding that he had
cancer, which was not entirely wrong because one of the complications was
cancer" (12:26). But two or three weeks before he died James' friend finally told
his brother who then told his sister that he had AIDS. They still chose to stay
with the cancer diagnosis. However, James knew that he had to tell the executor
of his friend's will that the real cause of death was AIDS because that was what
would appear on the death certificate. Apparently he accepted the news fairly
calmly but it was not so easy for the executor's wife. She had considerable
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difficulty coming to terms with the fact that this man whom she and her
husband had known for many years had actually died of AIDS and they had not
known. A few ~ays before he died, a woman who had been "very attentive"
while nursing James' friend during his illness, confronted James and pleaded
with him to help her understand what was going on. When he told her the truth
she was very upset but managed to come to terms with it "amazingly quickly. She
just got on with it and was really wonderful to him" (12:40). But she did not tell
her husband because she felt that he would not understand. The complex issues
of maintaining secrecy seemed to have a ripple effect which extended far beyond
the original

promis~

of confidentiality between friends.

Within Bev' s immediate family the news of her younger son's HIV status was no
secret. Bev wondered how other families coped when it was all a big secret. She
said "It's bad enough when you know" (3:7). However, she admitted that she and
her daughter "felt very shut off" (3:86) because her other sons were all overseas at
the time when they were first learning to cope with her son's illness. And she
had chosen not to tell relatives in the extended family.
I guess I knew what their responses would be. And, I guess, I guessed it
right. That was my way of coping. I didn't want to cope with sharing it
with relatives and to get [their] judgement. I wouldn't have coped with
that. (3: 86-88)
When their elderly grandmother observed that her grandson was so thin the
family let her believe that he had cancer. "She wouldn't have ever known what
AIDS was," (3:122) explained Bev. Eventually the other relatives did find out but
grandmother never did.
Even though Bev tried to carry on as normal throughout her son's illness she felt
very alone believing that no-one else knew what she was going through or how
she felt. Early in her son's illness he had gone for a holiday to England but had
suddenly taken very ill. Bev flew over to be with him until he was well enough
to come home. While in England she went to a women's support group and
there she met other mothers and sisters who were looking after their ill sons and
brothers. Bev was saddened to learn of the secrecy, insularity and fear
surrounding HIV I AIDS. So many of these women did not tell any of their
relations or next-door-neighbours or anyone else about the illness. "They'd be
looking after their sons at home and telling the next-door neighbour that their
son had leukemia" (3:151). The support group was the only place they could
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come and "be honest" (3:151), she said. As a result of that brief experience Bev
decided to work towards setting up a women's support group back home in New
Zealand. It was suq:essfully launched in the week before her son died.
Robyn recalled the night she first took her son to hospital quite unaware of what
was really wrong. Her son was obviously very ill and she was asked to sit outside
the room while staff attended to him. At one stage a nurse came out ostensibly to
comfort her, and to commend her for being so brave. Robyn was mystified and
told the nurse that she did not understand what she was talking about. The nurse
disappeared for a while and returned later to say that she was very sorry but she
was not allowed to say what was wrong. Clearly, something was. Robyn became
even more alarmed when the medical team said they would talk to her later
when her son had regained consciousness. Robyn was acutely aware that
something secretive was going on but she was too scared to think about the
possibilities. The fine line between confidentiality and secrecy had become very
blurred. Her son never did regain consciousness; and the staff finally had to
divulge the facts. Her son was gay, he had AIDS and he was dying. The traumatic
effects have lingered on for Robyn so that she, too, has become the keeper of the
secret. When conversation amongst her workmates turns to HIV I AIDS, criticism
and prejudice often feature volubly. In these circumstances Robyn's own secret is
difficult to bear. She is torn between wanting to leave the group or staying and
saying something. So far she has been trapped in a paralysis of pain, unable to do
either.

Jo

said that when her husband's HIV diagnosis had been confirmed they
understood it would remain confidential; but almost immediately they had a call
from an out-of-town friend enquiring if it were true that her husband had AIDS.
Jo was not sure how this had happened but she suspected it had been leaked
through medical sources. She said her husband was still coming to grips with the
diagnosis himself, and as far as she knew he had not told anyone else. However,
it seems that Jo's husband had become aware of his HIV status some four or so
years previously, while Jo had only learned of his secret at the time he was
admitted to hos;pitfl.l when he first became ill. It seems likely, therefore, that at
least some of her husband's friend's were aware of the situation long before Jo
was.
Rose believed that her uncle had an inner understanding that he was going to
die. "He didn't know what of, I'm sure .... But it was like he wanted to keep it away
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from the entire community where he lived" (8:27). Rose was certain that he was
trying to protect everyone that he knew by keeping his illness a secret and even
trying to leave the community when he became very ill. Rose also slipped into
secrecy mode to protect him, herself and her family. One of the women at a local
play group to which Rose and her children belonged also had two children
whom Rose used to mind. Rose felt that she could not tell this woman that she
was also nursing her HIV I AIDS infected uncle. However, the other mother was a
nurse and had "worked it out and she didn't give a damn" (8:37). Rose said that
that acceptance was wonderful later on when her uncle died and the HIV secret
became known. "That's the time when my play group and I actually got honest
about it and that was really good. That was a constructive time" (8:51). But there
was still some furtiveness in her extended family. Rose's mother and brother
were fearful of the prejudice and stigma of being associated with an AIDS death.
However, Rose, w:tw had kept very quiet for their sakes while her uncle was
alive, decided that now was the time to use his memory for other people's gain
through education. She set to work - secretly - to make a quilt panel. She
described the guarded pleasure of seeing her panel attached to the larger quilt
project when later, it came to visit her town. "Nobody knew that I was in town
with my panel.. .. Since then I've seen it on TV once and that gave me an absolute
buzz" (8:65).
For many people in this study secrecy was a positive and proactive stance which
they had undertaken as a protective measure. But just who was being protected,
and from whom~ was not always apparent. It seemed that most often participants
endeavoured to protect themselves and the memory of the person who had died
from the censure of their friends, family and community. But there were also
times when participants perceived that family members or friends - especially the
elderly or the very young - needed to be sheltered from the facts. The complex
nature of maintaining secrecy frequently led to isolation and frustration,
sometimes even negating participants' attempts to adapt to the situation or to
receive much needed support. The HIV I AIDS bereaved were often not able to
extol their circumstances in a way that valorized their friend or family member.
Always having to remain circumspect and in control of the information flow, for
themselves as well as for the memory of their cherished friend or family
member, created additional stress and pain for many participants.
The estate and powers of attorney

Unhappy relationships involving conflict over money, possessions and
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inheritance were described by several participants. These references, which
formed only a small but intense part of an individual's grief narrative, were not
responses to a direct question on the interview schedule. Rather, they were
interruptions that were included when the participant felt that an aspect of his or
her loss narrative required further explanation.
These participants understood that in matters of business management and
administration of legal affairs the person who has official power of attorney holds
a major power to act responsibly on behalf of the other person. In a homosexual
partnership where one person is incapacitated through infection with an
HN I AIDS related condition the question often arises- who is the best person to
hold power of attorney? Does the partner, a friend or a family member have the
greater claim? However, participants in this study did not overtly challenge the
appointment of a particular attorney. But they did challenge the abusive attitudes
and behaviours which caused immense stress to themselves and in some cases to
their HIV infected family member or friend. Instances of irresponsible
behaviours and injustice were cited and laid at the feet of some who held power
of attorney.
Usually the infected person is able to nominate a suitable proxy before his or her
condition deteriorates. However, one of the most insidious opportunistic
infections resulting from HIV infection is dementia; and it is not a simple matter
to judge when an infected person has deteriorated to the point where he or she is
no longer deemed to be of sound mind. This can be a complicating issue in terms
of appointing a suitable representative. Much to Sara' s chagrin, her son had
actually signed over the power of attorney to his new partner when he was
already suffering from dementia. Sara outlined some details of how her son's
partner had been to visit her, during which time he had enumerated several of
her son's forgetful actions concluding that he had "gone mad" (14:294). Sara was
affronted by this description of his dementia but she was also alarmed and
suggested that he take her son to the hospital for an examination. Her advice was
ignored. Soon after this her son received news of a legacy under the terms of his
father's will. His partner accompanied Sara' s son to the lawyer's the next day to
sign a document granting him- the partner- power of attorney; and later that
same day Sara' s son was admitted to hospital because of advancing dementia.
Sara believes that her son had no real understanding of what he was doing when
he signed the document earlier that day. After his death Sara and her family
contested her son's will in court and were successful. It was a difficult and
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harrowing time for all concerned, adding unnecessary tension to lives already
burdened with grief.
Emily was equally distressed by the way that her brother's partner exercised his
power of attorney in matters of ongoing care for her brother and of access to
information about his condition. He was young, inexperienced, and Emily and
Sara would observe that he was not as well equipped as they were to deal with
the dependency and the degree of care required by a very ill person. In a society,
such as ours, which often fails to acknowledge the couple commitment in a
homosexual relationship there may often be good reason to honour the partner's
rights over the family of origin; but circumstances do alter cases. In this case
because his partner worked out of town for much of the time, the family of origin
undertook the greater responsibility for their son's day to day care. Nevertheless,
both Sara and Emily were often frustrated in their attempts to find out what was
happening in terms of care and support for him during his hospital stays. Emily
said that when she asked for information the hospital staff referred her to her
brother's partner. However, his partner was often not in town and sometimes he
didn't seem to have a clear understanding of what was happening himself. Sara
quoted a doctor. who once said to her, "It's a great shame [your son] signed that
power of attorney. I can't tell you anything." Emily found the hospital staff's
adherence to the privacy code most unhelpful but concedes that, "Probably their
hands were tied" (16:330).
Later when her son was dying in the hospice one of the staff there, observing
Sara' s anguish, took the initiative and suggested that she should speak with the
doctor. When her son's partner found out, he was very angry that she had
apparently gone behind his back. Until the end he maintained that all
information should pass through him since he had the power of attorney.
Tension between the family of origin and the dying man's partner over
emotional rights and ownership of information was as fraught with stress and
anxiety as were attitudes to health care or to money and property.
Mavis' partner was also suffering from a particular manifestation of the HIV
virus which caused neurological impairment. But while he was still mentally
alert he had designated his parents to act on his behalf. Mavis explained how her
partner's family of origin later engaged their power of attorney to prevent their
son's medical'case' being used as an educational tool. Mavis had no quibble with
their jurisdiction over her partner's personal property or financial affairs. Her
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relationship with their son, although a committed one and emotionally strong,
did not fit the conventional heterosexual norms. But she was upset by their
extension of the legal powers her son had given his family, into claims of
emotional rights. By this stage, their son had come to terms with his illness and
imminent death in a way that his family of origin had not. While he was still
lucid he had agreed to be videoed as a case study to help educate medical students
about the progression of the HIV virus. Mavis knew that he wanted to be part of
this video and she was prepared to support him. As predicted his health began
declining; and at the point where his family intervened to stop the filming he no
longer had the stamina or mental alertness to contest their decision. Mavis
recalls that her partner was still able to feel "incredibly upset" (14:174) by his
family's move; but the ambivalence of her position silenced Mavis. She felt the
pain of her exclusion by a family whose legal powers enabled them to place their
emotional needs over her own which she understood to be much more closely
attuned to their son's wishes in this instance.
Rose and her cousin knew they were joint inheritors of their uncle's estate. But
when he became ill they were certainly not joint carers. Rose provided extensive
care for her uncle in terms of his practical and emotional needs; but, before she
understood the extent of his dementia, he had already made some disastrous
decisions over the sale of his home which cost him a lot of money. She says, "He
really screwed up big time" (8:43). She also hinted at some "bad blood with his expartner's family" (8:43). She explained how she had to try to separate her uncle's
chattels from his late partner's even though they had combined assets. She said
there was a lot of bitterness with his family whom she described as "sort of gold
digging, as well" (8:43). In the end there was only "a pittance left" (8:43) to divide
between the two beneficiaries. Rose was not disappointed for herself. She cared
willingly for her uncle when other family members were afraid or ashamed to be
involved. "You know, you do these things," she declared philosophically (8:43).
by the other beneficiary's lack of support and reluctance to
visit her uncle even when he kept asking for her. In Rose's case tension over
emotional respqnsibility caused far more anxiety than any loss of a possible

But she was

sad~ened

legacy.
James was not the executor of his friend's will and he did not have a vested
interest in his financial affairs at all. James' friend had appointed his brother as a
proxy and he yvas also a beneficiary of his will. Nevertheless, James found
himself being drawn into the family rancour over money as his friend's death
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approached. Some family members confided in James, saying that they did not
want other members to benefit from the estate. He says, "the family ... knew there
was a lot of money sitting there and there was a mad scatter to get their hands on
it" (12:72). Although they did not come to visit or care for the dying man, they
phoned several times in the days before he died - even on the day he died - to
check up on where the money was and how it was to be distributed. James, who
was supporting his friend, admits that he was angry then and still feels angry
now when he thinks of the family's rapacious attitude. In particular, he remarked
on his friend's brother's actions after the funeral. "It's a pretty callous act to strip a
house .... just take what you want ... walk away and leave it and feel no
responsibility for even cleaning up the mess ... " (12:107). James was left to deal
with the remain~ er of his friend's clothing and personal effects, a task which was
emotionally "extremely difficult" (12:76) for him. He kept thinking, "I'm not
family and yet,

~have

to do this" (10:78).

In contrast with the previous participants' experiences, Margaret and Warren,
who were the primary caregivers and also beneficiaries of their brother's will,
talked comfortably about his estate. He had made appropriate arrangements for
his finances and property to be shared within the extended family. They were
equally comfortable with the knowledge that his 'family of choice' also received
some financial benefits. "Thousands of dollars worth" (1:487) of specified
personal possessions were donated to a gay club with which their brother had
been affiliated, and this was later auctioned to raise funds for the group.
For those participants who had been affronted by the unjust actions and attitudes
of the very people who were appointed to act responsibly on behalf of their ill
friend or family member, the additional burden of grief was distressing and
painful. The vigour with which their diversionary narratives were told suggest
that they are not going to be easily forgotten. There was a certain dislocation for
the participant in the retelling. Located in a very 'present' interview structure, the
experience of the past was not only vividly remembered but was being relived in
the 'here and now' situation with great intensity. For some people there was an
uncomfortable quality to their digressions. Embedded in them were notions that
linked both "the grand" and "the unbearably petty" (Frank, 1995, p.59) to their
global experience of HIV I AIDS loss. But the participants' sense that injustices
had been perpetrated was compellingly strong; and their memories of all that was
unfair and mean were disgorged into these diversionary narratives. It was as if
these stories were allegories of their grief experience.
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Homosexuality, homophobia and the HIV/AIDS bereaved.
Various issues relating to homosexuality were raised by fifteen of the eighteen
participants in this study. For the two families whose children had been infected
through parenteral routes, and the one participant who did not reveal the source
of infection, homosexuality was not mentioned directly. This section offers some
reflections on the implications that homosexuality, and discriminatory attitudes
have for those participants, and their families, who were simultaneously trying
to come to terms with their HIV I AIDS loss and the negative effects of
homosexual stereotyping. Weiss (1992) suggests that gay stereotypes "embody a
wealth of hatred, fear, and disgust, and their far reaching, detrimental effect on
the lives of gay people can hardly be imagined" (p.63). Vincent and Ballard (1997)
also point to the discrepancy between how gay people see themselves and the way
that their homosexuality is typically conceptualised. They suggest that "the
negative myths and stereotypes associated with homosexuality and lesbianism do
not reflect their realities ... " (Vincent & Ballard, 1997, p.151). The participants in
this study bear witness to the pain that such stereotyping engenders. Their stories
may also contribute to a fuller understanding of New Zealand's sexual culture;
because the AIDS pandemic has become the emotional litmus of how people
respond to and deal with homosexuality. These stories dip into the taboo topic of
men who have sex with men. Some merely touch the surface, others delve
deeper, but each emerges coloured by a level of experience that is seldom
considered, much less valued, by a dominant heterosexual, and often,
homophobic culture. The homophobic response adds another painful dimension
to the HIV I AIDS grief experience, and creates a barrier to psychological health
and healing.
Some definitions. Most participants in this study did not attempt to define
homosexuality or to establish why they or the person with AIDS (PW A) was
homosexual, bisexual or heterosexual. Generally, there was an implicit
acceptance that these categories of human sexuality exist; that they are
established for each individual by his or her own personal recognition; and that
to be gay, lesbian or bisexual is to be different from the heterosexual majority. For
the fifteen participants who raised the topic of homosexuality, homophobia was
an important issue. Each person had experience of dealing with either their own
or someone els~' s homophobic attitudes. It is important to note that there is
dissension within the literature about the use of the term homophobia. Davies
(1996) writes that:
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A number of researchers have criticized it as innacurate, claiming that
it is not a classic phobia .... Herek (1991) objects to the continued use of
homophobia because of its tendency to pathologize the individual
rather than seeing those holding anti-gay attitudes as reflecting cultural
values; he prefers the use of anti-gay prejudice. (p. 41)
Davies is not entirely convinced. He points out that however acceptable anti-gay
prejudice is at the social level:
It has been demonstrated (Freund et al. 1973; Langevin et al. 1975;

Shields and Harriman 1984) that many individuals do exhibit a fear
response to homosexuality, and whilst the origins of that fear may well
be culturally derived, since it affects some people more than others
there is perhaps good reason to view it in some ways as an individual
anomaly. (pp.41-42)
Davies (1996) refers to Weinberg's (1972, p.4) definition of homophobia, "the
dread of being in close quarters with homosexuals - and in the case of
homosexuals themselves, self-loathing" which, he explains, has been expanded
by Hudson an<;l Ricketts (1980) to include the feelings of anxiety, disgust,
aversion, anger, discomfort and fear that some heterosexuals experience around
lesbians and gay men. This expanded meaning is pertinent to the experiences of
many people in this study. Conscious of the dilemma, I have chosen to include
the word homophobia in this text. While it may or may not be a 'classic' phobia,
homophobia incorporates a more specific context for the kind of discrimination
experienced by the people in this study.
Conservative attitudes in rural New Zealand. Coming to terms with their
homosexuality, particularly in rural New Zealand, where conservative attitudes

and values seemed to prevail, was a major issue for some young people and their
families in this study. For many, the safest place to escape from homophobic
pressures and prejudice, and to explore and give expression to their sexuality was
in the comparative anonymity of big cities, both here and overseas. Locke (1998)
also claims that, "Many rural gay boys come to urban meccas to come out and
find others like themselves. This is an essential step in the formation of gay
identity" (p.3).
Growing up gay in small town New Zealand was a stultifying experience for
Warren's brother. The feeling of being separate from a community which was
not willing or able to nurture his own burgeoning gay identity eventually
prompted him to leave and make a life for himself in the city - a life where he
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could find some connection with other gay men's lives. Soon after his move to
the city, Warren's brother began the first of many trips abroad but he always
returned to the core of friends he had developed within his homeland's urban
gay community. However, he was drawn back to his rural roots again, when HIV
changed the course of his life. As his health deteriorated he wanted to be near his
family of origin. So far as Warren himself was concerned, it was his brother's
achievements in life that really stood out and not the fact that he was gay (1:613).
But their parents were not so comfortable with the knowledge that one of their
sons was homosexual. Their father, in particular, had never come to terms with
it. Warren said that his Dad used to worry that his broken marriage had
somehow contributed to his son's homosexuality; a fear that seemed irrational
given that Warren, who had also been affected by the broken marriage, was
clearly heterosexual. So when his gay son returned home ill, this father was faced
with "the double dilemma" (1:137) that his son was not only gay but he was also
was a difficult situation for an elderly man who had lived all his
life in a very parochial district. However, there was no question of ostracising his
son; and Warren acknowledges that ultimately, his father "took it pretty well
really" (1:138). He remained stoical in the face of great adversity; and he
dying of AIDS.

~t

exemplified an unspoken code of rural behaviour that often prevents people
from talking openly about lifestyle or sexuality. Throughout his son's illness he
didn't talk abo-q.t his stress or complain about the family difficulties. He privately
supported his son in many practical ways and continued to quietly ignore the gay
and AIDS related is.sues right up to his son's death.
While there are difficulties for a family receiving their stigmatised son back into
the fold there are also problems for the son who chooses to return to his family
and particularly to a community that has been unable to accomodate his
homosexuality in earlier days. There may be some compassion for those
returning to die, but the same attitude may not be extended to the HIV positive
gay person who is generally quite well and may not die for some time. The
stigma is still there not just for the individual but for the whole family (Locker,
1998, p.l8). Margaret and Warren seemed to be aware of this, and had counselled
their brother to keep in contact with his gay city network. They warned him that,
"If the community close ranks it's going to be very tough and you're not going to

want to be here" (1:122).
Warren's brother was to all intents and purposes an 'out' gay man. He was
250

certainly 'out' to his city friends. His family knew him to be so and impassively
accepted his differences. Sectors of the local community where he worked for a
time, and the groups to which he belonged, had at least a tacit understanding of
him as a gay man but they also colluded with society's cloak of silence around
homosexuality. Later, when he came back to the community as an HIV I AIDS
infected man, there were some individuals who did not want anything to do
with him or his family. But, on balance, theirs was "a small town caring
community- it could have gone the other way," added Warren (1:177), aware that
some communities would not have been as accepting of his brother's presence.
Nevertheless, there were tensions for this family whose gay member had once
categorised them as different; and who now, in the face of an HIV I AIDS threat,
had to experience a 'reassessment' of their status from within their own rural
community.
Although Warren and Margaret themselves had "a basic acceptance" (1:623) of
their brother's homosexuality, they recalled a time when they still harboured
hopes that he "might find the right girl, knowing full well, probably deep down,
that he wasn't going to" (1:787). Some of their rural conservativism lingers on in
their final memorial to him. Margaret admits there is nothing on his quilt panel
that "acknowledges the fact that [he] was gay and proud of it" (1:472); although
Warren points out that the gay motor cycle club badges indicate a "gay
connection" (1:506). He concedes that it is not a direct one, but it is there "really, if
you want to see it" (1:506).
Welby lived as an 'out' gay man in a rural township for three years but, contrary
to stereotypical expectations, was never once harrassed. "I never made a secret
about my sexuality. I mean, I didn't broadcast it but I didn't make it secret" (4:22).
If he was asked to a staff social he would explain that his partner was a man and
would just arrive with him. "I'd just do it and no big scene ... and when we had

the school ball I took my partner." Welby believes that as an 'out' gay man it was
important for him to be there. In this situation Welby may have had some
advantages. This township was not his home community so there was no threat
to his family of origin; he had some options about staying or leaving; and he was
not HIV positive. By the time he had come to live there he was astute enough to
realise that if he just got on with his life, quietly, his 'difference' would be
tolerated - perhaps, in time, accepted. Welby seemed to understand how to
balance his own integrity as a gay man living within this particular rural
community.
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Rural and church influences. Tim reminisces about his youthful experiences of
growing up in a conservative Christian church in a West Coast town. "I suppose I
must have been in my late teens before I even knew there was such a thing as
gay .... In those days- the war years and after- you'd hardly talk about 'gay', would
you?" (11:162). He leaned forward slightly and spoke in a church whisper, his face
revealing ironical volumes as he shrugged and framed this purely rhetorical
question. He confessed that it took another decade before he understood that he
was gay himself. Feelings of guilt, shame and fear pushed Tim into the closet
where he internalised the homophobic attitudes of church and community that
he experienced around him. He has remained closeted ever since.
For Tim, the joy of falling in love has been overshadowed by the inevitability of
pain in a love affair that could not be acknowledged. Although they were friends
for several years, and very occasionally casual lovers across those years, Tim
expressed a rueful wish that "the relationship had been somewhat more than it
was" (11:7). He described his lover-friend affectionately as "a bit of a rolling
stone ... " (11:9). When he was in the latter stages of his HIV illness, Tim travelled
overseas to visit him and was shocked by the deterioration he observed. He came
home to dwell on it quietly and alone. But the ultimate pain for this man,
concurrently coping with his covert status as a gay man and his burden of grief,
was attending a memorial gathering, organised by his lover's family, back here in
New Zealand. He was quite unable to acknowledge that they had ever been
anything more than 'just good friends' - in the heterosexual sense of that phrase.
"I found that totally unsatisfactory- and so did the other person from work- and
I assume she was not involved [with him] to the same extent -If I could put it
that way" (11:67), said Tim, drily.
The nature of Tim' s relationship was of vital importance to him. I had just sat
down with him and was about to frame an introductory question when he
launched the interview himself. "Before we get started ... perhaps I ought to make
it clear what my relationship with [name] was and wasn't" (11:5). As he clarified
their relationship he stressed that it was no great love affair. But this attempt to
diminish the strength of his feelings merely served to highlight the intensity of
what followed. He began to describe what was for him an emotional attachment
that defied the usual heterosexual description of friendship. Perhaps some of
Tim's negation has to be set against the counterweight of his Church background
where "homosexuality has been treated as a problem within the domain of
Christian sexual ethics" (Stuart, 1995, p.1). The nature of Tim's relationship 252

genital or not - was certainly not fleeting or impersonal. It seemed to come far
closer to 'a great love affair' than Tim was prepared to admit. But whatever the
reality for him, conventional heterosexual frameworks had, so far, been unable
to allow him to openly acknowledge the depth of his feelings for the deceased
man or their homosexual relationship.
Models for being in a sexual relationship. For homosexual couples in this
country marriage has never been an option; and 'living together' modelled on
the heterosexual marriage relationship has not necessarily been regarded as an
acceptable alternative by the gay community. Tim was not the only participant in
this study who described sincere and meaningful relationships in very different
terms from those - until quite recently (Campbell, 1998, pp.18-20) - most often
embraced by the heterosexual population.
Welby spoke frankly about his personal relationships. Living and loving were
precious to him. He described intimacy as the ability and desire to share the
things deep inside you including shortcomings and failures, doubts and hopes
(4:93). He believes "Love is a perfect state and it is absolutely attainable .. .it's not
defined by sexuality" (4:91); but it includes sex. So it was important for him to
negotiate "some kind of commitment to monogamy" (4:57) within his
relationships. He explained that he uses the term 'relationship' in its broadest
sense to include a partnership that lasted for several years and one that lasted for
several months. And, in a radical critique of the dominant culture, Welby noted
that the very concept of monogamy belongs to a heterosexual discourse. He said:
It was very difficult to be a monogamus man in a gay world because it

was seen as a very heterosexist state.... What were you trying to
prove? ... [that] you're husband and wife-y-poos or something? .... but
now I don't care anyway. I am very happy with that state. (4:36)
Serial monogamy, with a partner who did not necessarily live with him under
the same roof, was to Welby, a valid option for being in a comfortable, secure,
and loving, sexual relationship.
Living with deception. Welby also spoke about the deceptions that many gay men
have to practise in order to keep up heterosexual appearances. A couple will
sacrifice their relationship at crucial times. They may go home to their separate
parents at Christmas. Or gay men living together as a couple may keep a spare
room that looks vaguely lived in (4:30), perhaps giving the impression to visitors
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that they are merely flatmates.
James' friend was a closeted gay man who apparently did not belong to a gay
community at aJl. "He certainly never came out" (12:225) and he didn't have a
partner of any sort that James was aware of. He had always lived on his own; but
he disclosed to James that he had been sexually active over the years in a discreet
sort of way. After reflecting on his friend's lifestyle James concluded that "in the
end he had compartmentalised his life pretty carefully" (12:211). Other
participants referred to similar divisions in their own or their loved one's lives
which were variously framed as "the other side of him" (1:716); "the Jeckyll and
Hyde existence" (1:37 & 12:219); "my double life" (4:117); "his past life" (14:113);
"the side I didn't know about" (5:169); "a man- undercover" (2:181); "his personal
stuff" (1:719). Mavis said that her partner's family knew nothing about his life in
the States (14:117). This seems to have been a common experience especially for
the older homosexual men in this study. They often lived a 'Jeckyll and Hyde'
kind of existence with two separate identities, one reserved for a community of
people who acce:pted and understood the gay man's orientation and practice; and
the other for those who did not.
James did not find it easy to equate his friend's life with furtiveness or covert
activity of any kind. Similarly, Mavis could not see her friend in such a way. Both
participants perceived their friends as highly skilled, extremely intelligent men
who mixed with the social elite and who led outstanding professional lives
(12:211; 14:117 & 204). And yet, each man remained secretive about his
homosexuality and his HIV infection. Right up until the edge of death each
harboured some shame or guilt about the fact that he had contracted the disease
(14:196). However, their infection was hardly the result of negligence. At the
point in history when these men had contracted the disease no-one knew of the
HIV virus; and if there was a gay cancer beginning to emerge among the
homosexual communities to which they travelled overseas, no-one would have
understood its ramifications or how it was transmitted. Their retrospective selfblame was, more accurately, a reflection of internalised homophobia.
When Sara's son became very ill and his partner seemed unwilling or unable to
cope with his care, Sara begged him to come back home and live with her.
Although they had a good, strong relationship and he did spend a lot of time
there he did not want to return permanently to his mother's place. The strength
of his internalised homophobia drove him to explain to his sister, "I'm not going
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to be a thirty-year-old poof dying at Mum's house" (16:432).
Rose acknowledged the peripatetic life style of her uncle who also had trips to
San Franciso, and, she guessed, "He must have had his fun over there, too, for all
I know" (8:122). But what she is sure about is the kind of person he was. She
described him as "a lovely man ... very warm ... very jovial" (8:19). But Rose, keenly
aware of the criticism often levelled at gay men, felt it was important also to
describe him in terms of what he was not. "He wasn't a cheap gay - or a flaunty
gay, if you knovy what I mean" (8:122).
The social and sexual experimentation that became part of these men's covert
lives is often regarded by wider society, including individuals, organisations, and
religious groups, as deviant and promiscuous. But, perhaps, it would be more
helpful to view the "covert" nature of their lives as a healthy response to a
homophobic and discriminatory society.
Pressures to conform. Some participants in this study found that societal
pressures to conform to heterosexual norms were often extremely hard to resist.

Hugh recalled his brief marriage and the days when he was convinced that he
was heterosexual. Then he deliberated for a moment, "Well, I wasn't all that
convinced," (15:8) he added wryly. It seems that the breakdown of his
heterosexual marriage eventually helped him to resolve the situation and to
'come out' as a gay man. Simon (1996) posits that it is understandable that lesbian,
gay and bisexual couples do, "to a certain extent, draw on their experience of
heterosexual relationships and this can be useful in determining which
behaviours they would find helpful to keep, try out or discard" (p.105). Hugh
recalls that this was a very significant time historically; and for him personally
and politically. The decriminalisation debate was drawing to a close possibly
adding impetus to his decision to "come out." Once out, he was intent on "being
out there and trying to make people aware of the issues that were facing gay
men" (15:61).
John, too, had to struggle with heterosexual expectations and bigotry before he
could assert hi:q1self as a genuinely homosexual man. But he dealt with these
pressures in an entirely different way.
When I CC~;me out of the closet I think it wasn't so much the big
problem that I was actually gay - but gay without even pretending to
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try and be heterosexual first. You know, I hadn't married a woman and
I hadn't fathered any children and I certainly hadn't slept with a
woman, and so on and so forth. And how dare I decide on the basis of
how I felt, that I wasn't going to do any of that. But you know it
depends on which way you look at it - on which standpoint you take well, what would have been proper at the end of the day? (9 :172)
His question was purely rhetorical. John definitely could not see himself in a
phoney relationship with a woman. Obviously there was no question in his
mind about what was proper for him. But questions do arise for other people.
Coming to ten1;1s with homosexuality. There had been times during the year or

so before her son's death that Robyn had suspected he might be gay but she had
put it out of her mind because previously he had been in a lengthy relationship
with a woman. What this relationship really meant to him Robyn will never
know because she did not find out that her son was gay until he was already
unconscious and dying. She is overwhelmed with regret that she never had the
opportunity to talk with him, to tell him that it was okay to be gay and that she
wanted him to {ive his life and be himself (5:236). This situation was a personal
tragedy for Robyn and she was deeply distressed by the circumstances around her
son's death.
For Alex and his mother the denouement was much happier. Alex was dubious
about his sexuality as he was growing up and finally decided that he had to get
away from the societal pressures to be heterosexual. He explained that he had girl
friends; "I had all that stuff- and I just didn't- it didn't feel- it didn't feel right for
me. I felt like I was doing something wrong .... I was just playing into the
heterosexual role" (13:63). When he finally summoned up the courage to ring
home from his overseas destination, to tell his mother he was gay, she responded
very matter-of-factly. She said that she had known for a long time; and she
continued to talk about other subjects as if her son's disclosure of homosexuality
was no big issue. Alex's fears were assuaged. He knew from that moment that it
was all right. A great weight had been lifted from his shoulders, and he felt like
"this is me. Yeah!" (13:63). But there was no such happy compromise for one of
Alex' s partners who had "escaped" overseas to avoid the negativity of his family
when they discovered he was gay. That estrangement remained until his
partner's death.
Mothers in this study generally found it eas1er to accept their sons'
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homosexuality than other members of the family. Even so this acceptance was
often accompanied by varying degrees of regret, anxiety, fear, guilt and grief. Mary
says that her son's lifestyle became apparent to her when he was about fourteen.
It wasn't an issue and she never felt uncomfortable with his homosexuality. It
was something that their immediate family shared and it "never bothered us"
(2:14). Mary said, "We never looked at him as being different...his homosexuality
was never ever questioned in our lives" (2:16). The only thing she asked of him
was to make sure that he found a stable relationship. Her anxieties focussed on
his long term happiness. However, Mary admits that for some members of the
extended family his homosexuality was a vexed issue resulting in his alienation
from them.
Bev recognised that her son was different when he was about seventeen. She said
that his admission 'took her back a bit' at first and she had to deal with the
asssociated grief that this knowledge brings: "You know, the thought of
grandchildren and things like that" (3:9). But she completely accepted her son as
he was, and his friends were welcome visitors at their home. Bev thought it was
so unfair that some people diminished gay men with the notion that they didn't
"count for much" (3:207). This was certainly not her experience.
Not all parents were able to cope with such equanimity when they first learned
about their son's homosexuality. Welby says his "double life" had caused him to
drift away as he was growing up and his Mum and Dad had real trouble because
he came out "with a hiss and a roar" (4:28). He said, "Dad didn't understand and
he felt afraid. He didn't know who this guy was because he wasn't 'the damned
boy' anymore. He was somebody else" (4:117). Welby also tells the story of how
his mother discovered a very intimate letter that he had written to his lover. He
describes her response as hysterical. These things created a rift in their
relationship and W elby was torn between the love he felt for his parents and the
love he felt for his partner. He regrets that he wasn't strong enough at that point
to tell his parents about the anguish he felt.
I was full of fire and brimstone but not the true strength that was
gonna give me the bow to do that. I mean, I could stand up in a hall

and talk about gay rights and be marching down [main] street - no
problem. But to talk to your Mum and Dad and say no you can't do this
-no. (4:28)
Eventually, after the death of his lover, Welby became reconciled with his
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parents. Through the process of constructing a memorial quilt panel he began to
share with them, aspects of his life with his lover. His parents, observing his
grief, were able to listen and assist in small ways with the project. Welby and his
parents had moved, almost imperceptibly, towards a hard-won-place of loving
acceptance.
Harassment. But Welby' s struggles with unspoken heterosexual expectations
were by no means confined to his parental relationships. He described his
experiences of being harassed with rude taunts and accusations by the police

when he walked down the city street holding hands with his lover after they had
been to the movies; and his anger when he was jeered at by straight guys and girls
in the early days of his 'coming out'. He came to realise that if you are strong "you don't hav~ to be aggressive, but if you're very strong and very honest" (4:22)
- people don't push you around. He also described a much harder situation to
deal with:
Gay men do get sexually harassed by women sometimes ... .I was in a
situation once where I was getting very harassed .. .! started getting
phoned at two in the morning and things were getting pretty heavy
and she was showing up at work. ... You can tell them over and over
again but they will still - it's not wanting to be your friend - it's a
challenge you present. (4:34)
Homosexuality as pathology. Welby' s speculation that he represented a
'challenge' to this woman seems very likely; because the challenge to reform gay
men has been linked to the crude and outmoded belief that homosexuality is a

pathological condition which could respond to treatment. "The belief that there
is something abnormal about a homosexual orientation which needs correcting
or treating is unfortunately still common to many people" (Davies & Neal, 1996,
p.14); and in this belief system the mildest form of 'correction' might simply be
construed as 'meeting the right woman'.
The literature records a variety of cures and remedies which have been used to
treat the homosexual condition. These include "a good diet and herbs" (Stewart
1993, p.15); "electric shock treatment, brain surgery, castration, hormone
injections and other biochemical therapies, and a variety of psychotherapies,
most notably long term psychoanalysis" (Davies & Neal 1996, p.14).
Unfortunately the stigma of psychopathology lingers on long after the production
of "clear empirical evidence that homosexuality is not pathological, and that
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lesbians and gay men have the mental health equivalent to heterosexuals"
(Davies & Neal, 1996, p.20).
Gay men and their families, in this study, who already felt the sting of stigma
around homosexuality were sometimes faced with the dilemma of whether to
come out, or remain silent about the nature of the HIV illness. As Hugh pointed
out (15:38), it took considerable effort in the very early days of the epidemic to
organise gay men themselves to protest about what was happening to them.
Welby offered an explanation for this resistance:
With the whole family culture about, you keep things in the family.
There's a code of ethics that in gay culture - which is very strong where you don't tell on the sisters - you don't - no matter how bad a
gay guy is you don't tell heterosexuals. And that operated around
AIDS- for a long time in the introduction- that gay guys didn't turn
round and tell their best friend, who happened to be a girl, that
someone had AIDS. There's a big taboo and that's very old, that's very,
very old so you don't squeal on the sisters. (4:14)
Welby' s particular use of generic language helped him to assert his point.
"Family" in this context meant the gay fraternity and "sisters" were the gay male
members of the fraternity.
Because of the cultural dosetedness of their world it became clear, early in the
crisis that gay men themselves had to organise their own response to the AIDS
threat. Hugh says it took a while though, because the Department of Health - as it
was then - wasn{ t really interested. The first information leaflets and pamphlets
that went out to the gay community were also paid for by the gay community.
Education and fund-raising was a slow business; and the media messages did not
help. Hugh describes their response as "totally paranoid" (15:47). And, some
health professionals "didn't take into account the intravenous drug users" or the
"significant number of haemohpiliacs, who were going down with this virus in
those first few years" (15:45). They "looked upon this as a sexually transmitted
disease" (15:43) among gay men.
The initial lack of recognition of, and support for, HIV positive people, and the
longstanding prejudicial and damaging notions that homosexual relationships
lack commitment, are highly promiscuous, and even predatory (Davies, 1996;
Lichtenstein, 199p) has forced many HN affected people and their families to live
on the margins of society. But the participants in this study revealed that, as in
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any other population, there existed a whole range of personalities, behaviours
and possibilities for relationship. Education was a key factor in helping people
come to terms with the facts that sexual orientation did not spread the virus but
certain behaviours did. For some homosexual men their past lives may have
encompassed different values than those they now espoused. One night stands
and the life around the saunas had its fleeting attractions for some men especially
in the early days of their coming out (4:6). Some young, and not so young- given
the 'developmental lag' theory (Grace, 1977) - gay people explore relationships
just as vigorously as some young heterosexuals do. At the other extreme were the
closeted gay men who clung to the comparative safety of a very private and
sometimes celibate existence.
Transmission of the virus. In New Zealand the main route of transmission for
HIV is through homosexual relationships but it is not theonly way the virus can
be passed on. There seems to be a very strong reluctance to believe that

heterosexual transmission is possible. Unfortunately, it is not only possible but
has been proven to be so. Hugh spoke of two different couples, whom he knows,
whose HIV infection was the result of unprotected heterosexual sex. As part of
some World AIDS Day publicity Hugh agreed to be interviewed on television
with the widow of a man who had become infected heterosexually. The
interviewer had already asked the woman to explain how her husband had
contracted the virus but following a break for an advertisement, the interviewer
returned to the subject. He leaned right across Hugh and said to the woman, "Do
you honestly believe that he got it heterosexually? Are you sure he wasn't bisexual?" (15:213). The same deep-seated mistrust was evinced by groups of
medical students who interviewed and questioned the male partner of a
heterosexual couple both of whom have the virus. He was challenged repeatedly,
"Have you never injected drugs?" (15:215). Hugh shook his head in despair as he
related these anecdotes. "[It's] like you've gotta be gay or you've gotta be an
intravenous drug user - it's got nothing to do with actually what you do," he
mocked, "having unprotected sex!" (15:215).
John explains some differences in the way gay men live their lives, in terms of a
generation gap. He says that he grew up in a whole different homosexual milieu
from some of the more closeted gay men he knows. He described their way of life
as "quite foreign" (9:149) to him; almost like "coming face to face with a
dinosaur" (9:149). John sketches his 'coming out' days as a time when to be gay
"you had to be a little bit more militant and a little bit more in people's faces and
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a bit more defiant kind of thing" (9:151). This is still a valid way of being for him,
but he admits that he asserts himself "sort of quietly" and he is selective about to
whom he chooses to come out (9:151).
Bev recalled a letter from her son telling how two of his friends had died of their
first bout of PCP when he believed they need not have. He observed how they
invested all of their emotional energy into letting their families know that they
were gay before revealing that they had contracted the virus. He felt that they
were "trying to prop up their families at the expense of their own health" (3:37)
and this may have contributed to their premature death.
During the interviews for this study both heterosexual and homosexual
participants talked about homosexuality and its implications for their lives,
especially as they learned how to live with the loss of a family member or friend
from HIV I AIDS. They did not see homosexuality as either a political or social
issue in itself but rather as a deeply personal side of their own or their friend or
family member"s life which has become politicised in response to the prejudicial
attitudes of· society. The participants needed to show that these HIV infected
people were ordinary people often facing extraordinary pressures to conform' pressures that were brought to bear from family, friends, community, religious
I

and medical institutions and heterosexual society in general. Society's reluctance
to validate the homosexual person's identity complicates the grieving process
and alienates mourners from the support that they need at a very vulnerable
time in their lives. These participants were anxious to show that their friends
and family men;lbers were not the evil' cause of the virus; that behaviour, not
gender or sexu~l orientation, spreads the virus; and that anyone is vulnerable to
I

HIV.

Relationships with the media
Media contact has been a significant part of the HIV I AIDS experience for most
participants in this study. For a few it has been a sustaining link with the
community during the difficult and often protracted time of illness. They have
welcomed the opportunity to tell their story in magazines, newspapers and on
radio. These people have chosen to work with the media to publicise their plight,
and to educate the wider community about HIV I AIDS. In one situation the
media relationship has extended well beyond the funeral coverage into ongoing
publicity for ai\ AIDS awareness campaign and fund-raising for a 'Kiwi Kids with
AIDS' trust. A few media approaches have been perceived by some participants
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as intrusive and unwelcome. Other participants, while shunrling any personal
publicity whatsoever, have been affected by what they have read and seen in
relation to the epidemic. For most participants the media influence, in its various
modalities, has been inescapable.
According to Hugh, in the early days of the epidemic the media was as
"paranoid" here in New Zealand as it was "everywhere else" (15:47). He has kept
a 1986 front page clipping from a local newspaper with wide circulation, which
announces in large, bold headlines, "AIDS suspect discharged from ... hospital"
(15:47). This type of media treatment links the person with AIDS to others
deemed to be social outcasts and heightens the concerns of an already AIDSphobic society. But despite this tendency to media dramatisation there were still
people who were prepared to go public and to use the media to help promote
their educational campaigns. Hugh spoke about an HIV positive man who
became very well known through his persistent and strenuous efforts to educate
people about the virus.
He was one of the few people who used to stand up and be prepared to
have his photograph in the paper, and tell his story, and he was in
'The Women's Weekly', and he was interviewed on television and all
that sort qf thing. And the media were interested and it was great
because people were able to put a face to HIV .... And people
remembered him because he was quite an astonishing character really.
(15:121-123)
Part of this man's success was due obviously to his charismatic presence and his
passion as an educator. But Hugh says he was also able to tell his story in a very
'down-to-earth' fashion which always drew a positive response from those
whom he addressed.
For those with less experience of working with the media the outcomes were not
always so positive. Very soon after his brother died, and right before the funeral,
a provincial daily newspaper approached Warren for a telephone interview. At
this vulnerable time he had been quite honest and open; but later when he saw
his responses to their questions quoted word for word in the press he was upset.
He said the article was "just emotionalism" (1:83) and seemed to lack any
genuine concern for the family. His brother was the first person to die of AIDS in
the area and Warren believes that this paper just wanted to sensationalise his
story. He felt exploited in that interview. However, the local area press treated his
brother's story very differently. They were "marvellous" (1:93), they didn't
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intrude on the family to ask questions and were able to create an interesting and
affirming article based on local knowledge of the deceased man's contributions to
the community. They were quite candid about the disease, labelling it as "the
scourge of the eighties" (1:95), but they went on to write about the "brilliant
things" (1:95) that Warren's brother had done in his lifetime.
Two or three years before Katrina' s son died, he and another local HIV positive
man together made a video for schools. It was made specifically for the Education
Department and they were "supposed to present them right through New
Zealand as a standard thing for schools" (10:46). The video covered aspects of how
to deal with HIY and AIDS and what it was like to live with AIDS. However,
Katrina was not sure if the video ever really reached the schools. They were
supposed to send her a copy but she never received one. During her son's illness
and right up to the funeral Katrina had taken part in many interviews for the
printed and electronic media. Their family had even allowed the TV cameras to
come to her son's funeral because that was part of the public life to which they
had consented. Many people knew her son vicariously through the daily papers
or television but few had actually met him or had the opportunity to get to know
him personally. Nevertheless, he had gained minor celebrity status, and it seems
that Katrina' s relationship with the media was relatively sustaining for her
throughout her son's illness and death. Her personal motive for this
involvement was to help promote education about the virus so that others could
have the information that her family had so sorely lacked in the early days of
their HIV I AIDS experience. But after her son's death she felt that suddenly noone was interested anymore. Her sense of loss was exacerbated by the absence of
the media in her life. "Everything was ... slowly being pulled away from me. And I
felt like a lot of it was taken out of my control" (10:180).
private into the public arena was, on balance, a worthwhile
experience for Gloria. She said her daughter's welfare became a public issue very
early in her life and the family were "thrust into the media limelight very, very

Moving from

th~

quickly" (6:21). They were living in Australia initially and were asked to
withdraw their HIV positive daughter from the day care that she was attending
there. Gloria decided that her daughter should remain in day care because she
had been told when she was diagnosed that they could, and should, live as
normal a life as possible. This caused a national furore. During that time the
family appeared on national television, in major current affairs programmes in
Australia. Eventually Gloria decided that they would come back to New Zealand,
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her homeland, to live. Here they found "a totally different scenario" (6:21) in
terms of public ~cceptance. However, as a family they decided to maintain contact
with the media who provided ongoing support for many issues which they still
faced. Gloria "\Vanted to make it very clear that this was not a financial
arrangement.
I guess, because we were honest with them and we weren't making any
money out of this. And that's why they kept on coming back to us
because we wanted to get the story across. It wasn't a financial thing ... a
lot of people thought it was for us .... Admittedly they would buy [our
daughter] a gift or something like that, or shout us dinner, or do those
sorts of things. We were never paid for our stories. Not on any
occasion were we paid for our stories. (6:33)
Media exposure was the last thing that Jo would ever have sought for herself. But
her HIV positive husband was determined to do some HIV I AIDS education
work amongst his people, and he persuaded Jo to join him. ''The first time we
went public about it was on the Maori programme 'Marae' ," (7:99) said Jo. After
that they were invited to speak at many different group meetings and seminars.
But it never got any easier for Jo, who maintained, "It was hard. Especially for
me. Getting up and saying something. Because I'm not used to it" (7:65).
However, the positive feedback was very encouraging for her. People would say
how brave her husband was for doing it and that they learnt a lot from it.
Acrimonious exchanges between Mavis and her friend's family-of-origin
followed a press report of an interview Mavis had with the media. Her friend
was a very well known personality in his own right before he contracted HIV and
when the press learned of his death they approached Mavis for comment. She
acknowledges that she "said something which the family didn't agree with"
(14:117); but she was absolutely stunned by what she called their "bizarre"
reaction at this time of her own immense grief. Earlier, when her friend was
dying, the hospital staff had asked him if he would be prepared to be videod as a
case study for medical students. He was perfectly lucid when he agreed to this but
a family member refused to let the cameras near him. Mavis said that he was
incredibly upset by this refusal. But his health was rapidly declining and he no
longer had the strength to debate the issue.
Not all families saw the camera as such an unwelcome intrusion. Bev, in fact, is
very proud that she and her son were able to be interviewed and filmed for a
television documentary which was first screened on National television just a
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few weeks after he had died. Her son had been approached by a: television
journalist soon after he had returned from overseas. She wanted to make a
documentary which would focus on AIDS and family members. Some time later
when Bev' s son went into hospital with meningitis the TV crew came with their
cameras and recorded not only what was happening but also Bev's and her son's
thoughts about it. Bev told them what it was like finding out that her son was
gay, what it was like with him having the virus and the stigma attached to it and
how it affected their family. Bev was adamant that the point she most wanted to
make was that you don't love your children because they are carbon copies of
you; rather you love them for what they are- and that includes being gay. Bev
says that her son used to joke about the thought of his mother being a television
star but she knew that he also was very proud that their story was going to be
told. His motivation was to show that people with AIDS are loveable; and he
hoped that later his partner would come from England to be part of the
programme, too. He did not know that he was going to die before his partner
could come. He had asked his partner to wait until he had recovered from this
infection so that they could better enjoy their time together when he did come to
New Zealand. However, he deteriorated quite suddenly and died. The
programme portrays his last hours, and Bev's reactions, very sensitively. Bev is
staunchly proud of her son and the documentary is a special reminder of their
last days and hours together.
The first man to die of AIDS that Welby had actually known, had been one of his
former lovers, "a very fine looking man," (4:8) who had gone overseas to live
but came back home to New Zealand to die. His story became the subject of a film
called 'A Death in the Family,' which deals with the last days of his life in 1985,
and the tensions between his family of origin and his family of choice - the
friends who took him in and cared for him as he was dying. This sensitive
portrayal of the complex relationships being lived out around the dying man did
much to publicise the issues of disenfranchised grief in a positive way.
James was also impressed by the movie 'Philadelphia' which presented both a
personal story and background to the AIDS epidemic in a sympathetic way. This
added much to. his own understanding of the epidemic in general and his
friend's experience in particular since he had been there during the time
portrayed in the film.
Hugh believes that the media has now tired of the gay angle in personal

265

HIV I AIDS stories. "But, of course," he shrugged, "they've never done the
heterosexual thing yet" (15:231). And he smiled because he knows a heterosexual
couple who have an interesting story to tell that would make a tremendous
impact on the HIV scene. He says that this couple have been offered "dollars"
(15:231) to appear on the 'Holmes' show and 'Twenty-Twenty' but they have
steadfastly refused because they know it would change their lives yet again. A
situation which they are not prepared to countenance, and which Hugh says,
evenly, is "totally fair enough" (15:231).
Through the media Emily learned that she and her family were not as isolated
from others who were struggling with the virus, as she had formerly thought.
Emily lives in a part of New Zealand that is often regarded as being conservative
in outlook and where the pace of life is sometimes slower and less frenetic than
other centres. She was very surprised to open her newspaper one Saturday
morning to discover an article which documented the lives of five people who
were living with AIDS in the region. And two of the people were married. The
article even included photos which she described as, "Indistinct photography.
Shadowy" (16:598). But, nevertheless, there in front of her were stories and
photographs of people with AIDS whom she could scarcely believe existed, let
alone lived in the same part of the country that she did. "And here was me with
my brother HIV, and his partner had already died. And I didn't know there were
other people in [this area]" (16:609).
Improving social relationships through education
Clearly the media had a significant role in publicising AIDS, both negatively and
positively, in New Zealand. But, as participants became more absorbed in their

own particular HIV scenario they began to look for, contribute to, and actively
promote other sources of elucidation and knowledge about the disease. At first
they passed their hard won knowledge on to friends and family as the illness
took its course in the life of the person with AIDS. Later many participants
became involved in community projects and, of course, all had contributed to the
AIDS quilt project. They were highly motivated to foster better social
relationships for the HIV affected throughout New Zealand.

The "A" team. Although not a particularly religious man himself, Warren saw
his HIV positive brother as a proselytizer; and the early HIV I AIDS educators in
the health service, q.s missionaries. This image of courageous people bringing the
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good news to save the ignorant seems to have given him considerable comfort
since his own ancestors had been missionaries when they first arrived in this
country. He described how a team of medical people whom he called the A'
1

team, flew in to the local hospital from the city. First they talked with Warren
and his family and then "went right through the hospital and educated them
with current prfictices ... for treating people like my brother" (1:230). Compared
with the minimal information that they had previously gleaned from pamphlets
and brochures about how to deal with the virus, this was good news' indeed.
1

Conferences. Katrina said the hospital where her son had been diagnosed had
given her a brief one page explanation of AIDS but, in her opinion, it contained

no useful information. She described it as just a basic outline to say that cells drop
off and the immune system weakens. She said that no one actually explained
what constituted a normal level of T4 cell counts and what was classed as HIV or
AIDS - nothing to indicate what was a healthy or a depleted immune system.
Eventually, Katrina and her husband travelled to Australia for a weekend
conference to learn about AZT an antiviral drug used to help those with HIV
infection. Because their son was a haemophiliac it was important for them to
know how AZT would combine and react with other drugs that he had to use for
his haemophilia. Katrina found this conference really worthwhile, saying that
they learned much and gained more than they actually went there for. Katrina
says that as their HIV I AIDS knowledge expanded they were also better equipped
to become teachers themselves. Increasingly they found themselves in the dual
roles of learner and teacher. Sometimes, when her son was admitted, they would
have to explain to the hospital staff, who were still learning about HIV, what they
were doing at home in terms of his care so that the staff could effectively
continue his treatment. And Katrina said that their friends also "were learning
basically from us" (10:79). At one level Katrina seemed to feel that she should not
have to take on this extra task of educating others while she herself was feeling so
devastated. But ;,:tt another level she understood that this was one way of gaining
the best support for herself, her family and her ill son, and for others like her.
Interagency meetings. When Katrina' s son's HIV status was confirmed, a meeting
of all people involved in his health care and education was held at his local

school. The Public Health nurse, his teachers, the principal, his doctors, his
primary nurse, fl.nd his dentist, were among those who met to discuss and learn
from each other. They were able to ask questions and clarify issues they did not
understand. They learned how to provide the best care for her son in the safest
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environment £or all concerned.

Charismatic individuals. James conveyed his respect for the charismatic
individuals who were prepared to take a stand against prejudice in the
community. He referred to a local man, an HN positive injecting drug user
(IDU), who had worked hard in the face of much antipathy to make clean needles
available for IOU' s.
Some people would judge making needles available for druggies as
being well- 'how could they.' But it was his concern for health and the
stopping of the spread of the deadly disease. And I thought, yeah, here
was somebody who actually had the disease who was actually standing
up and doing some fine work. (12:287)
John also spoke of this man, Rodger Wright, who has become almost legendary
in HIV I AIDS education in New Zealand (Kemp, 1996, p.155). He said that he had
come to know Rodger when he was relatively well and campaigning very
heav~ly for needle exchange facilities. Kemp (1996) describes Rodger Wright as
one of two key instigators of the IV League which was formed in New Zealand in
mid 1986.
The league was an alliance of concerned IDU' s and health professionals
whose primary objectives were 'to advance the understanding of AIDS,
to prevent its spread in New Zealand society as far as humanly
possible, to advance the provisions of the best possible treatment and
support for people living with AIDS, ARC or HIV infection, and to
promote a social environment supportive of people affected by AIDS'
(IV League Statement of Purpose). {Kemp, 1996, p.154)
John says that Rodger was often involved in giving talks to schools because they
were seen as crucial community links where HIV I AIDS education could be
effectively promoted.
Partly because of its private nature and partly because of its taboo status, sex is a
sensitive topic and sex education an even more delicate matter; but Margaret,
Warren and I all chuckled as Margaret painted this incongruous word picture of
an old kuia who accompanied the quilts on an educational visit to a local college.
"She upended her walking stick, held it between her legs and showed the kids the
right way to put a condom on. It's called AIDS education" (1:880) laughed
Margaret as she rounded off her story. It would seem that the kuia not only had a
mission but she also had the man a with which to carry it out!
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These mentors of HIV I AIDS education seem to have the courage of their
educational convictions to relate openly, if not a little defiantly, to a public that
would rather not face the sensitive issues of HIV infection. For some people in
the community their stance may be seen as somewhat flagrant. But there is little
doubt that the HIV affected partcipants in this study have established great
respect for their risk-taking efforts. They see these people as being in the
vanguard of a movement for forging closer social relationships between the
community and those affected by HIV I AIDS.
Since his own participation in the volunteer support group
John has become much more aware of how vulnerable some of his own friends
are. He described a time when he was talking with friends and realised "their
Personal

testim~my.

attitude towards safe sex was a bit shaky on it" (9:43). John did not want to
moralise, but he said, he couldn't help but give them an extremely graphic
description of someone whom he had nursed, and a warning that if they did not
take care they might end up in a similar state. HIV I AIDS education also takes
place through the individual efforts of people in informal gay community
networks as

we~l

as the more structured activities within the community.

Programmes for. schools. Organised programmes such as the theatre-in-education
production 'Sexwise' were also a vital way of reaching young people in the

community. Mavis was aware of a growing complacency amongst some young
people who regarded HIV as "an old queers disease" (14:362) which they had no
need to worry about. Her commitment to this type of education was fervent. She
argued that the money spent on raising awareness of the virus is minimal when
compared to the money spent on maintaining a person in hospital on AZT and
other drug regimes once they have contracted HIV.
Stories and articles in both the printed and electronic media were an important
source of awareness and education for people in this study. Through the media,
participants not only learned more about HIV I AIDS for themselves but they
were also better equipped to contribute to the education of the larger community
from their own experience. Other community and personal educational
initiatives such

~s

those outlined above have also helped to provide support and

to forge better s9cial relationships in the community.
A desire to educate and inform others about the vagaries of the disease and its
effects on their lives was a driving force for most participants. Freedman and
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Combs (1996) raise some interesting social justice issues in relation to the kind of
educational initiatives where members of marginalized groups provide this type
of information to culturally dominant groups. "There is a certain injustice in
their having to take their time and energy to teach people who are already more
privileged than they" (p.280). But they also offer a counter-suggestion. In
situations whel'e the voices of the marginalised are privileged - perhaps by
allotting their ideas more space - the marginalized are not only teaching, "they
are also particip~ting in a more equitable context - one in which members of the
dominant culture take the responsibility for acting in accordance with the
information ... given" (Freedman & Combs, 1996, p.280). The participants in this
study attest to the fact that their personal efforts have helped them to make some
positive meaning out of their own sense of loss. And their initiatives have
opened up ways toward faster healing for themselves and other HIV affected
people.
Conclusion

The lives of the people who were infected with HIV were inextricably twined
with the lives pf those who cared for and about them. HIV I AIDS was often
experienced as a "family burden" by these participants. I have borrowed this term
from Ankrah (1993, p.S) who used it to signify the central role the family plays in
the management of HIV I AIDS disease and sickness and in the provision of
health care in African society. Here, in New Zealand, HIV I AIDS does not
threaten families on the same scale nationally as in the Sub-Saharan Africa to
which Ankrah refers. But the notion of HIV I AIDS as a "family burden," with all
its attendant fears and tensions, seemed to be an apt description of the problems
experienced in many of the New Zealand families represented in this study.
Family functioning and its ability to respond effectively to the health care needs
of its sick member was dramatically affected as the psychological, practical and
financial burden of caring took its toll.
Tensions over rights and responsibilities between family of origin and family of
choice not only caused much vexation for participants but also had detrimental
effects on their progress towards recovery from loss. Some aspects of
relationships with health professionals and the media were exploitative and
devastating for the people concerned; but others have provided opportunity for
personal and public support, and avenues for education about HIV I AIDS. One of
the most burdensome aspects for these participants was their struggle to cope
with discrimination and stigma both within and beyond the family system. Many
270

people found themselves having to manage serious situations and make major
decisions with little or no preparation and sometimes with very little support.
Society's fear of physical and moral contamination and its reluctance to accept
and validate the homosexual man's identity often prevented carers from seeking
help from organisations or within their family networks at a time when they
most needed support. Fear, weariness and feelings of vulnerability often caused
the participants to seek refuge in denial and secrecy. For some, the buffering
effects of this response seemed to have had some short term benefits. However,
when participants received fitting practical, emotional and social support - and
good 'fit' between what the provider offered and the recipient needed was a
crucial factor- they responded positively. For example, supportive and affirming
links with medical and mental health professionals which faciltated talk and the
open expression of grief, helped to reduce stress and burnout; restored confidence
in the carer' s ~bility to cope; enabled them to muster resources; and increased
feelings of self worth for participants. Media, educational and personal
initiatives, which encouraged open debate and challenged conservative attitudes
about HIV and homosexuality also helped to build the particpants' hope and
confidence. In a climate of openness, stronger, more just, and empathic social
relationships could be established, their own struggles recognised and the HIV
infected person's life given value and dignity.
The intricate networks of kith and kin relationships described by the participants,
and the ways that their lives meshed with community services and agencies
illustrate the complexity of coping with the illness, anticipatory loss and death of
a loved friend or family member from HIV I AIDS. Where there had been
compassionate support and understanding in these relationships each
participant's burden of care had been lightened, some hope had been restored,
and healing advanced.
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Chapter eight
CREATING A QUILT
How much piecen' a quilt's like a life ... the Lord sends us the pieces but we
can cut 'em out and put 'em together pretty much to suit ourselves, and
there's a heap more in the cuttin' and the sewin' than there is in the
caliker.
(Bank, 1979 p.76)
I

Overview of chapter
In this chapter each participant's unique engagement with the Quilt is chronicled.
The different avenues through which the quilt-maker s came to learn about the
Quilt, and their eventual involvemen t in different kinds of quilt-makin g
enterprise is described. This is followed by a series of personal cameos which

sketch individual experiences of making a quilt panel and include a photograph
of each person's completed quilt panel. A section on the significance of names
precedes discussion and reflection on the multiple meanings and purposes that
participants have attributed to the Quilt in this study. Finally comment is made
on the efficacy of the Quilt as an agent for transformati on in the world.
Learning about the quilt
Prior to becoming art HN I AIDS affected person only a few participants had heard
about the AIDS Memorial Quilt Project. Three people first learned of the Quilt
Project through the media - two of these said news items about the American
NAMES project first drew their attention to the existence of a memorial quilt,

while a third mentioned Eve van Grafhorst, the New Zealand child who became
an AIDS heroine and media personality in this country, and who also promoted
the educational message of the Quilt. Two others claimed knowledge of the Quilt
through their work with the AIDS Foundation, and a further two knew about it
through their connections with the Gay community . Half the participants
learned about the quilt only after their family member or friend had died. Others
had learned about it during the course of the illness which had brought them
into contact wit"f\ HN I AIDS support groups.
The quilt-makin g process
Most participants in this study had little or no idea how to go about making a
memorial panel. Usually, it was through a support group that participants came
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to understand

the protocols, what the project was about, how they could

contribute and, if they wished to do so, what would eventually happen to their
completed panel. Sometimes there was a lengthy planning period where people
mulled over ideas and consolidated their plan over time- perhaps in their head
or maybe in a detailed sketch plan. In other cases there was a minimum of preplanning, and a rather more spontaneous, 'on the spot' decision-making process
was invoked. Some quilt panels were extremely. private or individual
expressions of mourning but most were the result of a group effort. Even with
the traditional, group quilt-making process the nature of the group interaction
depended on who and how many people were involved. Some participants
worked with just one other person. Small groups of three or four tended to work
more spontaneously than a larger group of ten or so whose individual
contributions needed to be rather more carefully co-ordinated and where each
person had to have some sense of the overall pattern emerging. Nevertheless,
group efforts- regardless of size - always involved much more than the sharing
of techniques or ideas for the quilt panel. Feelings, thoughts, humour, laughter,
tears, secrets, desires, hopes and much more were exchanged - and often found
their way into the detail of the quilt: support and comfort were offered and
received; trauma was worked through; and stress relief obtained.
A patchwork of approaches
It was very obvious from the earliest stages of the analysis that individual

participants approached the process of creating a quilt panel in unique ways
(Figure 3).

FIGURE 3: Contrasting styles of quilt decoration
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While a prescribed six feet by three feet measurement was set down in the Quilt
Project protocols, the choice of fabric and style of decoration depended entirely on
the creator's imagination. For those people who lacked confidence in their
'artistic ability' there was always someone else to encourage or assist with the
planning and interpretation of ideas and even in the practical business of finding
materials and stitching a quilt together. The individual idiosyncracies of thought
and process lent enormous colour, in every sense of that word, to the overall
pattern of the Quilt. Within the borders of a quilt panel each quiltmaker was able
to revisit and re,construct memories of his or her individual loss experience and,
in doing so, make new meaning of it.
Margaret: A posthumous· conversation. Perhaps aware of some unresolved grief
in Warren and Margaret' s family the local HIV co-ordinator invited them to an
HIV I AIDS support network meeting where they learned about the AIDS
Memorial Quilt. It was the co-ordinator who suggested that they might like to

make a panel for: their brother. "It just sort of went from there, didn't it?" (1:442),
said Warren consulting Margaret. They had been given a pamphlet which told a
little about the history of quilting, and the beginnings of the AIDS Quilt in the
United States; and it also included some protocols for making a quilt panel. So
they made a plan. Margaret said, "It didn't take much working out what we
wanted to put on it" (1:448), and she soon set about stitching the various details of
the plan they had drawn up. Margaret proudly described each of the symbols on
her brother-in-law's quilt, including primarily what she thought was important
to him. She sketched the outline of his house, from an original building plan,
onto a piece of calico then stitched it into place as the central feature. Much effort
was expended on achieving the right colours and the right textured fabric for the
house. It is flanked on one side by the initials of his ancestors representing each
generation as far back as Margaret and ·warren knew. On the other side, his
brother's motorbike, deemed to be "His love" (1:466) by Warren, took pride of
place. They had someone else paint the bike, from a photograph, onto a piece of
calico which was later stitched to the panel. Margaret hand-stitched the whole
panel sitting at the kitchen table for hours during the day. As she worked she
talked to her brother-in-law, and asked him if she were doing the right thing. She
explained that in the beginning she had wondered if she were selfish doing it on
her own. Her thoughts wavered backwards and forwards wondering whether or
not she should have included other family members. But she also felt proud of
her personal decision to make a quilt panel (Figure 4) and she reasoned that
others could make their own if they wanted to.
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FIGURE 4: Margaret' s quilt panel remembers her brother-in-law, Ian

Nlargaret declared that she was a perfectionist with her sewing and she was not
entirely satisfied with the completed panel. But there was a time limit. The quilts
were coming to her region soon and that was when she was expected to present
hers. So in less than two months she had it planned, cut out, and stitched
together ready for the presentation ceremony. The appliqued daffodils were
added a little later. Margaret tells the story of how each day when the quilts were
on public display a friend would come and pin a fresh daffodil to her quilt panel.
The flowers actually came from bulbs which had been part of Margaret' s brotherin-law's garden. Margaret had given some bulbs to her friend and now this friend
daily brought the flowers to place on the quilt as a small act of homage. Margaret
decided that it would be fitting to sew a couple of fabric daffodils permanently to
his quilt and she did so just before it left to begin its journey with the national
Quilt Project.
Most panels are sent or presented individually to the Quilt Project and are joined,
by volunteers, to other panels in the order that they arrive regardless of where in
the country they originated. However, in the early days of the AIDS Quilt
Aotearoa New Zealand project, :Niargaret and vVarren hosted a group of local
people who had brought with them their individual quilt panels when they
toured the area for three or four days. During the evening after a day's activity
out in the community they sat around into the early morning hours stitching the
panels together to form a single block. Margaret recalls it was a very busy time
because the quilts went to the local marae, the college, a nearby township and to
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the Cape. "Having them all come back here was a real honour" (1:879), she
declared. Margaret and Warren were in the unique position of being able to
personally stitch their own panel to other quilts from their local area. Warren
was delighted to know that his brother's quilt was stitched to a young Maori
man's quilt becm,:tse "way back there was a land transaction between the families"
(1:801). They did not know of this history until they met the other man's mother.
Now, "there's the Maori and Pakeha beside each other" (1:803) representing a
union of which they are very proud.
Mary: A bonding experience. Mary first learned about the Quilt when she went to

stay with her mother who lived in an area where the Quilt had received a lot of
publicity altho-ugh it was still early in the development of the AIDS Quilt
Aotearoa New Zealand project. Mary said her mother mentioned it to her "and it
had been told to her by my older sister ... who was [her son's] mentor in a lot of
ways. He loved his aunty" (2:109). He was a designer by profession and had been
tutored by his ~unty. :tvlary said it was her sister's idea that the three women
should get together and make a panel. In the beginning 11ary thought that they
would make a quilt panel, take it and show it to somebody, and then bring it
home. She admits she had no idea about what was actually involved. All that
knowledge came later. When she realised it might be going to go on a journey
without them, she was concerned that it might get lost along the way. However,
they decided to stay with it during its initial journey and if they couldn't
understand what was going to happen to it they would simply bring it back home
with them. Mary laughed as she reflected on her earlier naivety.
Mary also laughed when I asked how long it took to make the panel. They
already had a sp~cial piece of red crushed velvet fabric which her son had coveted
in his grandmother's box of materials. When he was younger she would not let
him have it but now it seemed appropriate that it should form the basis for his
memorial quilt. Mary said, "We zapped it down on the floor on the Friday
afternoon... my sister arrived with the measurements, we cut it out...and just put
things on it...It was an intense ... five hours" (2:169). She said the three women all
took turns pulling it around to see if looked right and if the proportions were
correct. The panel was edged with guipure lace that her son had also admired in
his grandmother's collection of materials. Mary described how the three women
placed various symbols on the panel and stitched them into place. There were
precious badges representing her son's connection with his family history and
achievements - his mother's long service work as a health professional, and his
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grandmother' s life membership of the Maori Women's Welfare League; a
photograph showing her son's educational connections - it was important to
Mary to show that her son was not only Maori but he was also an educated
Maori; his grandmother's crochet work, described as an "emblem of beauty"
(2:143) ; the "baskets of knowledge" (2:143) representing a significant Nlaori
cultural belief about a mythical hero, Nlaui, who sought knowledge and received
it in a series of kete (kits or baskets) of related knowledge; and "chains of life and
love" (2:143) a genealogical symbol linking him to his brothers and sisters and
cousins (Figure 5).

FIGURE 5: Mary's quilt panel remembers her son, Wimoka

As they worked the three women chatted away about their son, grandson and
nephew, sharing things they already knew about him such as his love of
dressmaking and designing, his eye for fine quality fabrics, and his meticulous
dress sense. And each revealed things about him that the others had not
previously known. They shared their likes and dislikes about him and generally
came to understand the intensity of the bond that each of the other women had
with him. Mary said "It brought my mother and I very close" (2:151). :Nlary
believed that making the memorial quilt has given each of them insights into
her son's life; and that only death has helped them to understand. Mary declared
that it was a great experience and also a lot of hm. "We really enjoyed making the
panel" (2:125).
Bev: Re creating the rainbow. Through her involvement with the AIDS

Foundation Bev knew about the Quilt before her son died. But she did not feel
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ready to make one until "a year or two" (3:171) after his death. Prior to then she
had not felt emotionally strong enough. However, it turned out to be less painful
than she had anticipated even though it did stir up "such a lot of emotion"
(3:183) Once her decision had been made she was clear that certain things, such as
a rainbow, had to be included. She said her son had wanted to be cremated in his
favourite rainbow-coloured sweat shirt but it could not be found. Bev assumes he
must have left it in San Francisco on his way home. However, on the day of his
funeral a lovely rainbow had arched across the local mountain ranges and it
seemed appropriate that a rainbow should be a major feature on his panel (Figure
6) .

FIGURE 6: Bev's quilt panel remembers her son, Michael

Bev felt that it was symbolic of hope, and colour - her son loved colour - and it
was also very spiritual. She spent some time shopping for just the right colours
but stitching it was not easy. Since it was cut on a curve she found it simpler to
hand stitch the colours together. And even then the background fabric- a special
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piece of turquoise velvet - was prone to puckering. Eventually she decided to
hand stitch the whole quilt panel. Beneath the rainbow she stitched several other
features although she was careful not to make it too cluttered. She just wanted to
say a few things. Her son loved Elton John music so she had the record sleeve of
"Yellow Brick Road" laser-printed onto a piece of cotton which was then stitched
to the velvet background. Mickey Mouse featured on one side because the
cartoon character had a big place in her son's childhood affections. She
embroidered the words 'Loved Always' in English and German to show his flair
for languages; and in Yugoslav to proclaim his heritage. "That's where he got his
dark eyes and dark hair and olive skin from .... That' s part of him" (3:343) Bev
declared, very firmly. Family members embroidered their names and heart
symbols. A pair of scissors were appliqued to represent his skill as a hairdresser.
She had to work hard on them but she wasn't satisfied until they were just right.
And she also included a significant poem.
As she worked Bev experienced a certain amount of sadness but there was also
joy. Her thoughts were focussed on the beauty and colour of her panel and she
knew that her son would have really liked it. And after all her pain Bev felt as if
she were doing something very constructive. It was as if she were creating
something living and permanent - a final gift for her son. Bev completed her
panel within a month or so, working on it at her kitchen table as the urge came.
She did not set herself a deadline; and even after it was finished she kept it at
home for a couple of months before she handed it over to the Quilt Project.
Welby: Becomin,g vulnerable again. Welby had heard about the American quilts
and he had also talked with a local woman who knew about and admired them.
This conversation, combined with other thoughts about how - or even if - his
partner would be remembered in this country, led finally to his decison to make a

panel. In a manner reminiscent of what Volkan (1972) has called "a chronic hope
for reunion" (W9rden, 1991, p.86), Welby had also been waiting for his partner's
spirit to return from overseas - believing that this would help to bring some
resolution to his sense of loss and pain. He hoped that creating a quilt panel
might be a catalyst for his partner's spiritual return. He pondered over the ideas
for a long time - he can't quantify that - and finally decided on a plan. His quilt
panel would be neither funny nor maudlin: it would be a strong, beautiful and
unashamedly fearless statement of love. He would include practical things like
the tow rope a11-d the baling twine they had used on the farm; environmental
elements like the view of the hills from their bedroom window, and magpies
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because they always heard magpies outside; and it would include a beautiful
poem that had special emotional significance for the two men. These were
among the first decisions that Welby made. Later other ideas occurred . The
universal symbols of Virgo and Pisces rising in their respective hemispheres which were also very personal symbols as well as metaphors for their lives; and
the Maori quotation He iti he iti kahikitoa which described his partner's strong,
wiry, physique and characteristic tenacity, and also referred to his affinity with
many Maori people. All of this was incorporated with other details - although the
magpies never made it - around the central portrait of his partner, which is
painted in coffee so it will never crack (Figure 7). Welby said he deliberately
painted the landscape with a base coat of acrylic knowing that it would crack with
time; but his partner's face never will. When he saw the panel some time later
with the landscape all cracked as a result of the many foldings and unfoldings of
the Quilt, he experienced some inner conflict. He acknowledged that the line
between knowing the painted landscape would crack and actually seeing it
cracked was very fine. Although he has been tempted to indulge his perfectionist
tendencies and repaint it, he never has. Across the top of his panel Welby has
painted the Maori word' Arohanui' next to his partner's name, because "there's
no word in English for a great love or levels of it - there's no word" (4:65) he
declared.

FIGURE 7: Welby's first quilt panel remembers his partner, Ian

The physical construction took about three weeks. It became urgent once it was
started because for as long as it was undone he felt "things weren't resolved"
(4:69). He realised that by choosing to make a panel he was also making himself
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vulnerable again, and he did not want it hanging over him like a "great yawning
chasm" (4:69). He worked on it in three locations; but most of the time by himself
in his own home. It was a very private thing; and he was not aware of having
any thoughts to which he could attach words, rather he just felt things as he
worked. Some machine stitching was done at a friend's home because his friend
not only had a sewing machine, but had also worked with fabric before and knew
how to cope with the challenge of stretch fabric that "would not sew together
properly" (4:65). Welby did not want to make "a botch up of it!" (4:59) so he
willingly handed over this task to his friend. Some hand stitched parts he took
with him on a visit to his parents' home. This decision proved to be a very
healing and positive one. It provided an opportunity for his parents to
understand something of the depth of relationship between their son and his
partner whom they would never meet. Both his father and his mother
contributed in small practical ways to the construction of the panel and in doing
so formed a new emotional understanding and intimacy with their son. "The
making of the qvilt did it" (4:34) Welby conceded.
Welby is a

tal~nted

artist, a fact to which his quilt panel attests; and, he

acknowledged that it is a beautiful piece of work. He explained, with reference to
his painting skills, that the device he uses to capture the likeness of a person is a
device that is associated with image-making, with pictures, and with respect:
People respect people who capture a likeness of somebody without a
camera .... We've had a whole culture which has taught us that
paintings of people that look like them are things you should look at
and admire - not that this man's l i Je is something you should admire!
(4:103)
But, for Welby the whole point of the Quilt was that it should honour his
partner's life. It was not designed to bring accolades to the artist. "I loved him. I
loved him" (4:111), he reiterated. The quilt making process helped Welby to take
all those things he loved about his partner and to sit with them, to recall them
and to rethink things "down to the little poem" (4:111) his partner had once
given him. The quilt panel was part of a positive act of homage that reaffirmed
his ability to cope with adversity, and it created a lasting memorial to his partner.
At the time of our interview \1\!elby also talked about his second partner who was
then ill with HIV. He explained that if Kevin died tomorrow and I was
interviewing hitn about making another quilt panel there would be a very

281

different story to tell. Welby described Kevin as a very competitive man to whom
"leaving his mark is very important" (4:103). At that time Welby had a very clear
idea of the image that he would create as a mark of remembrance for him. He
visualised the panel as he spoke - not only about his partner but also to him, as
well as to me.
In my mind I know I could paint you as the man you are; and it would
be a beautiful painting of a man by rocks - you know - with the scent of
the sea; and it would have your power as an athlete and your power as
a man all in there. (4:103)
About eighteen months before the conclusion of this study Welby sent news of
Kevin' s death. He included a poem he had written and a photograph of the quilt
panel he had made for his partner (Figure 8). It is indeed "a different story." The
quilt panel depicts a sensuous and beautifully executed painting of a male, nude
torso with magnificent wings extended outwards from his shoulders. Welby
wrote:
At the end, the cancer had eaten his body away, all of his muscles had
gone and he was too weak to even move. At that point I could no
longer see the point of painting the sea and the sand dunes where he
used to train. Some kind of helpless compassion just wanted to give
him the wings that he had striven for all of his life, to help him over
the final jump. Of course, it's only a painting. I know that. I have no
delusions about things like that ... but it also records the nature of
compassionate dreams. I couldn't give him wings, I couldn't help him
die. I could only sit there and wait with him. Wings are a kind of
metaphor from the heart. (Personal correspondence 12 / 10 I 98)

FIGURE 8: Welby's second quilt panel remembers his partner, Kevin
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Robyn: Fitting the pieces together. Robyn's introduction to the Quilt came about
when she began her grief counselling sessions at the AIDS Foundation's Burnett

centre. At that time the Quilt headquarters was downstairs in the same building.
When the Quilt co-ordinator explained what the project was all about Robyn
thought it was a wonderful idea. But at that stage she couldn't contemplate doing
anything. As the year progressed Robyn began to feel differently. "I wanted to do
something but it was very difficult to actually get going with it.. ..I seemed to be
stuck" (5 :157). However, World AIDS day provided an impetus for her. She
decided that she wanted to acknowledge her son at the ceremony on that day. So
she began work with six of her son's friends who had been his pall bearers. They
met, over dinner, at her home one Sunday evening and began the planning
process. One of his friend's was a graphic artist and he was a key person in
organising the design ideas that each person contributed. Robyn recorded them
on a big sheet of paper. The first thing they all agreed on was her son's
immaculate presentation- in dress and everything he did- so his quilt panel had
to reflect those qualities. His friends had those kinds of frameworks, too, added
Robyn. They were not going to do it unless it looked right. She felt that they were
doing it for her son as well- not just for themselves as a way of grieving. It could
not be tacky "or he'd probably come back and haunt us" (5:169) she smiled, in one
of her rare lighter moments. It had to include a cat because he was so fond of his
cat; something from the Air Force because that was a big part of his life; he loved
classical music and dancing which would also be represented (Figure 9).

FIGURE 9: Robyn's quilt panel remembers her son, Shane

283

As they talked about him and his life interests and what they meant to him,
Robyn learned things about her son that she had not formerly known. And it was
all happening in a group atmoshphere of love and support. One of the important
design decisions they made that evening was to divide his quilt panel into two
portions. On one side the life of the dancer and the gay man who loved the arts
and theatre, of whom Robyn knew very little, was portrayed: on the other side
the family life of the son who grew up by the beach and spent holidays on
Rangitoto was represented. Everything was carefully planned; colour, detail,
design and "it all just came together" (5:171).
However, the next phase provided some new challenges for Robyn. After
everyone had gone away and worked on their assigned portion of the quilt panel
it all came back to her in pieces and she had to put it together. She found the
sewing very difficult to do at the beginning. Again she was faced with having to
make some order out of chaos. As she stitched, and thought, she became very
upset, dwelling again on how devastated her son must have been and what it
must have been like for him without her support. She thought of all the things
she had been unable to say to her only child; and she measured his loss to society
- a well presented, intelligent and highly qualified young man - as well as her
own personal deprivation. Simultaneously, she realised that the quilt-making
process was helping her to release these pent up feelings.
You're actually getting it out. You're doing something and you're
putting it out there in front of you - something you can look at and
something that represents him instead of having it all bottled up- and
it was really good to do that. (5:240)
Within a month or so from the time the group started planning the panet it was
finished and ready for Robyn to present at the World AIDS Day ceremony.
Gloria: Surrounded by her daughter's presence. Long before she made a quilt

panel for her daughter, Gloria had worked on the construction of a quilt block at
'Good Time Camp' in Australia. Families with AIDS affected children each
designed and made a square which was put with others to form a twelve by
twelve block. When Gloria came back to New Zealand she instigated a similar
camp at the Te Hara centre where AIDS affected families came together to work
on the 'Kiwi Kids with AIDS' trust quilt which now belongs to the AIDS Quilt
Aotearoa New Zealand. So there was never any question in Gloria's mind about
making a quilt panel for her daughter.
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Gloria made her own panel working on it by herself in the room where her
daughter had died. There she was surrounded by her daughter's 'presence' as she
stitched and reflected on her life. She wanted to portray the fact that her daughter
had always lived with the virus. Because she was a public figure in New
Zealand's AIDS history Gloria chose to represent her daughter's life story in a
sketched segment of film which winds its way across the main portion of two
panels which she has joined together (Figure 10). Tucked in behind the roll of
film is a brightly painted rainbow. The film clip contains a sequence of images
that symbolise family relationships, friendships and social occasions, and the
AIDS scenario with its significance for her daughter's life. Among the images are
many laser-printed photographs of her daughter, a representation of the virus, a
cylinder of the drug AZT which was used to combat the virus, syringes, needles, a
'hazardous sign', a condom, and the red AIDS ribbon.

FIGURE 10: Gloria's quilt panel remembers her daughter, Eve

In most cases the images were created on separate pieces of fabric and stitched
into place on the 'film clip'. Some further pieces of memorabilia were also
attached to the panel. From planning to completion the quilt panel took Gloria
about three months to construct. Other family members and school friends have
also created panels and these are all stitched together alongside Gloria' s panel in
one large quilt block dedicated to the memory of her daughter.
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Jo: Motivated by her whanau. Jo recalls seeing media images of the international

Quilt laid out on a big field when it was displayed in the United States. The next
time she saw any AIDS memorial quilts was when the New Zealand project
brought some quilts from Northland to a display in the local city museum.
Although she did not actually stitch her own panel Jo contributed ideas as the
work progressed. She had thought about making one but admits that work on
her husband's panel was really motivated by two members of her whanau, on
her behalf. They worked from one woman's home and Jo said she went
backwards and forwards visiting to watch progress and to respond to ideas that
the quiltmakers had suggested. J o wanted to make sure her husband's
photograph was on the panel, so it forms the centrepiece (Figure 11). An albatross
signifies the area where they had made their home; but she also wanted to
include dolphins because as they were travelling to her husband's funeral they
saw dolphins along the coastline. The kaumatua who was travelling with them
explained that in tikanga Maori the sighting of the dolphins meant the passing of
a Rangatira (Chief) - of someone important.

FIGURE 11: Jo's quilt panel remembers her husband, Eddie

The Postbank emblem was also included because her husband was proud of
having worked there for twenty-two years. Jo said that the albatross, the dolphins
and the Postbank emblem are all inscribed on his headstone, too. There are
doilies which were crafted by her husband and a song specially written for him by
a member of the local Te Roopu Tautolco Trust (Maori Action on AIDS, group);
verses written by members of his whanau; photographs of his much loved pets;
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and a rainbow which represents the journey of life and being guided by the
eternal rainbow - as the rainbow fades the light of hope and truth comes shining
through.
Jo's husband had a special affinity with the children in their local Maori Culture
Group, Te Huinga Rangatahi o Nga Hau E Wha (The gathering of the Young
People of the Four Winds). The children added their own little mementos,
sketches and messages to his panel. Miniature poi, teddy bears and hearts are part
of their loving tribute. A special feature is a tapestry covered booklet which
contains the words of a song 'Totara Tree' which Jo's husband particularly liked.
The cover of the booklet bears Eddie' s name and replicates the costume pattern
for Te Huinga Rangatahi o Nga Hau E Wha. The centre Patiki refers to the
origin of life and creativity; the larger Patiki to our points of origin and
journeying in life; the four smaller Patiki refer to life and activity or each unique
and distinctive locality. Niho Taniwha, the strength pattern, encompasses the
outer and inner realities of life in general. It also pertains to the solidarity needed
to unite different cultures and the wider community. The colours in the pattern
are also significant. Red expresses the life blood needed in the business of living;
and it also expresses dignity and Chiefly status. Green expresses continuity and
the 'evergreen' nature of succeeding generations. White expresses purity of
intentions amid human error, human failure and a humanity which is still 'becoming'. Jo's panel, created by two members of her whanau in a week and a half,
is richly imbued with colour, symbols, meaning and aroha.
Rose: A time for positive reminisence. Rose's HIV I AIDS support group, which
focused on constructive mourning, introduced her to the idea of making a quilt
panel. Her panel is based on a large picture of flowers which her uncle brought
back with him from one of his trips to America. It was made up of many pieces of
different coloured felt and reflects his love of colour and flowers and gardening.
In the process of shifting around, the glass on the picture had been broken so
Rose asked the other benefactor and executor of her uncle's will if she could have
it to make a memorial quilt panel for him. They were the only people in her
family who knew that she was making a panel. Rose explained that each of the
tiny pieces of felt had been stuck on the picture backing with a dab of glue and she
set about stitching them more firmly into place before she placed it in the centre
of another piece of fabric that would become her quilt panel (Figure 12). It took
her a couple of months to complete because there were lots of flowers, all
different colour$, each requiring a different coloured cotton for the stitching
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process. "Each time I got through a colour or a flower I was really buzzing" (8:87).
Rose smiled as she recalled the feeling. It was a very private process and although
her brother was living with her at the time she never worked on it in front of
him. When no one else was around she would sit at the table absorbed in the task
of matching colours, stitching and thinking.
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FiGURE 12: Rose's quilt panel remembers her uncle, jack

Her life was "in chaos" (8:109) at that time and the quilt process gave her a chance
to sit and reminisce. She had already spent a fair bit of time dwelling on all the
unpleasant things that were happening around her but as she worked on the
quilt panel she recalled, with pleasure, the better times and things they had done
as a family when her uncle was part of it all. She admitted that if she had had to
make the picture it would have been a nightmare of a task because she is not
creative in that way. But the picture was there. It had belonged to her uncle and it
"signified him. That was enough," (8:61) Rose declared. All she had to do was to
stitch and trlink, a very er0oyable task whlch fitted into her life quite easily at that
time.
When you're making a panel like that the world's your oyster. I did
what I wanted to do at the time ... and I have no desire to change that.. ..It
was definitely a nice part of the deal. (8:75 & 109)
It was something she really wanted to do and she looked forward to completing it

and sending it off to Auckland to become part of the national Quilt. The finishing
touch was the addition of some lettering which included his name and
proclaimed proudly 'Uncle, Godfather, Friend - Loved.'
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John: A professional dimension. John has always had an interest in quilts in
general and he became aware of the AIDS Quilt Aotearoa New Zealand when
some blocks came to his area for an unfolding ceremony in the early part of this
decade. He has since become involved with Quilt Project as a local co-ordinator
and because of his background in the soft furnishing industry and his design and
sewing skills he also helps people to plan and make their panels, to source
materials, to finish the heavy sewing, or even to make a panel on their behalf. As
well, John has qeen part of three group-quilt-making initiatives for people he
has cared for prior to their death.
He said the group quilts (Figure 13) invariably took three or four times as long to
make as the ones where either he made one entirely or helped a person to do so.
The group efforts proceeded with a committee-like atmosphere where each
person would contribute to a list of ideas according to what they knew about the
person; others would add information or offer new ideas and soon agreement
was reached on the practical tasks each would do. But it was not an entirely
formal process. Sometimes they would tell funny stories about the person they
were memorialising; occasionally they would veer into matters unrelated to the
quilt; but most often they would be focussed on the practical process of just how
they were going to execute certain design elements. Other meetings would then
be scheduled and everyone would get together again "over a few drinks" (9:89) to
consult and measure progress. Finally they would lay the whole thing out on the
floor, pin it together, ask if everyone was happy with how it looked, and John
would take it away to sew it all together. But it was never straightforward because
someone would always have had interruptions which prevented them from
meeting interim deadlines. He cited his own hectic schedule and how that had
prevented him from getting started on a panel he made for another participant in
this study. But once he actually got started he spent the equivalent of a couple of
eight or nine hour days on it, spread over a two week period, and it was
completed in time for the presentation ceremony. These ceremonies were
usually the deadline which motivated John.
With his earlier quilts John often worked in his spare time on the weekends or
evenings, in the \Norkshop attached to his parents interior design business where
he was employed during the day. The industrial sewing machines were a
wonderful asset when it came to stitching together the group's work. Later quilt
panels, especially those he has done in their entirety for other people, have been
created at the dining table of his own home. The process that John followed for
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these panels was essentially that of a professional interior designer. He
interviewed the person who wanted to make the quilt panel but who, for various
reasons, was unable to do so - usually they cited their own lack of skills in the
area of sewing and design - asking questions about the deceased's lifestyle, work,
hobbies, sport, interests, and if they had any eccentricities or what were their
favourite colours. From their information he built up a picture which formed
the basis of a design (Figure 13). John explained that:
For them, perhaps you could say the making of a quilt was fairly
vicarious - in the sense that it was done through me. I actually made
the quilt. We may or may not have arrived at a design for the quilt
together. And they may have had some very, very minor parts in the
making of the quilt. :More often than not, if anything, it was purchasing
materials or bits and pieces that I needed for it (9:129) .

FIGURE 13: John contributed to this quilt panel which remembers Jono.

In another situation the woman had designed her quilt before John met her. She
had a picture drawn up effectively with all the elements in it. John declared,
somewhat modestly, that, "Basically all I did was help her fine tune it in terms of
sourcing the fabrics and the colours and the actual construction of it" (9:85).
John pointed out that unless you know a person very well, you probably only
know an aspect of that person's life. There was one person for whom a group of
friends and carers wanted to make a quilt panel, but in the discussion process it
emerged that there were actually two distinct groups of people in terms of how
290

they knew the man. In the end they agreed to work separately to make two
different quilt panels for this one person.
From a professional viewpoint John is sometimes dismayed by the construction
of some quilt panels he has seen. He admits that he often has the urge to go and
change other people's quilts but in a way that would still maintain their integrity
-he would just like to make them a bit neater and more soundly constructed. He
feels guilty about these thoughts and would never say or do anything about
them. However, he is very much aware that the process of making a quilt panel
should include yonsideration of their purpose. They need to be robust enough to
withstand all the treatment that they will endure with constant travelling,
folding and unfolding. This puts limitations on how a quilt maker achieves a
desired effect. Jqhn acknowledged the inherent difficulties.
Katrina: A labour of love. Katrina said she had seen the AIDS memorial quilts at
a display two or three years before her son died. She had also attended the first

'Kiwi Kids with AIDS' camp where she had been involved with a group quilt
project to launch that initiative. But creating a panel from the beginning, on her
own, called for a different process. At first she was uncertain about how to
approach it. She suggested a family meeting to see if they wanted to be part of the
process. She thought that family members might like to help with the design or
contribute in some other way. But they seemed uninterested. Katrina was
disappointed with their attitude and tried to find a reason for their lack of
support. She wondered perhaps if the timing was wrong for them. Eventually
she decided to proceed on her own; although later she received some criticism for
having done so. Katrina' s next decision was whether or not to base her panel on
one big piece of fabric; or perhaps follow some other plan. As she thought about
her son so many things came to mind that she knew it had to be a combination of
individual squares which, joined together, would show the many aspects of his
life (Figure 14). His favourite place, his favourite activites, the fact that
part of his everday life, and what he meant to her and their
family were early considerations in Katrina' s plan but other ideas occurred as she
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pursued her design plan.
The clown idea she "just stumbled on" (10:140). As she looked through her son's
drawing and colouring books she found that the last one he had done before he
died - he had dated each completed effort - was a colourful clown. She described
the process of making the clown and in particular the clown's hair.
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I thought, "How on earth am I going to do purple hair that's going to
look like a clown's gollywoggy hair? ... And as I was thinking I had this
purple 'fluffit pen' in my hand ....Here I was playing with it while I was
thinking. What was I going to do with this damn clown's hair? And
the hair- when I did [use] the fluffit - came up like gollywoggy hair. It
was just amazing. You draw it on ... get the blow drier and then you dry
it.. .. Just even watching it bobble all up. It was like coming alive. It was
amazing ....Everyone loves the clown. (10:140)
This 'coming alive' process w as fundamental to Katrina's growing sense of well
being as she worked . It was as if this one small creative act was a microcosm of
the healing process where she, herself, had moved from a period of chaos and
confusion towards a resolution. But complementing this process were the
thoughts that Katrina had about the clown representing her son. "He was a class
clown at times, you know" (10:209) Katrina slipped into the conversation. And
through her own efforts she had brought this clown to life again.

FIGURE 14: Katrina's quilt panel remembers her son, Jeremy

Katrina also added a bow tie to the clown's attire. She had looked for her son's tie
but could only find his younger brother's, so she stitched that on. When her
younger son saw what she had done he was very pleased. Katrina said it was as if
he felt "an instant connection" (10:144), and she also felt that it was almost like a
part of him was with his brother on the quilt panel.
The hardest patch to make, and the last one to be completed, was her story to her
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son - the story that she had told him to ease his fears of death - about heaven.
"Every time I stitched something I'd cry a little ... and I'd have a bit of a rest and do
another few stitches and I'd 'lose it' again" (10:197). As each smaller patchworked,
painted and embroidered square was completed it was set aside to be joined
together with others to form the correctly sized panel. Just after Katrina had
drawn the design for the first square her sister saw it and was so impressed that
she wanted to help. With on-going encouragement from Katrina she stitched
that square and did a "really good job" (10:138). When Katrina began assembling
the completed squares she realised they had been cut without seam allowances
and the panel was going to be too small. To remedy this problem an additional
strip was sewn along one side to meet the standard quilt measurement
requirements. This hasty re-designing of her panel was achieved with help from
the local quilt co-ordinator. When the panel was all finished Katrina was
disappointed that "it looked bulky and it didn't sit right" (10:172) but the coordinator helped her to solve that problem too. He stitched each patch right
through the dacron filling and created a padded look which really pleased
Katrina, particularly because it made the pictures stand out a little bit more.
Katrina said he:r quilt panel was "truly a labour of love" (10:166). She spent many
hours, over a six week period, working on it at home, mostly in the evenings.
And she felt a great sense of relief when it was finished, just a couple of days
before it was due to be presented. At times she had wondered if she was ever
going to get it finished but she believes that she created her son's panel as best she
could in the time available. "I even got a feeling that he felt quite happy with his
quilt. It's sort of like - you've done a good job, Mum" (10:227) she claimed
proudly. Katrina's satisfaction was two-fold. She said that she enjoys craft and
creative work but this was special because she also enjoyed doing it for her son.
It's not just needlework. ..it's the emotions and the memories as you're
stitching and you're going through it...you feel...the loss but also the
good times that you shared .... You can reminisce about the sad times but
when you' re doing something like that it tends to bring out the good
times, more so than the negatives. I definitely recommend it. (10:213-4)
Katrina confessed that she worries about the durability of the quilts and their
vulnerability- even to moth attacks- in the future. She would hate to think of all
her hard work falling apart. But she consoled herself with the thought that she
has photographs and, if she had to, she would do it all over again. And, she
declared very firmly, she would do it exactly the same.
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Tim: Driven by despair. In the midst of his grief and despair, Tim had responded
to an advertisement in a Gay magazine which offered asistance to the HIV I AIDS
bereaved. When he phoned the Auckland number he learned that it was a group
of people who were working on quilt panels and they were inviting others who

were grieving to join them. Tim had not really thought about making a quilt
panel but the Auckland person offered to contact a local quilt co-ordinator who,
in turn, proved to be enormously helpful. Tim explained ruefully that the
thought of "conceiving something and then putting it all together" (11:87) was
quite beyond his abilities. He conceded that he might be "okay for a bit of hand
stitching" (11:87), but that was as far as his sewing skills went. However, alerted
by the Auckland contact person, the local co-ordinator had phoned Tim and
explained about the Quilt. Together they worked out a plan based on the
information about his partner that Tim gave the co-ordinator. Following this
Tim went overseas for a while, and the local helper was not available. Several
months passed, the Candlelight Niemorial service was approaching and Tim
began to wonder what had happened to their plans. But, suddenly everything
happened with a rush. Over a couple of a weeks, during time that amounted to
two full days, the quilt panel was created. Tim finalised some details, found some
materials, and had some photocopying done onto pieces of fabric; the local helper
put it all together and stitched it up; and the panel was ready for presentation at
the Candlelight Memorial (Figure 15).

FIGURE 15: Tiro's quilt panel remembers his friend, Nick

Tim described the symbols and details on the quilt and the innovative ideas they
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used to portray various aspects of Tim' s librarian friend's life. A central feature is
the bookshelf which runs along the length of the panel. On the shelf several
books are displayed. The spine of each book has been crafted from leather strips
and each one contains a letter of his friend's name. The whole row spells out his
complete name. A computer with a poetic message on its silver screen sits in the
botton right hand corner. There are also laser printed photographs of his friend,
and the colourful birds which he loved. Tim said if he had had the creative
ability to do it himself the quilt panel would have been "somewhat different"
(11:152). In some ways it is a bit bare; he would have liked to include more detail.
However, he is very pleased with his quilt panel and he was very quick to
acknowledge the generosity and practical assistance of the local helper. "There is a
panel when I never thought that it would be possible" (11:156).
James: Precision guides the process. James had been fascinated with a display of
the memorial quilts he had seen in the city Cathedral. After learning a bit more
about them he decided that somebody, somewhere had to do something about

acknowleding the real cause of his friend's death. He decided that he would be
the one. And immediately he came face to face with questions about the process.
"How does one go about it?" (12:149). He telephoned the local quilt co-ordinator,
told him he was interested but had no skills in the area, and was assured that it
would be no problem. The co-ordinator said he would make the panel but
stipulated very clearly that James had to be involved. The co-ordinator visited
James, they discussed the quilt, and looked at various ideas. The planning was
careful and meticulous and this gave James great satisfaction because his friend,
Ian, had always approached his commitments in such a way. James decided to try
to "symbolically represent aspects of Ian' s life" (12:149), so his professional and
sporting interests were both included (Figure 16).

James explained that the quilt design was reasonably formal because of his
friend's interest in architectural shape and form. James also spent some time in
the workshop alongside the co-ordinator helping him put it together. This has
further facilitated a sense of ownership of the panel, for him. James was very
appreciative of the encouragement he received and is well pleased with the
result. He expressed a certain sadness that he was the only friend involved. Other
friends were too far away geographically but he wishes they could have
participated as well. "It was really a very positive thing to do" (12:151) said James.
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FIGURE 16: James' quilt panel remembers his friend, Ian

Alex: Joy in the making. Alex knew about the Quilt from his connections with
the Gay communty in Auckland, and he knew he wanted to make one. For his
first partner the ideas came straight to him and he described the planning as easy.
But he had to find out just how to go about it - which he did - from his Auckland

based community. However, he actually pieced the quilt panel together during a
weekend at his southern family home. He encouraged each person in his family
to contribute a stitch and he felt very much supported by them. As they were
working on it they all talked about Alex's relationship with this Scotsman whom
they had never met and Alex was able to explain who his partner was and what
he meant to him. Alex said all of that is stitched with love into his quilt panel.
A central feature of his panel is a large padded heart (Figure 17) which conceals a
letter from Alex asking for forgiveness "because I wasn't there for him when he
needed me" (13:35). The heart is created from their two tartans: one side
representing Alex' s family line and the other representing his partner's family
heritage. Alex' s mother gave him a family brooch in the shape of a scotch thistle
which he has placed in the centre of the quilt to "join the two tartans together"
(13:212). Alex described how, at the end of the process
we pinned a booklet with everybody's name on it and they've all signed
it. I think a neighbour did as well.. ..It was amazing because they didn't
know him. [They did it] out of their love for me. (13:214-218)
The process of creating symbols, declaring their meaning and sharing the quilt
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construction with family and friends was, for Alex, "really powerful" (13:214) in
terms of his own healing and in facilitating a celebration of many different
relationships.
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FIGURE 17: Alex's first quilt panel remembers his partner, Harry

When it came time to make a second quilt panel for his partner, Buddy, Alex
found the internal process was much harder. He knew exactly how to go about
the practical business of putting a panel together, and he was motivated to do so,
but the business of "trying to project [his partner's] personality - because he was
glitter and then he was very sombre" (13:220) was much more difficult. Alex said
that he had the material for some time but did not get started until another
bereaved friend offered to help with the design. A third person also helped with
the script work on a portion of the panel. Alex said he made a lot of excuses
before he actually "got the guts" (13:351) to do it. He explained that it takes a lot of
courage to "acknowledge your fear that you might cry while you're doing it...or if
you see it somewhere [later] and it brings back the pain. All those sorts of things" ·
(13:351).
Alex said that Buddy had taken a new interest in his Maori cultural heritage
towards the end of his life; and Alex wanted to portray that on the quilt panel. He
worked on it, over a three month period, during 'sewing bees' at the Quilt
Project's Auckland headquarters; but he still feels a certain dissatisfaction with
the completed panel. "When I look at it now - I'd like to take it to pieces and redo
his ... .I' d like to ...make it bigger and bolder" (13:224) . Alex said the most
challenging aspects of the practical process were "writing it all out" (13:341) in the
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planning stages, because he is dyslexic; and learning to use the sewing machine.
He also wishes he had had more money to spend on materials that would have
made his quilt for Buddy (Figure 18) a much more flambouyant statement "flashing lights and everything. I wanted the world to know that was - they were
-my babies" (13:300).

FIGURE 18: Alex's second quilt panel remembers his partner, Buddy

He regrets that he couldn't afford something better and feels that he has given
them "a poor man's version" (13:302) of a quilt. However, he concluded that, to
him, his quilts will " always be worth a million dollars or more" (13:304). Making
each quilt was an emotionally draining process and Alex spent a lot of "crying
time" (13:317) on them. He acknowledged that he had put a lot of himself into his
quilts and in the process made himself very vulnerable. But he also learned to let
go of much anger and guilt that he had been carrying around and he believes that
he has found a new strength in himself of which he was previously unaware. He
said that, "Once you've done the quilt you never forget the joy of making it"
(13:427).
Mavis: A pragmatic approach. Mavis knew about the Quilt Project and its

American origins since its conception in San Francisco in the late eighties. When
the New Zealand project began to take shape and no one seemed interested in
what was happening in terms of a number of AIDS related deaths in her part of
the country, Mavis decided to act. Her own deep, personal but very private grief
was also a catalyst for that decision.
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Although three people worked on the quilt panel that Mavis put together they
met as a group on one night only, to do some initial planning. After that each
person worked independently on her individual patch; and Mavis sewed it all up
to fit the specifications at the end. Construction time covered a period of about
two weeks working mostly in the evenings. Crafted in vibrant, primary colours,
for celebration, the design is almost theatrical, planned for its effect (Figure 19)
rather than to reveal personal details or memorabilia.

FIGURE 19: Mavis contributed to this quilt panel which remembers three local people

It was not a process of building it up from treasured pieces of fabric or

photographs; and Mavis said she did not sit there and weep with every stitch.
Hers was a very pragmatic approach to making a quilt. She acknowledges that
she was more concerned that this geographical area be represented on the
national Quilt, than with personal sentiments. She has chosen the central symbol
to represent, unequivocally, the province to which the people commemorated on
the panel, belonged. Nevertheless, in each of the patches which surround the
regional symbol there is much which speaks of the individual lives celebrated on
the panel.
A peaceful scene of the silhouetted hills around the local harbour is depicted
with gold-lame-starlight and moonlight shimmering down on them. This serene
image contrasts with the joviality of another patch where the single word 'LOVE',
made up of multi-coloured, tiny, floral fabrics on a flowery background reflects "a
bit of witticism" {14:278) and her friend's extraordinary sense of humour. "Very,
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very wicked" (14:278) laughed Mavis. It is, simultaneously, her "homage to the
silliness of the seventies and the flower people in San Francisco" (14:276). This
encoded humour not only relates to where the Quilt Project started; but it also
recalls the boys on Fire Island popping amyl nitrate, cross-dressing, and all the
camp stuff of those nostalgic days, and nights, she explained with a glint in her eye.
The patch-worked illustration of a hot-air balloon with a canopy of gay, rainbow
colours carries a basket which rises high into the clear blue atmosphere above the
local landscape. The words 'breaking free' have been penned beneath, defining
what the creator of this portion of the panel needed to say about the person for
whom she grieved. Another patch combines embroidery and applique techniques
to create a traditional symbol of love - two bright, red, satin roses with
intertwined stems and leaves. The patterned background fabric repeats the green
and red colour tones and complements the plain, dominant, primary colours
around it. The whole panel is a very unified piece of work despite the attested
individual contributions and approaches. Mavis said that, for her, it was all part
of the process of love but one which is overlaid with defiance. "I was more
concerned with getting [this province] into the damned Quilt Project" (14:290),
she declared with considerable vehemence.
Hugh: All fingers and thumbs.' Hugh became aware of the Quilt in the late
1980's. He recalls a volunteer worker with the AIDS Foundation returning from
1

the first Washington display with some slide photographs which she displayed at
the annual can<;lle light memorial. But he was not directly involved at that stage.
He thinks that the first quilt to be made in association with his particular region
was probably made in 1993 or 1994.
His direct invovlement in making a panel began when, as a support co-ordinator,
he used to meet fortnightly with a group of people who were caring for an HIV
positive person. They all knew that they wanted to make a panel for this man
and about five months after he died they called a meeting to discuss the process.
Hugh said that not only the support group but a few other people from various
organisations who had known and worked with the man came to that meeting.
There were about ten people involved and at their first meeting they spent more
time talking about Rodger than they did about the quilt panel. Hugh saw this as a
very positive thing for them all. Gradually over a period of weeks the plan was
worked out at their "design and decision meetings" (15:283) where there would
always be a social atmosphere with a few bottles of wine, plenty of coffee, and
biscuits. Rodger had a bed cover made up of various patches from old jeans; and
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his carers knew that he wanted to have a memorial panel made using that as a
base. Then additional ideas were contributed.
The group wanted to acknowledge Rodger's work with the needle exchange
promotion; his sartorial elegance - his dress watches, his penchant for brooches;
his favourite yellow roses - embroidered on; and a little patchwork bag he used to
carry (Figure 20) . People volunteered to do different tasks according to their
abilities and knowledge of the deceased man. There were different skill levels
and lots of conversation about where things would go on the panel. But most of
the construction work was done by individuals in their own time. Although they
had worked to the original plan, the local quilt co-ordinator, a skilled designer and

FIGURE 20: Hugh contributed to this quilt panel for Rodger

machinist who was also part of the group, put their final efforts together "into
something that was the right size and shape" (15:291), ready for presentation at
the Quillt unfolding ceremony four months later. Hugh was a strong advocate
for the group process. He explained wryly how anything practical to do with
needles and threads is personally very challenging. If he had been left to do it on
his own he doubts whether he would have been able to make a panel. But the
group was encouraging. He said, "I was involved with cutting out some letters
and attempting to sew with a machine at one stage - and things getting out of
control - all fingers and thumbs" (15:313). He reiterated how important the group
process was in terms of support and inclusion. "I can look at the letters and know
which ones that I did" (15:315) Hugh said, with pride.
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Sara: Stitching through uncertainty. Even before HIV I AIDS became an issue in
their family, Sara had heard about the quilts in America. Later, when the New
Zealand Quilt visited her city she recalls having seen photographs in the
newspaper. She was interested because by then HIV was a factor in her life but
she had never thought about making a panel. About a year after her son's death
a speaker came along to their local HIV I AIDS support group with information
and overhead projector images of some quilt panels in the AIDS Quilt Aotearoa
New Zealand. After that she decided to make a panel herself. She "planned a
really delicious one" (16:650) that she would like to have made for her son. It
would have included a photograph and several other details that would have
identified him easily. But this plan was thwarted when she learned from his
partner that he did not want a quilt panel. Sara then became unsure about her
son's wishes and decided to do something different that would not identify him
so clearly but would still honour his memory. She recalled how "he loved
ceremony" (16:658) especially Christmas and Easter and Fireworks displays.
Memories of a childhood incident where all of her young son's cache of fireworks
were accidentally ignited and went off all at once suggested a theme for Sara. And
a more recent occasion, at his home a couple of years before he died, with finger
food and fun on the balcony, as they all watched hundreds of dollars worth of
fireworks illuminate the sky, also provided inspiration. She recalled how "He
enjoyed every minute of it; and so did we. So I thought, well, I'll do a firework if I
can. So I did" (16:658).
It was a long slow process. Sara worked on it for about five hours each evening.

She started a couple of months before it was due to be presented and admits she
had a lot of trouble with the central feature, a huge skyrocket. She had already
made one and pulled it off and made a second one. Stilt she thought it was too
big and heavy and was anxious that it might get knocked off. Sara' s daughter
remonstrated with her. Sara said she thought I was a perfectionist and that I
should leave it how it was. Finally when Sara saw the other panels she realised
that she did not have to worry at all. Her rocket would be safe as it was.
Sara had chosen aquamarine coloured Dupion silk for the background because
her son loved luxury things and this piece of silk was also the colour of the only
brand new car he ever bought. The colour also represents the sea which he loved.
The 90cm x 250 cm padded, red, satin sky rocket bound with purple and gold
braid zooms across the top of the panel, exploding into jets of iridescent colour. A
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long white cord trails out behind the rocket before it dips at the top of the panel,
suggesting that it has already travelled as high as it can go. On the bottom
portion of the panel a 'sparkler' sends out showers of glittering sparks. Sara spent
hours hand-stitching hundreds of glass beads and star-shaped, multi-coloured
sequins to the fabric in order to achieve this effect (Figure 21). Although she had
very bad arthritis and she often got cramp in her hands she persevered, talking to
her son as she added each bead, "There you are, son, there's another bead!"
(16:681) . She did not have a plan for this part of the panel; she just kept adding
more and more beads and sequins until she created the desired result. As she
worked she was aware that these fireworks would not easily go bang or disappear
at once. They are forever, she beamed, with satisfaction.

FIGURE 21: Sara's quilt panel remembers her son- and others

The words, 'For· my son and others' are written in silver-coloured cord, outlined
in gold, across the central portion of the quilt panel. The largest and most
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predominant word is 'son.' Beneath this the words, 'Love you too' appear. This is
what Sara and her son used to say to each other whenever they said goodbye,
whether it was after a visit or at the end of a telephone call. Her son loved
travelling and Sara is comforted by the thought that his quilt panel will continue
to travel around with all the other quilts as part of the fabric of New Zealand life.
Emily: For the broken-hearted. Emily says she can't really recall where she first
learned about the Quilt but thinks it may have been when Eve van Grafhorst,
who became a national symbol for AIDS publicity, was campaigning on

television. But it was the visit of a local speaker to their support group, about a
year after her brother had died, that influenced Emily to start a panel. She spent a
long time thinking about what she might do and then suddenly one night an
idea came to her. She sat down immediately and drew it up. She produced a well
developed plan including the materials and colours she wanted to use.
A dark blue background fabric contrasts with the main feature, a glowing white
candle. Emily said her brother really loved candles. "At the end - when he died he wanted candles all around his body. And it didn't happen ... .So there's his
candle and it won't ever go out.. .. Because I've never forgotten that he didn't get
any" (16:465-7). Emily was very pleased with the waxy effect of the candle which
was achieved by using several layers of curtain net. And the wax falling down the
side - representing tears - has been created from broken Christmas decorations, an
idea contributed by Emily' s daughter. Her uncle loved Christmas and these
decorations were part of his last Christmas celebration. Leaning against the base
of the candle is a red satin heart, broken through the middle, where the candlewax tears have come to rest. Emily said, "The heart is for all the people whose
hearts get broken. The people that learn that they've got AIDS. Their hearts must
break right from then until the day they die. And the families, and the partners,
just everyone" (16:477).
The material for the heart came from her mother and, in a time-honoured
tradition (Nicholson, 1998, p.2 & p.137), she has stuffed it with her old jersey. Her
brother hated her clothes and had been known, during their sibling banter, to
threaten to cut them up. So Emily relished telling the story of how she herself cut
up her old jersey and stuffed it into the heart on his panel (Figure 22). Curved
across the top of the panel, in silver lettering, are the words 'Like a candle in the
For the last few years his life flickered like the flame of a candle
sometimes strong, sometimes weaker. But he loved life and enjoyed travelling,
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Wind.'

roller-skating, skiing, cars - and his pets. At the bottom of the panel family
members have written their names as a tribute to his memory. As Emily and her
family worked on the panel they talked about her brother and laughed a lot,
especially when they imagined what he might be saying as he 'watched' them.
"But we knew he'd love it" (16:503) declared Emily, revealing that there was not
only humour in their recollections but also in the way they thought about what
they were doing.

FIGURE 22: Emily' s quilt panel remembers her brother

She said most of the panel is constructed of recycled materials from the
environment that her brother had lived in. Only the background fabric was new.
Emily began stitching her panel together about a week and half before it was to be
presented although she had it "all pinned out for ages" (16:519). She worked on
the kitchen floor and had it completed within three days. She is pleased that his
panel has now joined the AIDS Quilt Aotearoa New Zealand. With a twinkle in
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her eye she says, "It's just like him to be floating off and sort of lying around all
over the place!" (16:553).
Externalising the grief
Many of the participants divulged that they had been stuck in their grieving
process. It seems that the whole process of decision making and problem solving
associated with making a quilt panel has had great therapeutic value for them.
Initially they faced the task of reviewing their friend's or family member's life
and attempting to represent aspects of that life authentically on a fabric panel.
The degree to which the quilt maker actually achieved this - albeit symbolically was often the measure of satisfaction they gained from the process. Through the
gradual steps of making plans, choosing fabric and textures, deciding on colours,
finding solutions to design or stitching problems, and creating something
tangible that had significant meaning in their grief-stoppered world these people
became active again. Each quilt panel is 'out there' now, connected to many
others in a network of intricately patterned forms which also records the
cumulative loss of the IDV I AIDS bereaved community.
The significance of names
The inspiration for the original NAMES quilt, as it was first known in San
Francisco, was a wall covered in temporary cardboard placards each bearing the
name of someone who had died from HIV I AIDS. Since then, wherever the Quilt
concept has spread in the world, the names of those who have died have
continued to be a significant aspect of the memorial. It was not surprising,
therefore, that each of the eighteen participants interviewed in this study
commented on or told a story about the name feature of their panel. However,
there was considerable variation in the detail of their accounts. Many revealed
their reticence about including the deceased's given and family names, indicating
the effective silencing of people affected by HIV. Only six participants in this
study opted for revealing both the given and the family name of the person who
had died; and two of these were children, often deemed to be 'innocent victims'
of the virus. Seven quilt panels included the given name only: of these, five were
in large, bold, letters easily read; one was discreetly placed and not easily seen at
first glimpse. Three people included the first initial of the family name with the
given name; and three did not include a name at all.
Given name only. Margaret appliqued her brother-in-law's given name only in
very large, bold letters, curved in a slight arc, across the top of her panel. Down
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the left side of the panel a row of initials represents generations of the family's
ancestors. Despite their proud tradition of valuing family identity, Margaret and
Warren decided not to include their brother's family name on his quilt panel
because of the stigma which existed in society at that time.
Some misunderstandings about the various ways that a person's name should be
represented on a quilt panel, meant that Mary and her family ended up with only
her son's given name when they really wanted to include both his given and his
family name. At first they had understood that only initials were acceptable; and
they were not happy about that. "He wasn't an initial, he was a name- we felt the
importance of putting his whole name there" (2:135) said Mary. Finally they
settled for his given name. "Just the one name ... a family heritage name" (2:135)
Mary proclaimed proudly. She explained that it was the same name as her own
father's and had been in her family for twelve generations. Because it was a
Maori name their quilt panel was accorded great honour on every marae to
which it travelled. Mary said that all the old people knew that this young man
was somehow connected to the elder man with the same name. "It touched the
hearts of all the people in the north" (4:139) said Mary. Even so, she still has some
regrets that they did not put both his given and his family name on his panel.
The name on a quilt panel is "a sacred thing" (4:65) to Welby. He regards it as one
of the few remaining symbols of the person commemorated. He has painted his
partner's given name only, straight across the top of his quilt. On another quilt
panel that Welby made for a later partner, who was a prominent New Zealand
sportsman, he has also put only the man's given name. When he presented it to
the Quilt Project he was asked if he wanted his friend's name added to 'The Quilt
of Stars' a special quilt block which records the names of "significant" people.
Welby writes that he "couldn't believe it" (personal e-mail, 13.10.98). For him,
this seemed like some kind of prioritising even in death. "As if some deaths are
more significant for one person or a nation, than any other" (personal e-mail,
13.10.98). Welby was disturbed by such an idea and feels that this kind of
initiative by the Quilt Project is "very misguided" (personal e-mail, 13.10.98).
On the panel made for his first lover, Alex has stitched only the man's given
name, formed in large, solid, block letters, and placed in the middle of the bottom
quarter. How~ver, in the diametrically opposite position at the top of the panel
he has also included an additional noun to create a playful sobriquet which is
linked alliteratiyely to his partner's given name.
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Robyn said that there was part of her that wanted to put her son's complete name
on the panel but she felt "stifled" (5:177) because of the stigma and secrecy around
gay issues and HIV I AIDS. She knew she was going to be walking down the main
street with her panel and she did not want to expose herself to any prejudice and
discrimination which may result from displaying his name so publicly. She chose
to include his given name only, in very small embroidered letters on the bottom
border of his panel. Robyn thinks that probably it should have been bigger; but
has consoled herself with the thought that it left more room to emphasize the
picture of his life.
Rose cut out fairly big letters in fabric which said quite simply 'Uncle Jack.' These
were placed at the top of her panel above the main picture. Underneath he was
further identified with the words 'uncle, godfather, friend.'
Given name and initial letter of family name. John said, "Because we knew that
this man's family was not going to acknowledge him in any way, shape, or form
as being a person who has died with AIDS - or even a person who was gay" (9:85)

the group of quilt makers agreed among themselves to preserve his anonymity.
They decided that the family could not object if they included his first name and
only the initial letter of his family name.
James decided to put his friend's given name and the first initial only, of his
family name on the panel. It is placed solidly, in darker lettering against a light
background, in the middle of the panel. He was angry with the family's refusal to
acknowledge this was an AIDS death but he stopped short at identifying his
friend overtly by including his full family name. James felt that might have been
the ultimate in betrayal for a family who was still very much in denial. But he
admits it wouldn't be too difficult to trace his friend's identity through the dates
and other personal details which he has included.
A quilt panel that Hugh made with two other volunteer carers was for a man
about whom they knew very little. As if to reflect that, his panel is devoid of any
personal details except for his given name and the first initial of his family name.
Appliqued in high, bright-red, block letters it curves in an arc across the whole
width of the navy-coloured panel.
Given and family name. On a panel made for his second partner, Alex has
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displayed his nickname in large, bold, appliqued letters. It occupies the central
portion, with both his given and family names in slightly smaller, but equally
bold print beneath. Alex felt no need to protect the identity of his second partner;
and, by recording his name on the panel Alex felt that "it will never be forgotten"
(13:485).
Although Tim was reticent about his own status as a gay man he had no need to
protect the identity of his friend who was an openly gay man. His friend's AIDS
related death was also no secret amongst family and friends. Therefore, his given
and family name feature in a central position on the quilt panel. However, there
is nothing on the quilt panel to say who made it; so Tim's anonymity is
preserved.
The status of the 'pure' child who has been infected with a 'dirty' disease through
no fault of his own (Lichtenstein, 1996) has been often publicised in our
community. Under these circumstances where public sympathy is on the side of
the 'innocent' child there is much less pressure to withhold identification. This
absence of public censure seems to have been a factor in Katrina's decision to
place her son's given and family name in pride of place in the centre of her panel
directly above a photograph of him.
Gloria contrasts her quilt panel, which clearly states her young daughter's given
and family names and outlines her life story, with some other quilt panels that
are nameless. But she also makes the point that her daughter's story has many
parallels with the nameless stories on those other quilts. She hopes that viewers
may come to understand this and that they might begin to help break down the
barriers of fear and prejudice which silence so many other HIV I AIDS affected
people.
Embroidering both her son's given and family names onto her quilt panel was at
once a personal and political move for Bev She knew of the stigma around
identifying AIDS affected people but chose to ignore it. Bev wanted to be open
about who her son was, how he had died and how much he was loved.
On Jo' s quilt her husband's given name appears many times. Her nieces and
nephews have drawn various pictures and written messages which include
endearments an,d their beloved uncle's name. His full family name is written on
the cover of a booklet which forms part of the panel.
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Name not included. When Mavis looks at other quilts and compares them with
her own she feels a certain sense of injustice. She would like to have put her
friend's name and dates on his panel but felt that she could not do so because his
family have not acknowledged that he died from an AIDS related illness. She

agreed that the word anonymous which has been clearly and neatly crafted into
the corner of a central patch on the quilt, "speak volumes" (14:251) about what
the quilt stands for. Nevertheless, the 'anonymous' word is "a wistful, sad thing
as well" (14:264) said Mavis. Her friend was not 'anonymous' in his life but he
has to be 'anonymous' on the Quilt. "What does this say about the state of
HIV I AIDS? What does it say about the status - about acceptance and all that?"
(14:266) she queries.
Emily was told by her brother's partner that he would not have wanted a quilt
panel made for him. But Emily had never discussed it with her brother and she
was not sure if his partner had either. She was very keen to make one so she
went ahead but decided not to put her brother's name on it. Instead it bears the
legend 'For my brother .... ' written in silver fabric ink on the middle of her panel.
"I know who it is and everybody knows it's someone's brother" (16:473), she
declared. And then, beneath that, members of Emily's family have written their
given names, as a tribute, on her panel. She described her six-year old grandson's
efforts. "His wee hand was shaking, doing his name; and he was trying so, so
hard to make it perfect. .. he loved him so much ... he just wanted it to be perfect"
(16:507-509), said Emily.
In deference to her son's partner's wishes Sara had not included her son's name
on her panel; but she still hovered uncertainly about this deliberate omission.
She imagined her son enjoying the other private symbolism on his quilt panel
and saying, "the old girl didn't put my name on it, after all"(16:665).
Name as an affirmation of identity. A quilt panel is a way of affirming the
identity of someone who has died from AIDS. Most panels bear the name, or a
phrase which defines the relationship between the panel maker and the deceased.

This personalises the memorial and presents the deceased as a loved and
respected human being rather than a mere, disembodied statistic. But for many
people the decision about how clearly to name a person, was fraught with anxiety
in the face of society's prejudicial attitudes. In the end, each quilt maker either
took a risk and inclvded the given and family name, or they made a compromise.
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Because of the stigma attached to an HIV I AIDS death, no one in this study has
done either of ~he se things lightly.
The nature and, purpose of the Quilt
In some ways the quilt panels are like photographs; a way of capturing the past.
Some are like DNA; in them it is possible to read a potential future. And for

many participants that is the full measure of the loss which they have recorded.
But the Quilt is far more than an inert register of the wistful past or of a truncated
future. The fabric of the Quilt is as multifarious as the fabric of humanity; and
the participants in this study talked about the Quilt with familiarity as if it were
full of energy and life. Several years after her son's death Mary claimed, "The
memory of him is still very strong.... This is why people never die it's because the
memory of them lives in each and every one of us" (2:103). This sentiment
reverberates in unique echoes from each of the participants in this study. By
choosing to mak~ a memorial quilt panel they have procreated their own fibrous
memories. And now, each time the Quilt goes on a journey, and each time it is
unfolded the residue of memory billows and settles, recreating the ebb and flow
of life. Memory lives on. But it is not a maudlin thing. The life in the Quilt is
vibrant and purposeful.
The symbolic representation of the dead. For half of the participants, the Quilt
was imbued with spiritual or sacred significance. It became an expansion of their
spiritual horizon; and it seemed to signify a liminal experience where the

deceased makes a transition from an embodied existence to a transcendent quiltentity existence. The Quilt became so permeated with the qualities of the dead
person that his or her spirit was somehow understood to reside in it. The spirit
was never portrayed as a frail thing; it lives on, vigorously, sometimes moving
in a spiritual domain but at other times journeying about as, in, or attached to,
the Quilt here in the terrestrial realm. Frequently the participant's description
moved subtlely from a simile-type comparison where it was as if the dead person
had been transformed, to a metaphoric trope where the quiltmaker claimed the
deceased was transformed.
Katrina began by assuming a quilt/ spirit verisimilitude. She felt her quilt panel
was "almost like [her son's] living spirit- it was like bringing it to life" (10:152).
Then she proceeded, with pale degrees of change, to merge her child's spiritual
essence with his physical self. She said she made a quilt panel for her young son
because she "wanted to share him with everybody" (10:152). Each individual
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square on her panel was "an intricate part of him" (10:164); and altogether the
squares were "a~l of him" (10:164). Katrina said, "I wanted to share him. I didn't
want to keep him just to myself .... He was a gift really - and I just want to share
him with everybody" (10:152). She saw her quilt panel as her son. "To me, it was
him" (10:178).
The urge to share her child's life and being with others was also very strong for
Gloria. She viewed her child as an angel for whom she had special responsibility
during her earthly life. The sacred nature of her daughter's life and consequently
of her quilt panel was fundamental to Gloria' s understanding of what it meant;
and yet her panel also had a secular purpose, represented in its many symbols,
that she could share with everybody.
Hugh also claimed that in some sense the quilt panel becomes the person who is
memorialised. He says that when the Quilt comes back to visit "we all go over
and say, 'Oh th~re's R. .. or there's A ... or D ... or J.... It's them. It is them" (15:301).
The fabric quilt panels assumed a corporeal dimension as if a transubstantiation
had occurred.
Alex spoke about a proposed Quilt visit to his hometown with considerable
apprehension. He had built up great expectations even though he knew the
proposal was quite tentative. Several times he referred to his two panels as "the
boys" (13: 469, 471, 473). He said, "It's just amazing to think I might be seeing
them again ... .It's like seeing a member of your family you haven't seen for four
or five years. I':r11 quite excited" (13:477).
Rose's panel seems also to have been transmogrified. She spoke of her quilt as if
it were her uncle travelling about, meeting and greeting people, and helping to
educate them about the virus. Imbuing her quilt panel, and thus, her uncle, with
philanthropic spirit Rose declared, "it was the last thing he could do in the world
to help other people" (8:93).
When their brother's quilt panel was completed Margaret had asked her local
priest to bless it; and when it was finally stitched into the larger Quilt both
Warren and Margaret felt that this was the start of his new journey. Although he
was referring to his brother's memorial panel Warren used living imagery to
merge his broth~r's past life with his present and projected 'life-in-the-Quilt':
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He was a traveller and I thought, 'Well here he goes - off again- he's
never going to stop' ... .I think he went to Japan last year ... he's finally got
to Japan .... He' s still seeing the country .... I just hope he goes to the
States .... When we read the Quilt newsletter we often say to each other 'I
wonder where he is' .... It's a piece of fabric but it's him. And it's like a
travelling antidote - why be stuck in one place when you can tour the
world? (1: 689-696).
Margaret and Warren also tell about the time when the Quilt was touring New
Zealand in its early days before the panels were stitched together. They had all the
quilt panels at their home and there was one panel in particular which "slid out
of the pile every night" (1:820). It seemed that no matter how carefully they
folded and plac~d it the recalcitrant quilt panel would move during the night. In
a frank personification, which revealed much about their relationship with the
panel, they said, "He really played us up" (1:820). They likened their experience to
that of a woman they had read about who wrote of her supernatural experiences
with the taonga in the 'Te Maori' exhibition of treasured Maori artefacts when it
had toured the United States a few years earlier. Margaret and Warren declared
that the young Maori man for whom this particular quilt panel had been made
was actually "in that quilt alive and kicking!" (1:823).
In her mind Emily also linked her quilt panel with her brother, but in a way that
suggested only a partial merger. "It's like part of him now" (16:557) she said. A
little smile crinkled across Sara' s face when she explained that her son was
actually in her panel- not that he was the panel but that it somehow supported
his spirit form. "He'd hate to think he's sitting in a panel but I think he's there,"
she maintained with a twinkle in her eye (16:768). Two years after this interview
Sara herself died, and her daughter, Emily, wrote that, "If I know Mum she'll be
hitching a ride on a corner of [her son's] quilt ... " (personal correspondence
11/9/98).
Proclaiming the transcendent nature of the Quilt, and perhaps the omnipotent
powers of the quilt-maker, Alex declared that, "Once you've made it ... you have
given the biggest gift you can ever give to that person who has died. You've
given them immortality" (13:495). He extrapolated further, from this idea, "You
have created their spirit, let their spirit live. You've let their spirit free. You've
said goodbye to their spirit so the spirit can come back and visit when it needs to
visit" (13:495).
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It seems that the creation and completion of a quilt panel often signified the

beginning of therapeutic change for the bereaved person. There seemed to be a
sense of relief that not only has the quilt panel been completed but the intense
period of grieving has also been brought to a satisfactory conclusion. During the
process of creating the panel, the quiltmaker has been saying goodbye gradually,
and at completion was now ready to say a final goodbye. The cerebral shift from
thoughts of death to images of life and vitality, mentioned by many participants,
may also be an important growth factor for the person who has been stuck in his
or her grieving process.
A memorial. The quilts were a prophylactic against forgetting. While each panel

remembers an individual life the collective Quilt vividly records the life of the
epidemic itself. It seems that the Quilt is a visual artefact that may provide
insight into the ways that the HIV /AIDS bereaved have understood and
interpreted their lives. Katrina reasoned that if one day in the future there is a
cure, and AIDS no longer exists, the quilts could be kept in a museum as proof for
posterity that the virus did exist. Because so much work has gone into the quilts
Katrina was hopeful that, even if no cure is discovered, they will be kept safe and
on view for everybody to see and learn from.
For many people making a quilt panel was a formal acknowledgement of all that
the deceased person meant to them. Often it was a final reverent tribute, an act of
allegiance, or a token of respect paid to the person who had died. James was
conscious that he was making a very personal move to remember somebody who
was a really good mate, and someone whom he greatly respected. Warren was
overcome as he visualised the impact of a very impressive display he had seen.
"They're like a memorial - they're just - oh words!" (1:775), and his inchoate
sentence trailed off into silence as he contemplated the Quilt scene behind his
eyes. He could not find the words to adequately describe his vision of the
memorial but his experience of it was profound. Rose expressed a similar
sentiment about her panel, but rather more prosaically, "The quilt is my little
memorial" (8:73).
In Hugh's region there had been several AIDS-related deaths within a short space
of time significantly affecting the volunteer group of carers to which Hugh
belonged. They decided to make some quilt panels to memorialise these people
and to mark their attachment to them (15:77). From Hugh's altruistic viewpoint
the quilt was "the perfect way to remember someone" (15:321) who might
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otherwise be forgotten.
John believed that the object of a quilt panel is to try and express something of
the personality of the person memorialised - of their life and their achievements,
and to try to show others what sort of a person he or she was (9:110). This view
was also mirrored by Gloria whose quilt depicted her daughter's hopes and
achievements. \=reating a quilt is "the most wonderful memorial that you can
make to any person," declared Gloria. "It's really acknowledging that person"
(6:61).
Robyn entered the territory of living memory when she chose to make a quilt
panel for her son with six of his long-time friends. His childhood experiences
within the family were recounted and recorded by Robyn. "The other side of his
life" (5:210) to which his friends bore greater witness was also included. She said
that their quilt panel was a way of acknowledging and honouring her son in all
aspects of his life. "It's a recognition of who he was and, without being
judgemental... re,cognising the gay side and that part of him and his life ... " (5:258).
Margaret thought that the Quilt was "just the most incredible homage" (1:830),
not only to the people who have died from the virus, but also to the people who
loved them and looked after them. When she stands before a Quilt display she is
very conscious of those who actually made each panel. She thinks not only of the
life of the person depicted but her thoughts also travel further out to those who
looked after that person. For her, the Quilt was a memorial link to the much
wider community of people affected by the virus.
A focus for forgivep.ess. Although Alex regarded his quilt panels primarily as a
record of his grieving process and a celebration of his time with the person
memorialised he also outlined another purpose one of his quilts served. In a
personal act of contrition he had written and concealed a letter to his partner in
the padded fabric of his quilt panel. He explained that he was "just asking for his
forgiveness for me, asking him to forgive me because I wasn't there for him
when he needed me" (13:35). On a more general note Alex explained his belief
that the Quilt froj ect itself was "A form of forgiveness as well" (13:236). His
1

rationale was that many people feel anger at the deceased for having left them.
He believed that the survivors had to forgive the deceased for their final act of
desertion through death. The grieving need to know that feelings of "hurt and
anger and hate" (13:238) are permissible. But they must be accepted and
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acknowledged before reconciliation can take place. Alex suggests that quiltmaking may faciltate the process of acknowledging and accepting such powerful
feelings.
As you're stitching you are thinking or even talking about that person
and it's love. And love becomes forgiveness; and love is healing ... every
stitch is forgiving the person for dying .... (l3:224)
In a somewhat defensive mode Alex upholds the healing concept inherent in his
quilt-making efforts. "It's not a silly idea to put some bits of material together ... .It
does work" (13:252-254), he insists.
A headstone. A quilt panel often seems to take the place of a headstone,
particularly when the body of the deceased has been cremated and the ashes have
been scattered or buried. Perhaps the site is inaccessible, or there is no specific

marker as when ashes are scattered at sea, or if the site is overseas. For these
people their quilt panel has become an ontological marker, a tangible memorial
which is accessibk to them and has a presence in the world. Seven of the
eighteen participants either compared or contrasted their panel with a headstone.
Margaret explained that her quilt panel was to be her brother-in-law's headstone
because his ashes 'Nere scattered, and "there's no grave to visit" (1:448). At first
Margaret referred to the panel as her brother-in-law's headstone but later, in a
subtle shift of emphasis, she described it as "my headstone for him" (1:776).
Alex also explained that he has no actual tombstone to visit; but creating a quilt
panel has provided him with "a tangible thing" (13:242) he can see. He, too,
explored the tombstone metaphor, shifting the ownership backwards and
forwards between himself and the person he had memorialised. He said of the
quilt panel, "It's almost like a tombstone. In a way it is their tombstone. But a
colourful tombstone ....That's my tombstone" (13:393-396).
Emily said that the idea of making a quilt panel appealed to her because her
brother's ashes had been scattered and there was no headstone or grave. Now,
there is a quilt panel which remembers him and she thinks he would love it.
Sara, too, made her panel as a memorial for her son "because there's nothing
else" (16:656), no headstone or plaque; but, as the words on her quilt panel
indicate, she has also dedicated it to others. So her quilt panel becomes a kind of
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11
communal headstone. It is especially for the boys whose parents were unable to,
or who had no parents, or whose parents wouldn't recognise gay people ... .I'd love
it to be for them too .... For all the boys that couldn't or in some ways weren't able

to have a quilt..." (16:667).
In much the same way that a headstone marks the site of a grave where people
may go to visit and remember, the Quilt, wherever it is displayed, becomes a
pilgrimage site - the focus of a mental or physical journey for the mourners.
11
Margaret and Warren felt that viewing the quilts was a bit like walking through
a cemetery and seeing all the different sorts and styles of headstones." They
compared and contrasted the colourfully decorated headstones of the Pacific

Islanders with the very sombre, older Victorian-English inspired styles of
masonry; and the "great tall angels" with "the little plaques" where ashes have
been placed (1:833-836). Although each panel is a uniform size, all of these
differences in style and symbolism are echoed in the variegated composition of
the Quilt.
Other participants drew contrasts between the warm, comforting features of a
quilt panel and the gelid qualities of a granite headstone. Gloria queried the idea
of going to the cemetery to look at a headstone. "What do you get from it?
There's nothing," she declared. "And here you are ... when you are looking at
something like that [a quilt panel] you know the love that has gone into it - the
love that's there for that person - you don't get that from a headstone or going to
the cemetery ... " (6:61) she contended.
John also contrasted a quilt panel with a headstone which he says, usually
conveys a name, date of birth, date of death, and "maybe ... some quotation from
the Bible or something like that" which has been inscribed by a stranger (9:119). In
a somewhat scathing comparison, John claimed that the personal creativity and
input into remembering somebody with a quilt panel has no parallel with "a
headstone that you've paid some turkey to make ... just because convention
demands it" (9:135).
The completion of a quilt panel was also likened by some participants to the
erection of a headstone which may happen months or years after the death. It
sometimes brings a sense of completion to the mourning process, for the
bereaved. It is not necessarily the salve for a sense of loss; but its completion may
have some salutary effects such as marking the end of a particular period of
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painful feelings, especially the feelings of loneliness and alientaion often
experienced by the HIV I AIDS bereaved. Warren said that "because of the stigma
in the late eighties" he and Margaret felt they had to "get it [the grieving] over
and done with" (1:7 4). But he acknowledges there was "unfinshed grieving"
(1:72) until Margaret began the quilt panel four years later. The quilt-making
process enabled them to work through feelings of anger and frustration and
sadness that had not been dealt with earlier. And at the end their quilt panel was
a "headstone" (1:448), a witness to their stigma-shadowed loss experience.
An art form. The quilt is not just a means of preserving keepsakes and images although it does that in a myriad of creative ways - but it is also an extension of
the visual sense. Hugh referred to people "looking at the stories" (15:219) which

seems to take the visual into a more cerebral realm. It infers a way of seeing
which incorporates understanding. The concepts of seeing and discovery are
integral parts of the Quilt. Hugh says he has spent hours accompanying and
looking at the quilts; and each time he sees them with fresh vision, discovering
"Something different every time" (15:331).
Five participants referred to the artistic merits of the Quilt. The generic Quilt was
perceived as an art form (1:775); and individual quilt panels as "works of art"
(15:331; 9:139) or "a thing of beauty" (3:267). \;\l"elby knew as he was painting his
quilt panel that it was something "people would look at and find beautiful
irrespective of what the story was" (4:101). But he admits to feeling affronted
when someone he knew praised his work and said his quilt was the best. The
thought that he might be "flashing a trump card" (4:101) was distasteful to him
because his "pursuit of perfection" (4:101) was aimed solely at creating the most
beautiful piece of work he could as a mark of respect for his partner's life - not for
any competitive purposes. He is disparaging of any ethics of competition which
may have developed in relation to the Quilt. "That's a hard thing to live with,"
he says.
An alternative opinion was expressed by Alex who confessed that the first
unveiling of his completed panel was scary because he hoped very much that
people would like it - perhaps they would even say, "it's lovely" (13:379). He
loved "making things" (13:381) and he admitted that he wanted his work to be
admired.
John's long-time interest in quilts, generally, has led him to be a little critical of
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the construction - in terms of their practicality - of some of the memorial quilt
panels. He argu~d that some quilt panels are more like folk art than quilts. He
admits that he has been "appalled by some of the more arty sort of creations"
(9:79). They may "look superb" (9:79) but in his opinion such quilt panels would
be better hanging on an art gallery wall rather than touring the country. He feels
that in terms ?f the tributes they make they are fine but "for the actual
[educational] purposes of the Quilt Project they're maybe not so good" (9:81).
Warren described a tradition amongst the local Maori people, where every few
years members of southern iwi and hapu go to visit the northern-most marae at
Te Hapua. With them they carry photographs of those who have died and these
are displayed on the marae. Warren said that when his group visited Te Hapua
with the quilts, at first the tangata whenua thought they were peddlars selling
quilts for the Kohanga Reo (pre-school) but they soon came to realise that this
was not so; and, in fact, the quilts were rather like their old tradition of bringing
and displaying photographs but in a new guise.
It was the same as different tribes taking their photos .... a different sort

of media but the same sort of thing. We were doing what their people
were doing .... and the wonderment, you know .... they covered the whole
floor of the marae. There was very little room left.. .. [the quilts had] that
sort of impact.. .. not only are they an art form but they've got such a
message behind them. (1:775)
If there is an "essential relationship between the aesthetic character of a people's
work of visual art and that nation's social, moral, and ethical character" (Preziosi,

1991, pp.208-9) perhaps this huge fabric icon, the New Zealand AIDS memorial
quilt, provides some documentary evidence for the great diversity within our
relatively small nation.
An educational tool. All but one of the participants referred to the educational
value and purpose of the Quilt. It was seen as having a very high impact on those
who viewed it, with the potential to tell stories, to increase awareness, to

challenge public apathy around HIV I AIDS, to warn, to prevent certain
behaviours, and to bring about change. Mavis, Hugh and Margaret, each of
whom has a professional responsibility for HIV I AIDS education and health
promotion, make resounding claims for its efficacy as an educational tool. During
the course of his work Hugh sees many people who do not understand that they
have put themselves at risk of becoming infected; and he believes that the Quilt
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is "desperately important" (15: 217) as an educational tool. He has watched people
as they come to look at the Quilt displays. They are "looking at the stories"
(15:219) and it is overwhelming for many who come face to face with "the stories
on there and the people that are affected" (15:221). Robyn also spoke of 'seeing'
and 'reading' and being overcome by the emotive power of the stories portrayed
on and by the quilts.
When you see those quilt panels there, it is so powerful.. ..I just wish
that...more people could see it...just to make people aware. They
represent people, you know. They're all someone's son or daughter or
loved one. They're pretty powerful when you do see them. It gets to me
every time. I get a lump in my throat every time I see them and read
them. (5:318)
Margaret spoke of its "incredible" (1:830) educational value, emphasizing the
quilt's prophylactic role. "If one person who sees that Quilt doesn't get
themselves into a situation - or stops when they' re getting into a situation where they could end up needing a quilt then I've done my job" (1:776). Mavis
also said that one of the reasons she chose to make a quilt panel "was to make
sure that young people didn't contract the disease" (14:36). She put her health
education goals in the context of a debt she owed her friend. "As far as I was
concerned that's what I owed him" (14:36). Sara,too, hoped that her quilt panel
would tell people to be careful; that it would act as a warning to others about the
virus. John said it was a piece of history that he was proud to be involved with.
Jo, Alex and Gloria supported the educational aims of the Quilt Project. Warren
sketched a picture of New Zealand's AIDS heroine,' Angel Eve', surrounded by a
colourful display of the quilts, and seventy-five "spellbound" (1:831) seventh
formers. He believed that if they didn't learn from that powerful audio visual
lesson then "nothing would have taught them" (1:831). Katrina's son had been
involved with another HIV I AIDS affected man in the making of an educational
video for schools in connection with the Quilt. It provided information on "how
to deal with HIV and AIDS and what it was like to live with HIV and AIDS"
(10:148) she explained. Emily also felt that the Quilt was a marvellous educational
aid for raising awareness particularly amongst children.
Tim stressed the Quilt's non-threatening (11:172) aspect. It draws public attention
to HIV I AIDS issues in an uncontentious way. People who might normally refuse
to think and talk about AIDS are sometimes compelled to do so by its sheer
magnetism. James' motivation for making a panel is largely connected to his
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hope that it will help to bring about change. His disillusionment with society's
judgement "and what it does to people's lives" (12:323) has encouraged him to
contribute to the Quilt, so that the public might see it and be changed by its
message. He says, "I guess you just got to see that as something really important
to do" (12:323).
Because she had been unable to help her own son as he was dying Robyn was
motivated by a strong urge to help somebody else. She believes that the Quilt is
not only a memorial to her son but it is also out there for teaching purposes. Her
desire to show qther people that her son was part of her life too, and that he was a
real human being- not just another AIDS statistic on a piece of paper- was the
motivating force behind her decision to make a memorial quilt panel.
Bev noted that the Quilt is "one of the most helpful ways of breaking down the
stigma because each of the quilts is so personal" (3:325). It helps others to see that
the person memorialised was distinctly human, an individual not a statistic, and
that he was loved and held in high regard. Each quilt panel shows "that
somebody has bothered enough and had enough love and energy to put into a
remembrance of a person" (3:325). Bev's quilt panel proclaims that her son did
live, was loved, and has died; that he was here and he made a positive difference
to her life. Emily also feels that the Quilt is a "marvellous" (16:457) idea for
educational purposes. And that gives her some reassurance that her brother's
death was not in vain. (16:459-551).
Knowing that her quilt panel is helping to increase awareness of HIV I AIDS not
only within New Zealand but also for the rest of the world gives Mary a sense of
satisfaction. She is proud to be part of the Quilt Project because it can help to give
people a directipn in life and it is a catalyst for more education about the virus.
Part of its appeal lies in its inclusive gamut. It is not exclusive to one race of
people "colour, creed or otherwise .... rich or poor or whatever" (2:219). Mary
admits that it takes a lot of "soul searching" to make a panel and "to make it
speak into other people's lives" in a way that helps them grow (2:221). Jo also
believed in the Quilt's potential to raise awareness of HIV I AIDS in the
community. Her quilt panel was a continuation of the educational work that she
had begun with her husband prior to his death.
The Quilt seemed like an ideal way for Rose to address what were to her the
more important issues of the disease itself. While her uncle was alive she had
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kept quiet about the cause of his illness, "for the sake of my family, for his sake,
for whoever else wanted to be protected" (8:65). But once he had died she was
determined "to use his memory to other people's advantage- [for] other people's
education and gain" (8:65). She said she was really keen to get her panel out there
and into the Quilt. The knowledge that it now tours the country "to teach a bit of
awareness has been very valuable" (8:51) to Rose. She is sympathetic to those
who do not want see their quilt panel "commercialised or made commonplace"
(8:126); and she does not want to vicariously desecrate any one's personal
memorial. But she is aware of conflicting ideas between the memorial view and
her own educatipnal one; which aims to spread the word about HIV in order to
make education about AIDS "more commonplace and more acceptable ... out
there" (8:126).
Promoting comfort and healing. Several of the participants mentioned either the
notion of healing or therapeutic value associated with making a quilt panel.
Improved psychological and spiritual well-being and greater emotional stability

were among the benefits reported by participants. Some believed that the Quilt
has also brought comfort to others as well as to the creators themselves.
Emily said that her family thought it was the end of the world for them when her
brother died from AIDS, but later, when she saw all the other quilt panels, she
realised that there were many others just like them. Emily said, "When you go
and look at them it's really powerful - to look at them and know that every one's
a person's life'1(16:551). Through the quilts they found some comfort and
reassurance that they were not alone in this terrible situation.
Although Rose did not consciously hope to assuage her grief by stitching a quilt
panel she sees how, indirectly, it has helped. Even in the middle of all the distress
that was going on in her life Rose enjoyed sitting there, alone, whenever she got
the chance, working on her panel - it was comforting and therapeutic. However,
she does not really understand how or why this was so. Initially she was more
conscious of its educational value; but on reflection she acknowledged that,
"perhaps it was my grief relief ... " (8:65).
Katrina thought the Quilt was definitely another part of her healing process. She
said it helped her to grieve. She was quite specific about the process. It began with
recalling some joyful moments of her son's life and concluded with tears and an
acceptance that the quilt panel- like her son's life- was complete.
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It brought back a lot of joys while I was making it.. ..But when I made

the last stitch I 'lost it' .... I burst into tears and my niece came running in
to me .... Big cuddles, and she started crying. And it was almost like we
got through the grieving ...before everybody else ... .I think the quilt was I think it's accepting of the end. The finality. (10:178 -180)
Katrina contrasted this process with the disempowerme nt that she had
experienced just after her son died, when she had felt obliged to do things she
didn't want to do. For instance, she had felt forced to sort through her son's room
when she "wasn't ready for it" (10:180 ) She said that there seemed to be so much
pressure to satisfy everybody else, to give them "their little trinkets and whatever
else" (10:180). But she decided of her own volition to make a quilt panel. She
made it in her own time with no one else telling her when or how to do it. It
was as if she were successfully taking control of her own grieving process. "To me
this was my time of really learning and accepting and really letting go" (10:180).
Tim had benefitted enormously from his involvement with the Quilt Project.
His depression had lifted and his very private and lonely journey of loss had
been placed in a much wider context. He had gained a sense of solidarity with
others who had experienced similar loss and who understood some of his
feelings. He f~lt that the whole Quilt project was "marvellous for the people
involved" (11:172). And then, mindful of the trauma which unites them, Tim
added: "marvellous in one sense, tragic in another - there's so many involved"
(11:172).
Jo was uncertain about the therapeutic value of her quilt panel. She had helped
to plan the panel but had not taken part in its construction. Other members of
her whanau had actually done the stitching. She was emotionally involved but
she didn't think it had helped much to ease her feelings of hurt or loss. However,
she feels a sense of pride in the finished quilt especially when it has coverage on
television.
While James did not completely separate his quilt from his grief process, he
regarded it as less to do with his personal emotional healing and more to do with
social healing ~:md justice. Challenging the denial he experienced around him
brought him into a new domain of social protest. His quilt panel was both a
personal memorial for his friend and a public symbol of his efforts to draw
attention to the marginalisation of all people affected by the virus.
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John said that something you have physically created yourself gives you
opportunities- or even forces you to think about the person that has died. And,
there is "the personal satisfaction from having created something with your own
hands that then is out there for other people to see" (9:165). He makes it clear
that:
the quilts are not the 'be all and end all'. It doesn't mean that when you
have made a quilt and handed it over that you no longer have any
grief. I don't pretend that at all. But it is one of several steps along the
way and certainly, I think. .. very healthy steps for some people. (9:173)
The idea of taking steps and moving on was reiterated by Mary. She said that she
has "walked a million miles" (2:223) from the painful place where her quilt began
but she sees the. Quilt Project as a great motivator towards healing, and "when
the motivation to want to go on becomes so much stronger ... we only hesitate, to
look behind, occasionally" (2:223).
Some people have felt great comfort from knowing that the quilt panels of other
men surround their sons, observed Welby. Some parents have been left with a
feeling that their gay sons must have been lonely. But when they see the array of
amazing lives surrounding their sons they come to realise that they were loved
by others; and they did belong to a community, to a world that was capable of
immense expression, of immense strength and great colour.
Quilts have long represented comfort and nurturing. Through these quilts the
participants have come to consolidate their roles as comforters and nurturers of
those who have died from HIV I AIDS and whose lives have been demeaned
because of the ignominious nature of their illness and death. And they, too, have
found solace and satisfaction in choosing colours, textures and details to express
emotions and convey meaning. The task of creating a quilt panel has provided
temporary refuge from the pain of loss and the alienation engendered by society's
prejudicial attitudes.
Facilitating interaction and reconciliation. Working on her panel in a group
environment, with some of her son's friends, was a therapeutic activity for
Robyn. There, she had felt "safe enough" (5:228) to talk about the fact that her son

was gay, and to discuss the tragedy of his untimely death. She was able to meet
and know her son posthumously in a way that she had not been able to during
324

his life. Robyn claimed that creating a quilt panel was good for her.
Earlier in his life when he had 'come out' as a gay man Welby had become
estranged from his parents. Later, when his lover died, Welby felt so alienated
from them that, "When I would normally have turned to my Mum and Dad and
gone back and said ... 'it's cutting me up,' I couldn't do that" (4:32). But his story
has a happy ending. When he decided to make a memorial quilt panel for his
lover, Welby took it with him on a visit home. His parents wanted to know what
he was doing. He told them about the AIDS Memorial Quilt Project, showed
them his lover's painting on the calico, and said he planned to use some baling
twine to frame it. His Dad went quietly to the shed and fetched the twine - an
action that Welby interprets as his Dad's way of showing affection. "It was a very
loving thing to do," said Welby as he paused for reflection, just momentarily
before he flicked back to his story. Then he described how his mother had sat
with him, watching as he struggled to stitch the baling twine to the quilt panel,
before she suggested he use a blanket stitch. "I didn't know what a bloody blanket
stitch was," admitted Welby. So his mother showed him how to do it. "Mum
and Dad have come a long way - and I've come a long way too," he declared.
Welby believes that in their own gentle fashion his parents were demonstrating,
through these actions, a new openness and intimacy with him (4:34). The quilt
panel formed "a bridge" (4:32) over which Welby and his parents walked to meet
each other again. Welby's story illustrates the conciliatory possibilties inherent in
the Quilt. Worl~ing together in a practical way has helped him to deal with
conflict in a relationship and it has facilitated the kind of sharing which eases the
pain of grief.
Hugh had very strong and positive feelings about the Quilt . "It's a process that's
really worth being part of" (15:329), he said; although he did not regard it as a
personal healing experience. His involvement as a professional carer was not as
emotionally profound as some others in this study. But Hugh did see in it the
possibilties for reconciliation. He has worked on a panel for someone who might
easily have been left to become the detritus of humanity. This man has been
gathered into the quilt's folds and memorialised alongside others whose loss was
deeply mourned by family and friends. Through the Quilt a new value was given
to a solitary, estvanged human life.
Conveying political, personal and mixed messages. For those in our society
whose voices have been silenced and whose HIV I AIDS experience has been
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discounted, the Quilt becomes an important means of communication. Many of
the people in this study saw it as an opportunity to validate their own experience
as an HIV I AIDS bereft person. Some were concerned with very personal and
private expressions of love and caring, while others were determined to make a
more overtly political statement. A few harboured feelings of anger and
frustration which they sought to discharge through the medium. However, these
participants were aware that fear of the implications effectively prevents some
other people from making any form of quilt statement whatsoever.
Mavis felt that making a quilt panel was "a matter of pride more than anything
else" (14:240). The region where she lived was not represented on the national
quilt and she knew of other people as well as her own friend who had died in her
local area from AIDS related infections. She decided that she was going to stand
up for these people. She declared vehemently that "Somebody's got to
acknowledge them" (14:268). So, her quilt was a defiant kind of statement. As she
spoke she made no effort to disguise her anger at those who diminshed the lives
of people who were affected by the virus. She explained bluntly, "For me, it was
far more: I'm thumbing my nose at you bastards. I'm doing this because it's the
only thing I can do. I can't put anybody's name on it but I'm going to do this"
(14:286). She insisted that the panel was not hers alone - although she had done
the bulk of the design and construction work. She maintained that it was a
collective effort made by a small group of people to represent some AIDS deaths
in their province. Nevertheless, it seemed to have had great cathartic value for
Mavis.
A similar kind of energy moved James to create a quilt panel. He wanted to make
a point for the records and to do it in a dignified way. He was angry with the
denial he had encountered at all levels of his experience during his friend's
illness and death. He felt it was important to do something officially to recognise
it as an AIDS death. But he admits he had other less altruistic motives in mind
as well. He made the quilt "almost to spite the family in a way" (12:251). He was
aware that "they would not have been happy with a quilt, because people might
have identified him [their brother]" (12:177). However, he told one or two of the
family what he had done; and having purged his anger to some degree James
now feels "very satisfied" (12:277) with his quilt panel statement.
Welby's quilt pa,nel is essentially a deeply personal expression of love for his dead
mate - the manifestation of his grief - and that is why he chose to make it by
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himself. However, he realised that there was a political component to such a
representation, too. He had decided to make an "unashamedly, fearless,
statement" (4:57) of love, that would be neither funny nor maudlin. He did not
want to court sympathy. He described his partner as "a strong, beautiful man"
(4:57) and decided that he would try to create a quilt panel that would represent
that concept as closely as possible. At the time "it seemed like a sensible thing to
do" (4:71); but he concedes now, that his quilt panel has political and social
purposes which he didn't fully contemplate in the beginning. He said that when
he was making it he didn't really think of it as becoming the property of
//foreigners" (4:99) whose purposes, Welby was to discover, were so dissonant
from his own. He has come to see the Quilt as, "a mixed message. It's a private
and a public statement. Because it is both those things there are going to be
conflicts inside you ... " (4:105). Even though he sees a photograph of his quilt
panel in a book,, or footage on television from time to time, he now regards the
quilt as "a foreign thing .... a disconnected thing,"(4:113) because his grief isn't
linked to it any more.
Welby suggests that it is easy for the quilts to become "politicised" (4:99) and it is
easy for them to become "people's m ana" (4:99) where they become so attached to
them that they have their grief "many times stroked" (4:99) and publicly
acknowledged. You can become acknowledged when [previously] you were
ignored" (4:99) he said. And, for Welby, these are pernicious purposes - the
11

downside of what the Quilt can become.
But Mary viewed public recognition quite differently. She felt affirmed by such
acknowledgeme nt and said that being involved with the Quilt has:
Uplifted me from where I was .... It took me from obscurity into
recognition .... It brought a force into my life that has actually motivated
me to move on so rapidly - I don't mean rapidly as in time I mean
rapidly as in progression. (2:197)
Among her perspnp_l growth achievements, Mary noted that her grief, Was far
less when the panel was completed" (2:197); and her awareness of HIV I AIDS
issues had made her, //look with different eyes" (2:197) at the world around her.
11

She realised that she was not alone in her suffering, that there were "people out
there ... doing the same thing as I was doing" (2:197). Mary said that because of the
stigma around HIV I AIDS she needed to make a statement about what her son's
life was like anq where he came from. He had a proud heritage, he was educated
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and had a whole lot of gifts. He was not to be dismissed as just another victim of
the virus (2:219).
Sara had some conflict in her own mind about who the quilt panel was for. If her
son had really not wanted one, as his partner had indicated, then she felt guilty
for having created a panel. If, as she suspected, her son's partner had been
engaged in some kind of power challenge to prevent her from claiming a loving
relationship with her son, then she felt justified in what she had done. In the end
she compromised by incorporating an eloquent political message with some
symbolism which shielded his personal identity. She decided that because her
son "wasn't his own person in the last few months" (16:792), the purpose of her
quilt was to speak for him and all"the boys who died with AIDS" (16:792), and
particularly for those "who didn't really have a say for themselves" (16:792).
Speaking of the quilt panel which his wife, Margaret, had made Warren says, "It's
really a statement between Margaret and I and my brother. It's, perhaps, how we
perceive his life" (1:506). And Margaret, who sees each panel as a unique
representation of a person, also recognises the Quilt's egalitarian messages:
"They' re a great leveller because you can see by looking at them that there are
people from every walk of life and people with interests as diverse as the wind"
(1:832) all brought together on the national Quilt.
John believed that there were many people who "wouldn't even contemplate
making a quilt on the basis that it's coming out of the closet and saying to the
world 'welt hey, our friend, son, brother, mother, father, daughter, sister,
whoever, died with AIDS' " (9:168). He felt that they might be "too ashamed or
embarrassed" (9:168) to admit that someone in their family had died of AIDS. He
was indignant that the stigma surrounding AIDS should prevent people from
making a quilt. But he understood why some might be unwilling to risk
judgement calls from those who held prejudicial attitudes. "Because it is largely
sexually transmitted, it sort of implies a dirtiness - it upsets people's moral
[sensibilities] ....It's still something that's not very proper to talk about," (9:170) he
declared. John has made several quilts with and for those who did not have the
skills to do so themselves. He knows that it has made a lot of difference to those
involved. "They might not be able to measure that difference ...but I know from
the responses that I've had from some of those people that it meant far more to
them than ever I would have suspected" (9:173). He pointed to cards of gratitude
on his mantlepiece. John concluded that people who haven't been able to make
328

the quilt that they would have liked to make, "for whatever reasons ... have
missed out on something" (9:173).
Katrina also had political concerns. She wanted people to be aware that her son
had suffered because haemophilia was part of his life as well as HIV. She had
used the new emblem of the local haemophilia society on her son's quilt panel
and she thought it was a good way of acknowledging their contribution to his life.
A form of narrative. The generic Quilt records history. It tells stories of family

life; and it doq.tments and reinforces the life of a community. It records in
minute detail the swathe of destruction and the sense of communal loss caused
by HIV in the AIDS epoch. Each quilt panel contributes by telling the story, as
perceived by the person or group who made it, of an individual who has died. It
tells the story of an interrupted life, which might otherwise have remained
untold, because of society's taboo around topics of disease, death and sexuality.
And it seems that the uncomfortable quality of these lives and relationships is a
very compelling reason why the stories have to be told.
Hugh is fascinated by the "amazing individual stories" (15:331) that the Quilt
reveals. Even a very plain panel which bears only the man's given name and the
initial letter of his surname is significant. Hugh disclosed how awkward it was to
be involved with this man at times. His sparse memorial panel speaks eloquently
about his life as Hugh and his friends understood it. He was essentially a loner
who had lived by himself and seemed to have few family connections. The
volunteer carers knew very little about him but when he died they wanted to
remember him

~nd

their involvement with him. Hugh said, "We don't want to

forget that this guy taught us a lot, as well" (15:307).
Gloria explained that her panel is her daughter's life story. It records and
acknowledges her young daughter's values and aspirations; and her
achievements as she struggled with the virus. "When people are walking round
those quilts they see her story coming out at them ... " (6:61), declared Gloria,
whose aim was to support and maintain the educative work that her daughter
had undertaken in her brief lifetime.
Robyn' s words seem to indicate a vision of the Quilt as a book which can be
looked at and rep.d.
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When you see those quilt panels there, it is so powerful.. ..! just wish
that we could ... make more people aware. These represent people, you
know. They're all someone's son or daughter or loved one. They're
pretty powerful when you do see them. It gets to me every time. I get a
lump in my throat every time I see them and read them. (5:318)
Some of the Quilt stories are perceived as not only the story of the deceased but as
the story of the mourner. Welby says, "The story of [his lover's] quilt is not 'I sat
down and sewed it and at the end everything was better.' It's not that story ... .It's a
story of finding your way in the dark a wee bit.. .. where you're not reliant on other
people." Welby' s quilt is not only a memorial to a dead lover, it speaks also of the
mourner's own €)£forts to find solace through his personal creativity.
Conclusion

For these participants the Quilt had become part of their everyday vocabulary,
with each person thinking and talking about it in a unique way. It seems that the
Quilt is not only a noun with vision, but it is also an active verb, doing and being
in the world. It is a memorial to the rich diversity and value of individual lives;
an historical record of communal loss in the time of HIV I AIDS; an intimate
glimpse into the private grief of an individual mourner; a comforter for the
bereft; a creative, inclusive and non-threatening educational tool; a vigorous and
colourful art form; an important personal and political statement which speaks
for a normally silenced group in society; a fascinating story made from the
stopped threads of shortened lives; a transitional object easing the journey from
brokenness and despair to new forms of connection and hope; a celebration of
love and unity and a condemnation of prejudice and division.
Undergirding the quiltmakers' rich diversity of approaches there seemed to be
also a more general modus operandi. The telling of these stories, in fabric as well
as words, drew on a basic process of searching, selecting, and storing materials;
and coding, conceptualizing and categorizing memories, an approach which has
some remarkable parallels with the methodology which undergirds this thesis.
Although each quiltmaker was not intentionally using a grounded theory
methodology to create his or her quilt story, the searching and analysis of data
pertaining to a friend or family member's experience and the examination of
relationships in the data seemed to reflect a similar underlying process.
The Quilt is a psychological site where these bereaved participants have found
themselves 'taking charge' and working towards a new and enlarged self330

realisation which includes an HIV I AIDS affected self. Their exploration of the
quilt panel terrain reflects their attempts to make meaning out of a period of
chaos in their lives. Working on their quilt panel in their own way and at their
own pace, they have been able to identify and resolve many of the conflicts of
separation. Formerly unresolved grief has been carefully examined, as if in a
process of unpicking and recycling, and brought to a successful resolution. In
quilt parlance, it is as if the participants have dipped into their private workbox of
grief and memories: selected some patches; trimmed and shaped them to fit the
altered matrix of their lives; and stitched them into a new and emerging pattern
The process of creating a quilt panel has become a symbolic form
of mourning which has helped each participant to work through and externalize
much of his or her personal HIV I AIDS trauma.

of life and

hop~.

It seems, too, that a quilt panel has functions similar to those of Winnicott' s

(1965) 'transitional object.' This was the term given by Winnicott (1965) to any
object, tangible or intangible, formed well - such as a teddy bear - or hardly at all like a piece of blanket - which the child, appropriates as its first self-chosen
possession. Winnicott regarded the child's attachment to such an object as the
earliest expression of creative drive; for the object is both given - it actually exists
in the external world, and yet it is also made - it is the infant that invests it with
meaning and significance which it draws from its own inner world (Cordon,
1975). This object, claimed Winnicott (1965), enables the child to stand
frustrations and deprivations and the presentation of new situations. So it may
be that for each quilt-panel-maker, the creative drive which first found
expression in an infant attachment to a transitional object has re-emerged, at this
stressful time of parting, in the creation of a memorial quilt panel. A different
kind of transition: but, nevertheless, one where the comfort of a quilt brings the
individual mourner from the introspective world of sorrow and loss and joins
him or her to some kind of external or shared reality (Brooke-Carr, 1996).
Creating a quilt panel has also been a radical move for these participants, and one
which has proven to be liberating for them not only at a personal level but also
at a political level of life. Paulo Friere (1970) comments on such activity:
The radical, committed to human liberation, does not become the
prisoner of a "circle of certainty" within which reality is also
imprisoned. On the contrary, the more radical the person is, the more
fully he or she enters into reality so that, knowing it better, he or she
can better transform it. This individual is not afraid to confront, to
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listen, to see the world unveiled. This person is not afraid to meet the
people or to enter into dialogue with them. This person does not
consider himself or herself the proprieter of history or of all people, or
the liberator of the oppressed; but he or she does commit himself or
herself, within history, to fight at their side. (Paulo Freire, 1970, 1993,
p.21)
The bereaved people in this study have become active against the grief, despair
and oppression which threatened to define and confine reality for them.
Through the Quilt they have 'come out', courageously entering a world which
would have preferred them to keep silent. Through the Quilt they have unveiled
their world, and they have found the strength to confront and dialogue with
those who would diminish the reality of living with HIV I AIDS. It seems that
through the Quilt they have made a personal commitment, within history, to
transform the world, and their experience of it. The next chapter examines the
life of the Quilt as it begins to bear witness to each person's experience, out in the
world.
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Chapter nine
CEREMONY , RITUAL, JOURNEY
Rituals anchor us to a center while freeing us to move on and confront the
everlasting unpredictabili ty of life. The paradox of ritual patterns and
sacred habits is that they simultaneousl y serve as solid footing and
springboard, providing a stable dynamic in our lives.
(Fulgham,1995 ,p.261)

Overview of chapter
Woven into th~ transformat ion stories of the Quilt was a rich culture of
ceremonies, rituals and journeys which had become key life events for the
participants . This chapter is divided into two sections where these events are

recorded first fr0m the participants ' point of view, and then from the researcher's
'participant observer' perspective.
Perhaps the least dramatic but most pervasive and poignant ritual aspect in this
study was the ritual of rememberin g - the retelling of an experience which in
itself sanctified the memory of that event. In the first section of the chapter layers
of introspectio n, reflection and description are built up by the participants, as they
journeyed back through the landscape of their minds, to re-create images of key
events associated with their quilt experience. Personal reflections on the
significance of various quilt journeys are followed by description and discussion
of the ways that the Quilt is displayed for public viewing. Some standard rituals
which have become part of the Quilt culture are then outlined and critiqued by
the participants themselves. Then individual experiences of parting with a
memorial panel are presented. Finally, participants comment on how their
connections with the Quilt have affected their individual mourning experiences.
In the second part of the chapter my active participatio n in a number of rituals
and ceremonies while travelling with the Quilt is also documented . Some
reflections on the multiple voices which record my observation s are first
introduced. Following this an account of my participation in an educational tour
of marae and townships in the southern region of New Zealand is presented.
The text also includes an account of the annual Candlelight ceremony in the city
centre and in the Cathedral where two new quilt panels were presented to the
Quilt Project. This section concludes with some observation s of the three day
public display in the city Cathedral before the Quilts were returned to national
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headquarter s in, Auckland.

Journeying with the Quilt
Transportin g their quilt panel from one site to another developed into a
pilgrimage or spiritual journey of great significance for Mary and her mother.
Mary described what happened when they had completed their panel and started
out on the journey to the marae where it would be ceremoniou sly presented to
the Quilt Project. They wrapped it up, Very gently" (2:207) and, in a ritual of love
and reverence, prayed together over it. Mary said that although they did not
know what would happen to it in the future, whatever journey it had to go on, it
would leave with their full blessing. She explained that because her son's name
was on their quilt panel it was imbued with his spirit and was therefore tapu :
11

In Maori terms anything like this that carries anybody ... deceased,
automatical ly becomes a sacred part of that person, that family, that
generation. So we had to wrap it up because ... to open it out is to let evil
spirits infringe on the privacy of our lives. So these - all these sort of
things had to be taken into consideratio n. So Mum wrapped it up .. .in
black cloth... representing death ... We put it in the car .. .like we had a
box of gold. (2:207)
Mary intended to drive to their motel first but her mother, who was the wise
kuia in matters of tikanga Maori, would not hear of it. They went straight to the
marae with their sacred taonga because the marae was the proper place to receive
their son and grandson's spirit which was represented in their quilt panel. Mary
explained that her mother was adamant that you don't take them and drop
them off anywhere" (2:207). On arrival they were called onto the marae in the
/I

traditional way and their panel was presented with all the proper protocol
attendant on such a treasure.
A journey to North Cape with his brother's quilt was a significant part of
Warren's mourning experience. For most people who live in the region, the
Cape is a special place but Warren said his brother seemed to have had a
particular attachment to it. Part of the 'Far North' package, for his brother's house
guests was a trip to the Cape. Warren proudly produced a typical photograph of
his brother at the Cape as testimony to the importance of this place in his life.
Warren felt it was imperative that he also make a pilgrimage there with his
brother's quilt. On the day he set out, it was wet and stormy. Not necessarily a
11

bad thing," Warren observed. They reckon it always pours and rains at a
funeral," (1:849) he added, quoting the local folklore. Margaret intervened to
11
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explain, "The more it rains the better person you were" (1:850). Then Warren
continued with his story, telling how the rain stopped just long enough to enable
the Quilt bear~rs to walk, in the shimmering mist and gloom, from the car park
down to the Cape. On the spot where they gathered to billow the quilt panels a
misty, white, intense light pierced the leaden skies, casting an eerie and spiritual
atmosphere on the gathering. Each quilt panel was unfurled into the force of the
tempest as the names were read out. The sight of his brother's quilt billowing in
the turbulence, and the urgent, tugging sensation in his hands and arms as the
panel tried to claim its freedom, etched permanent memories in Warren's mind.
It was almost as though it wanted to take off ... as if he wanted to fly.

And I had the feeling then - well, we've done the right thing, we've
given him a memorial that will travel. And he is now free to go
wherever all these people can go. (1:847)
As Warren was driving home later that evening the first song that spiralled out
through the air waves from his car radio was Queen's 'The Show Must Go On.'
After the emotion of the day, the song was a cathartic moment. It contributed to
his feelings that, "That's it" (1:863). He journeyed homewards through tears. His
brother's spirit had been set free and Warren's own journey through loss and
mourning had reached a resolution at the Cape.
Margaret had been unable to attend the ceremony at the Cape and she admits that
she felt "quite jealous" (1:874) when everyone arrived back that evening, full of
seamless chatter about "this absolutely magical experience that they'd had"
(1:874). But her sense of estrangement soon dissolved into the developing
atmosphere in their home which Warren described as "a little bit like a wake"
(1:873). There were people everywhere, sharing memories, feelings, thoughts,
and food. Mattresses had been squeezed into every available space and
preparations w~re beginning for stitching the panels together into a block
Some journeys are shorter and less complex but nonetheless significant. Sara and
Emily had each finished their quilt panels about the same time. They live in the
countryside only a few miles from each other. So Sara took hers to her daughter
Emily's house where they put their panels together, to see how they looked and
to show them to other family members. They were admired and photographs
were taken. A couple of nights later Emily' s quilt journeyed to her mother's
home where it stayed for an hour or two before they brought them into the
presentation ceremony in the city. "So it's been in both our houses and [my
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daughter's] car, and then it came into town and got blessed," (16:573) mused
Emily. There was satisfaction for her in knowing that her brother's quilt journey
had begun within the family circle where he had been loved and nurtured in life.
It was a

privat~

microcosm of the formal quilt-journeying about to begin.

Quilt displays
When the Quilt goes to visit an area it is usually displayed at several different
venues perhaps a school, college, marae, shopping centre, Cathedral (Figures 23 &
24), art gallery or even outdoors. As the participants indicate there is often
considerable debate about where and how the Quilt should be displayed.
When the Quilt visited her city, Mavis said that the local city council had offered
the Quilt Project space in a big, empty shop building on the street frontage in the
heart of the city. It was rent free for the duration of the Quilt visit and they were
displayed there every day, all day. Each day one or two of the eight quilt blocks
were taken out to schools or the university or a marae. Volunteers were rostered
to stay with the quilts in the shop or to travel with them if they were going out.
Mavis said that the public came and went, gave donations of money and spent
time looking at them. There were pamphlets available and altogether it was a
very educative quilt visit. But it was not without its politically sensitive
moments. When they knew that the quilts were to be displayed in commercial
premises, some people questioned whether it was appropriate for their treasure
to be housed, even temporarily, in such a place. However, because the quilts had
been received and welcomed onto the marae with appropriate kawa when they
first arrived in the city, the situation was resolved in favour of the shop for the
remainder of the visit.
Katrina described a display where the quilts were laid out on a hillside with a
pathway for the public to walk past them. Her son, who was reasonably well at
that stage, was one of the volunteers who moved around with buckets for
donations, helping to raise funds for HIV I AIDS research and care. On this
occasion a local radio station assisted by holding a 'radiothon', to encourage the
public to participate.
Several years previously Bev had seen a display in the city art gallery on World
AIDS day. She recalled the beautiful setting, a few stories high, and lovely stairs.
It was all "beautiful and white" (3:305) with the quilts hanging down from

upstairs and laid across the floor. "It was just so beautiful," (3:305) she reiterated.
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FIGURE 23: A welcoming ceremony in the sanctuary area
of St Paul's Cathedral, Dunedin, July 2000

FIGURE 24: Some quilts are laid on the floor in the sanctuary area, others can be seen hanging
from the pillars down the side aisles in St Paul's Cathedral, Dunedin, July 2000
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There is some dissension within the Quilt community about the best way to
display the quilt blocks. Some people prefer to see them laid out on the ground,
others like to see them hanging (Figure 25), perhaps against a wall or suspended
from a balcony.

FIGURE 25: Quilts hanging between the pillars down the side aisle in
St Paul's Cathedral, Dunedin, July 2000

However, space restrictions in many display areas often mean that a combination
of laying and hanging often happens. Alex said that the first time he ever saw
the Quilt was at a candlelight service and the quilt blocks were hanging from the
walls. He described it as "really weird" (13:264). He said, "it didn't feel right"
(13:264); and he believes they should not have been displayed like that. He was
left with the feeling that a quilt was just like a picture and that was not how he
perceived the Quilt. Hugh has clear views which lean in the opposite direction.
He explained that culturally he doesn't have a problem with them hanging. But
he does feel upset if someone treads on a quilt which is laid out on the ground.
No matter what efforts are made to avoid this situation it happens every time;
and Hugh thinks the quilts may be safer hanging. However, he respects the
wishes of those who prefer to have the quilts laid out on the ground.
The Cathedral community in his city, which is also like a civic centre, welcomes
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the Quilt Project "in a big way" (15:339) said Hugh. It permits the project
personnel to remove hundreds of seats so that there is space for the quilts to be
laid out on the floor. Portable barrier 'fences' have been made to surround the
quilts and protect them from being trodden on (Figure 26).

FIGURE 26: Barriers to protect the quilt blocks in Christchurch Cathedral, September 1998

The Cathedral is right in the heart of the city, and because of the historic nature of
the building itself, "thousands of tourists" (15:339) visit it in a week. During quilt
displays the tourists are often enthralled to find the quilts there. Nlany people
spend significant amounts of time wandering around looking at the colourful
display and reading about the quilts in the accompanying booklets.
Welby took issue with being told hmv to display his quilt. He believes that no
one has the right to tell him that his quilt panel, which represents his
relationship with his partner, should be displayed in a certain way so that it
doesn't offend other people's sensibilities. He remonstrated that it was not their
quilt, their love or their grief, therefore, they did not have that right. As often
happens, the full implications of an event do not occur at the time it is unfolding
in our lives. Reflection comes later. Welby sometimes wonders now, if his quilt
panel would not have been better on his wall or on his bed.
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However, the Quilt project protocols explain that once a quilt panel is presented
to them it becomes the property of the project. From that point on the Quilt
guardians endeavour to care for them in an honourable and dignified manner.
Sometimes regional guardians and their teams of helpers have to find creative
ways to display the quilts safely and respectfully. For example, in figure 27, the
quilts have been attached with loops of red ribbon, the symbol for HIV I AIDS
awareness, to a rope which, in turn, is strung out between, and secured to each of
the pillars down the aisle of St Paul's Cathedral in Dunedin.

FIGURE 27: Quilt blocks hanging in the side aisle of St Paul's Cathedral,
Dune din, July 2000

Rituals: Candlelight, Beacons of Hope, Unfolding
John, who is also a local area quilt coordinator explained the protocols that exist
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for the presentation of new quilt panels. The bereaved person usually chooses to
wait until the Quilt Project is visiting his or her area before deciding to present
their quilt panel. The local quilt coordinator and helpers organise "some kind of
major unfolding or unveiling type of ceremony, with ... pomp and singing and
prayers" (9:155), where an official from the Quilt Project or a designated
representative, receives the new panel. At an appropriate time the bereaved
person stands in front of the assembly and says something about who they are,
who their quilt panel was for, and perhaps why they have made it, to give some
sense of occasion or ceremony to the handing over process (Figure 28). Basically
the bereaved person is giving away something personal and precious, to the Quilt
Project. It becomes their property, physically. John says it is a way of formally
handing it over in front of witnesses and it also provides a sense of finish or
completion for the bereaved person.

FIGURE 28: A new quilt panel is presented at a ceremony in the
Christchurch Cathedral, September 1998

To the critics who have objected to this kind of formalised ritual, sometimes
accusing the bereaved of "obsessing about death and finding an excuse to have a
second funeral..." (9:163), John replies pragmatically that:
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If you're going to go to the trouble of making a quilt, and you've gone
through all the agonies of constructing it, either on your own or with
friends or whatever, it is not something you just put in a cardboard box
and put a stamp on it and post it somewhere. It's not like doing an
assignment for your maths teacher at school, or filling in a tax return.
It's - it is something that you have created that's special; so it needs a
special something to give a full stop to it .... a kind of a public
recognition thing. (9:163)

He said he does not have any strong feelings about the format of the ritual but he
reiterated that it is important to have some kind of ceremonial handing over,
"some sense of occasion" (9:155) to give "a finishing point for the people
involved" (9:157).
The combined Candlelight and Beacons of Hope ceremony where her quilt panel
was presented and blessed was an enormously helpful ritual for Emily. She
reports that it had considerable influence on reducing her distress and sadness.
Afterwards she felt "different" and "really peaceful" (16:543-545). She and her
mother carried her quilt from the outdoor unfolding ceremony in the central city
precincts to the nearby Cathedral. The long, colourful procession weaving its way
through the penumbra! dusk, accompanied by the flaming beacons, and a myriad
of guttering, sparkling candles created a special atmosphere that Emily will never
forget. She recalls that her "brother wanted the candles so much" (16:547). For
various reasons it had not happened at his funeral; but in the candlelight
ceremony it seemed that his wishes were finally granted. After the presentation
of her quilt panel Emily said, "It was just like it's all done now" (16:547). The
ceremony was a milestone in her grieving process.
The whole ceremony - the unfolding, the candlelight and the dedication - was
"very splendid" (16:778) according to Sara. She said there was a beauty about it all
that she had not really expected. She was particularly impressed by the
"absolutely gorgeous" (16:778) dedication of her panel, made on her behalf, to all
mothers who had lost their sons. It encapsulated her most poignant feelings
about her quilt panel. "I think of all the mothers who felt like I did," (16:778) said
Sara.
The whole Quilt has visited his area several times, and Hugh outlined the efforts
made by his community to share the more prestigious roles in the accompanying
unfolding ceremony. Different groups of people representing the local Tangata
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Whenua, the Prostitutes Collective, the Gay Community, the HIV affected
community, Staff from the hospital, and staff from the carer's Community House
have carried the quilts into the Cathedral and unfolded them (Figure 29) during a
ceremony. Hugh commented that this inclusive action "always feels good"
(15:339). It helps to promote the fact that HIV I AIDS is not simply a gay
community problem, and that a great diversity of people are affected and
involved in the issues.

FIGURE 29: A quilt is unfolded by representatives of various community organisa tions,
in Christchurch Cathedral, September 1998

The part of the unfolding ceremony where the names on the Quilt are read aloud
is a particularly sensitive and often moving element of the whole ritual. But
vVelby was very critical of the histrionics he had observed during an unfolding
ceremony, in another part of the country, which included his quilt. He was
devastated when the hired actor read out his partner's name incorrectly. Welby
was vehement that it is not the right of a stranger to stand up and read out those
names "so that the ceremony flows better" (4:65) . He argued convincingly that
such an approach turns the ceremony into a performance for the public rather
than an acknowledgement of the grief and love of bereaved people. Welby made
the claim that the privilege of reading a loved person's sacred name should be
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reserved for those closest to them: "The lovers, the mothers, the sisters, the
workmates," (4:65) he suggested . He recognised that this might make the
ceremony a little more cumbersome but he was fiercely adamant that, "If that's
not what the fuckin' quilts are for then they should pack them up and put them
back on the shelf" (4:65) . vVelby's anger exploded luridly into our interview- but
settled very soon with a wry, spontaneous apology. However, it left a little crater
of emotion signifying the deeper and more lingering hurt which Welby had
experienced at this particular ceremony. This very public celebration had failed to
reflect authentically the depth or sincerity of Welby' s intentions and feelings.
At the conclusion of an unfolding ceremony a group of six helpers raise the fully
opened quilt from the ground (Figure 30) and carry it to its place in the display
where it will remain until it is ceremoniously folded again to be returned to the
Quilt headquarters in Auckland.

FIGURE 30: A quilt block is raised and carried to its place
in the display in Christchurch Cathedral, September 1998

One year Mavis had the responsibility for organising a 'Beacons of Hope'
ceremony in her city. She described how the whole nation was linked up by cell
phone. "I had to light my fire at 'GO', and everybody else was lighting theirs, at
the same time, on hill tops all around New Zealand. It was great," (14:228) she
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said. The Quilt was also part of that 'Beacons of Hope' celebration. For the first
time ever, in her region, the quilts were accompanied from Auckland by a strong
Maori presence and delivered by the Maori people onto a local marae. Mavis
recalls that the woman in charge of the national Quilt Project was also present
and she had spoken on the marae, unaware that women did not have speaking
rights on this particular marae. It caused considerable strife. Mavis said, of her
coordinator's role, "After that I gave it away .. .it was just too political for me and
too scary. It had to be too 'PC' and I couldn't cope with it" (14:240).
Private rituals around the Quilt also speak of its sacrosanct nature. When the
Quilt visited her area for a Beacons of Hope ceremony Jo was able to have the
quilt block which contained her husband's panel, back home for a night. She
explained that it would have been left in some offices overnight but that did not
seem respectful, "because he'd be on his own" (7:190). So arrangements were
made to bring the quilt to Jo's home. It was laid out on the floor and the two
women accompanying it said a karakia with Jo and her family before they left it
in her care for

t~e

night.

Parting with a quilt panel

For twelve of the participants the act of handing over their panel to the Quilt
Project was a disconcerting or difficult experience. And for most of these people,
despite having physically given their panel to the Quilt Project, an emotional
attachment remains.
Although she had previously discussed and understood what the process would
be like when they went on to the mar a e, Margaret said she was not prepared for
the feelings she experienced when she had to move forward to present her quilt
paneL Nlargaret felt that there was a lot of her brother-in-law's spirit contained in
her panel and she admitted that at the last minute she wasn't going to let it go.
"That was, perhaps, my last tangible bit of him," (1:651) she said. Finally, she was
persuaded verbally, and with hugs, to lay it down with the other quilt panels that
were being presented that day. Margaret described it as "a terribly emotional day"
(1:659).
Katrina presented her quilt at a special Quilt Project presentation in the
Cathedral, where quilt blocks previously presented were also displayed. The new
panels being presented were brought forward, welcomed and accepted by name
into the project. Katrina said it was like handing over a person, or part of a
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person or personality rather than a piece of fabric. While she was sitting
nervously holding her quilt panel and waiting for her turn she kept telling
herself, "I can do this. I can do this" (10:227). She was trying to keep control of her
emotions in this powerful and unfamiliar atmosphere. Katrina had never been
in the Cathedral before and she described her experience in vivid detail. She was
intensely conscious of different "vibes" (10:227) and feelings from the moment
she walked in. She said she could:
visualise these little angels floating around watching their quilts. It was
just kind of eerie .. .like a glow ... .I could just sense that [my son] was
there somewhere. But I couldn't pinpoint where .. .I could feel...an aura
up above. I felt it when I held his quilt up ... and even afterwards. It was
kind of an eerie feeling ... particularly ... when you look at the windows. I
was trying to distract myself from 'losing it'. (10:227)
She was partially successful. She moved up onto a stage where she spoke about
her panel, expla,ining who made it, what it was about and what it meant. But
when she actually had to let her panel go she broke down and cried. Katrina
describes the difficulty of 'letting go':
It was very hard to let go of it because it was still him - to me it was

him. I had to let- it was letting him go again. And even my mother-inlaw said, 'It's like I've lost him all again.' But she said she actually felt
like he had finally really gone. Once I handed it- it wasn't the holding
up - it was once my fingertips actually left it that she felt he'd finally
gone- you ¥-now- he'd left us. (10:178)
Following the presentation ceremony Katrina was gradually able to let go of the
deep feelings appropriate for such an occasion and return to a more mundane
level of experience. Afternoon tea was provided and people began to move
around looking

~t

the quilts.

Parting with his panel was "the big downer" (4:99) for Welby. As for many others
in this study, it was hard enough for him to let it go out of his hands; but to have
it taken so dramatically in a ceremony that he considered "disrespectful" (4:99)
was even more harrowing. He was overcome by a sense of betrayal engendered
from within his own gay community.
To see the quilt ... desecrated by my own people ... to take that thing and
parade it round in a formal opening session in the bloody ... city art
gallery where the people who made them were asked to get into
uniform so they would all match; and that his name was read out
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incorrectly by an actor ... that was a very insulting thing to do. (4:99)
Mary explained that her mother, who had worked with her on the creation of
their panel, thought that it "was gold" and she had a "very, very strong
reluctance" (2:207) to give it away. The situation was exacerbated by the fact that
some of the tangata whenua on the marae where they were to present the quilt
panels thought, at first, they were selling them. It was not until Mary' s mother
spoke and showed her grandson's name on their quilt panel that they fully
understood its significance. Through her eloquence she not only educated them
but she also discovered some links on this marae with her own ancestors. In
turn, this enablep both Mary and her mother to feel reassured that they "were not
leaving him to strangers" (2:211). She said, "That was how we were able to let the
quilt go ... we were only giving it back to the people he belonged to anyway"
(2:211).
Candlelight memorial ceremonies, held annually in May, around the country are
often the occasion for presentation of new quilt panels. Tim attended the
ceremony in a local church where he handed his panel to the project. He was
accompanied to the front of the church by the man who had helped him
construct his panel. Initially, Tim had felt doubtful about his emotional state but
he managed to "get through it" (11:100); even reading the lyrics of a song that had
been written for Gay Pride week in New York some time before. He had chosen
the piece himself because of its very special relevance for him. After the formal
presentation the group moved out to light candles by the Bridge of Remembrance
(a local war memorial) on the banks of the river which flows through the city.
The evening concluded with singing and entertainment at a nearby cafe-bar. This
whole Candlelight ceremony had been tremendously helpful for Tim. He said "I
felt, in some ways, I had said goodbye then" (11:100).
The panel on which Hugh had worked, with a group of friends, was presented at
an unfolding ceremony for the whole Quilt, in the city Cathedral. The group
moved forward to stand with their nominated speaker when the panel was
presented. It was shown to the public and then laid with the other five
individual panels presented at that ceremony. Hugh reflected, "You give it away.
You put it down with tears. Too right, there's tears" (15:295). Analysing his own
lachrymose mood as he stood in front of the Quilt that day, Hugh concludes that
maybe he was "letting go a wee bit" (15:299). After months of individual grieving
and many weeks of stitching and talking together the quilt-making group had
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finally come to the end of a process. They were letting go and moving on; and
their completed panel was also moving on- to Auckland to join the larger Quilt.
"And that wasn't easy either. To sort of give it all away at the end of it all" (15:293)
declared Hugh. His wry laughter failed to mask the depth of his emotion as he
recalled the event.
Although Robyn had made her panel with every intention of giving it away,
when the time came she found it hard. "I just didn't want to part with it at all"
(5:264), she said. But she was well supported by friends of her son and by the
people at her counselling centre. She joined with them in a World AIDS Day
march carrying her unopened panel through the main street to a community
hall where she presented it to the Quilt Project. She managed to say a few words
about it before she came off the microphone and cried. Robyn admits she was
"pretty upset" (5:14) when she finally let it go; but there were also strong feelings
of inner pride that it represented her son.
The children from the Te Huinga youth group, who knew and loved Jo's late
husband presented her panel at a World AIDS Day ceremony in the city
Cathedral, on her behalf. They were called in by a kuia rendering the traditional,
plaintive karanga and they walked up the aisle carrying the opened panel. They
laid it down in front of the altar where it was formally accepted into the Quilt
Project. After the ceremony the children carried it out of the Cathedral down into
the crypt area to join the rest of the Quilt display for a few days before it returned
to Auckland. It was "really hard" (7:227) for Jo because the presentation was only
a few months after her husband had died. But she was pleased that the children
were involved. "I wanted ... the kids from Te Huinga to present it - for them to
carry it...because they had a lot of time for my husband," (7:184) she said. The
difficulty of parting with the quilt panel has since been transformed into feelings
of pleasure. As a member of Jo' s family said, "it gets to go everywhere .. .it' s been to
the States .. .it' d never get anywhere if it stayed at home with us" (7:267).
Gloria also found the parting "really hard" (6:67). Her two panels were part of a
whole block of quilt panels that had been created by friends and family for her
daughter. It was unveiled and blessed at a special ceremony on a local marae on
the anniversary of her daughter's death. From there it went to Auckland where
Gloria presented it at a World AIDS Day ceremony. "It's like giving the most
sacred thing away to somebody else - something that's sacred to my daughter and
sharing it with everyone," (6:61) she said.
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In his own mind, James had always been clear that his quilt panel was a political
rather than a personal statement about grief or healing for himself. But, he says,
"Where it hit me that perhaps it wasn't, was when I couldn't present the thing"
(12:251). He said that emotionally he just could not do it. "It came to the day and I
couldn't do it" (12:153). He realised that so much of his anger about exclusion and
prejudice, and some of the more "sordid" (12:255) aspects of his friend's life were
somehow tied up in the quilt panel. Noble thoughts were spliced with trivial
detail. He speculated that these things had "come together at that point of
presenting his quilt panel. That was the final symbolism ... actually presenting the
thing to the world" (12:255). The ceremony was held in the Cathedral in what
James perceived as an "emotionally highly charged" atmosphere. These
ceremonies usually include tikanga Maori and James recalls the quilts were called
into the Cathedral with a traditional plangent karanga. That day a large number
of existing quilts were carried, in procession, along with several new panels to the
front of the Cathedral where the names were read as they were presented. Some
of the new panels were presented by groups of people who had made them;
others were presented by individuals. A friend did that for James. Then, stepping
back from his emotional recollections, James declared that he was delighted to see
such a wide cross

s~ction

of people present. He thought that the whole ceremony

was very well done.
Having been involved with the creation of several panels, John was able to
explore a whole range of experiences. The first panel he had ever made he was
quite happy to part with. "It was the end of a long haul - both in making the quilt
panel and before that looking after him" (9:139) said John. Another panel that he
had contributed to for someone he did not know very well was more of a
political statement. He compared that with handing over a cheque to the power
board. It was simply what you did. There were no strong emotions attached to
giving it away. He contrasted that with the much stronger feelings he had for
another group-produced quilt panel. He had spent considerable time with that
person, socialising with and caring for him, and had developed a warm but
professional relationship with him. Finally John spoke of two quilt panels that
he had made "from 'go to whoa'/' (9:139) for other people who couldn't make
them. Because he had made "every stitch, every blinkin' scissor cut" (9:139) he
said that he felt as if he were a young mother giving up babies for adoption. Each
panel was

somet~ing

he had created, each was beautiful and he did not want to

give it up. And he knows that for one of these quilt panels, at least, the person for
349

whom he made it also had great difficulty handing it over at the ceremony. "It
really was saying goodbye for the last time," (9:139)he said. John concludes that
the parting scenario varies for each panel. Because the circumstances which give
rise to the creation of a quilt panel are all so different, the occasion of parting is
likewise a unique experience for the person handing it over.
Alex says he took his first panel up to Auckland himself where he handed it over
to the Quilt Project at a Candlelight ceremony. He made no comment about
parting with it other than to say, "There was no drama. It was just there and then
it was gone" (13:455).
The reassurance. that her quilt panel was going to join so many others made a big
difference for Emily. "We weren't sad about it going," she said. "It was really nice
when you saw all the other quilts" (16:577).
Sara had mixed feelings about parting with her quilt panel. She admitted to
Emily that she would be quite glad when it had gone because so long as she had it
in the house she kept wanting "to fiddle and titivate" (16:770) in an attempt to
further improve it. J3ut when the final parting came she said that she felt a sense
of loss similar to that which she had felt following her son's death.
The first day I felt really sad and I sat around and moped ... and kept
going to sleep on the chair which is my defence against being upset.
Then the next day I was as good as gold and quite happy about it all. It
was a wrench, I think. It's like part of him had been taken away. But it
also means that part of him is living on. (16:772)
Sara, whose health was fragile, was unsure if she would be able to carry her panel
up the Cathedral aisle, by herself. So she arranged for a friend to do it on her
behalf. But she was there, part of the ceremony, and she felt "delighted with the
whole thing" (16:778); especially with the dedication which was made on behalf
of all mothers who felt as she did.
Getting her panel "out there and .. .into the Quilt" (8:65) was a major achievement
for Rose and one which she felt really positive about. The unveiling ceremony
was a wonderful experience and she had no feelings of regret about parting with
it.
Saying goodbye to the quilt panel that she had created was no hassle for Mavis. It
350

was not something that she had made for herself and then had to give away. It
was made specifically to give to the Quilt Project. She said, "I just let it go"
(14:338). It was given to local volunteers who, in turn, handed it over at the
presentation ceremony. It was unfolded and treated lovingly and with respect;
then it hung in its own place in the display before it went to Auckland to be
joined into a block with some others.
Sometimes, as with Alex' s second panet there is no ceremonial handing over of
a completed panel. Alex said he had it flown up to a friend who then presented it
directly to the Quilt Project on his behalf.
Because her son's quilt panel was only about the second one made in New
Zealand, Bev presented her panel directly to the Quilt Project coordinator in
Auckland. As she walked away she felt that she had given away a little part of
him but she knew it had to be like that.

Gaining a sense of closure
The process of planning, constructing and presenting a quilt panel has brought
about a sense of closure to the grieving process for ten of the participants. One
person claimed that the quilt making process was the beginning of being able to
address her grief. Another six participants saw it as an integral part of their
grieving process - a step along the way which has helped to ease the pain of their
loss. Only one participant said that the process of being involved with the
construction of a memorial panel hadn't really helped to reduce her sense of
sadness or loss. It is interesting to note that although she had some input into
the ideas on her quilt she did not actively stitch or construct her memorial panel.
However, to ass,ume that this is the reason why it was not so therapeutic in her
case may be inaccurate. Another of the participants who planned - but did not
create - his memorial quilt was one of those for whom the whole process was
most beneficial. It was very effective in helping him address his profound sense
of loss, and in providing a sense of closure to his mourning process. The
participants conveyed their unique ideas about the sense of closure associated
with creating a quilt panet using a kaleidoscope of colourful metaphors.
Rose felt that completing the quilt panel was like "finishing the circle" (8:105) of
her uncle's life.. The whole experience of her uncle's illness and death had been
so distressing for P-er that when her panel was completed she felt slightly
euphoric.
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The quilt became a nice little piece at the end. It was a little bit like
putting the icing on the cake, and for me it was a much nicer way to
finish than just going home from the funeral and thinking, 'well, shit
that's all over.' To me it wasn't finished then. (8:103)
She was adamant that her uncle's life had generally been "a fun life" and it had
seemed so petty and inappropriate that family rancour around his funeral should
leave a sour taste at the end. In a fascinating, gastronomic trope Rose explained
that she "just needed something sweet after ... that lovely meal" (8:105). It seemed
that the creation of a quilt panel helped to satisfy her need to provide a sweet
ending to her uncle's appetite for life.
For Sara finishing her quilt panel was like "a rounding up" (16:366) a bringing
together of her son's memories. It was as if she had shepherded them together
into a more manageable grieving space. Emily remarked that finishing her panel
left her with a feeling of peace, and she no longer felt as tormented about her
brother's loss. She said, "It's like you kind of lay something to rest or maybe you
accept that they're dead" (16:567).
Couching his hmguage in more legalistic terms, James declared that in finishing
his quilt panel, he had "closed the case ... " (12:277). For James there was a sense of
relief that the trial was over; and he felt satisfied that he had made an important
personal and political statement.
Bev felt that her panel was "a completion" (3:243) in the sense that it was the last
thing she could do for her dead son. There was nothing else she could offer of
~edicated

act of " loving remembrance" (3:267) she made a quilt,
a comforter. It was also "a thing of beauty" (3:267) in terms of intention, process

herself. So, in a

and finished product.
The four years between his brother's death and the presentation of the quilt panel
were "unfinished business" (1:703) for Warren. Further family bereavement and
illness in those years meant that neither he nor Margaret had been able to bring
their grieving process to a satisfactory point. Margaret says, "It was stuff that we
had put away and either hadn't been able to or hadn't wanted to deal with"
(1:707). Warren compared the time leading up to the completion of the quilt
panel with the time that elapses before a gravesite is formally marked. "Some
graves don't get a proper headstone for quite a length of time" (1:710), he
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declared. Using images befitting the unfinished work of stone masons, Margaret
and Warren described the handing over of their quilt as "finishing the job",
"tidying up bits", and "bringing together loose ends" (1:710-712). They were also
comforted by thoughts that this finishing work was carried out in a way which
would have met with their brother's approval. The culmination of their quilt
making efforts has been successful for each of them but in diametrically opposite
ways. Warren said that "once the quilt was made I wanted to put it all away. I
didn't want to have much more to do with it.. .. That was it.. ..I'll get on with my
life" (1:743 &747). However, Margaret was fortified to become more deeply
involved with HIV I AIDS education and with promoting the political and
personal aspects of the Quilt's message to society.
The death, overseas, of Tim' s friend meant that he was unable to attend the
funeral; and the Saturday morning at home' arranged by his friend's parents,
back here in New Zealand, was much too informal in terms of meeting Tim's
needs. He confessed to needing "something like a good funeral - a good send off"
1

(11:69). Of course, his friend's parents had no idea of the nature of the
relationship or depth of feeling that Tim harboured for their son. He also
expressed a wish that he had been able to do something for his friend when he
was so ill. "Although I'm not good with things medical I wish, in general, I had
been able to do something like that" (11:81). For weeks after his friend's death
Tim continued to feel "deprived or bereft or something" (11:81), a feeling that he
couldn't quite put into words. His decision to make a memorial quilt panel eased
his regrets and his overwhelming sense of loss. The quilt was something practical
that he could do to honour his friend's life. Their relationship was finally
acknowledged and honoured in the memorial verse on the quilt panel; and in
the ceremony where his panel was handed over to the Quilt Project Tim was
finally able to giv,e his friend a good send off' with fitting dignity and a
1

comforting ritual.
Hugh explained that the person for whom he had helped to make a quilt panel
had fled from the law in his own country, because of his drug use; and in the last
few years of his life his association with his family had been minimal. He
believed that there was no way this man's life was going to be remembered in any
other form; so it seemed important to make and present a panel for him.
Although he was not a close friend, Hugh did feel a sense of personal
involvement - through caring for him during his illness - which he needed to
acknowledge. The quilt panel provided a sense of closure for Hugh insofar as it
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enabled him to finally acknowledge the value of this man's life. During the
refugee's final years he had worked tirelessly to promote the needle exchange
system here in New Zealand and as Hugh says, "It's turned out his name's
enshrined - he's fondly remembered as the '[Name]' centre and ... we talk about
him a lot"

(15:32~).

Alex says his decision to make a panel felt as though it were prompted by his
deceased partner telling him to "get on with life" (13:276). He said his attitude
changed noticeably after he had completed the panel. "It was a definite time
where it [the grieving] was over" (13:278). Alex also added that "the Quilt Project
taught me to physically let go" (13:240). He stopped carrying his partner's photo
everywhere and, according to feedback from his family of origin, he was less
preoccupied with images of him. Alex was, in fact, better able to get on with his
daily life. Although he completed and presented a panel for another partner in a
succeeding relationship, Alex says he did not feel such an immediate sense of
closure to that grieving process. At the time of our interview he felt that it hadn't
worked out as successfully for his second loss. However, in a more recent
communication, he said that having the quilts back in the city for a Candlelight
memorial ceremony and especially being able to have them at his home for a
night had definitely helped him to say goodbye. It was as if, being reassured of his
connection with his partner again, through the Quilt, Alex was finally able to let
him go.
John acknowledges, from his professional carer's position, that his sense of
personal loss may not have been as keenly felt as others who had lost a relative
or a partner. But he admits he had formed a connection with the dying man.
"Maybe, subconsciously there was something there that I wasn't fully aware of at
the time" (9:121) said John. After the harrowing events involved in caring for
this man, John said that he did "feel better" (9:121) after completing his panel.
Feeling better was also part of Katrina' s response to completing her quilt panel.
She cited the happy thoughts and the good memories on which she had focussed
as she created her son's panel, as contributing to the shift in affect. The completed
quilt was a consoling object for Gloria and, she believed, for others, too. "It's
warm and it's comforting for everyone" (6:61). For Mary the completion and
presentation of her panel was an uplifting experience. She said her grief was far
less at the end of the process than when she began work on it.
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Welby didn't see hls quilt panel so much as providing closure, but rather more as
"an integral part" (4:85) of the grief process. He said that making the quilt panel
helped hlm to take control of hls own grieving and that had "fine implications,
good implications" (4:85) for healing further on in hls process of dealing with hls
loss.
Completing a quilt panel did not significantly alleviate Mavis' internal distress
but she regarded it as "another step" (14:330) on the way towards healing. She was
still very sad about the way her relationship had ended. "It wasn't finished
satisfactorily ... there's always going to be that huge frustration and distress inside"
(14:332), she opined. On the other hand, her quilt panel was completed and did
provide a measure of satisfaction and relief for her.
Jo, very reticent by nature, seemed reluctant to attribute any change of affect to
the completion of a quilt panel. However, she did say that talking about it, as part
of her educational work, has helped. So it seems that, indirectly, having a quilt
panel has encouraged her to talk about her feelings and consequently to shift her
grieving process along. Robyn, too, had no definite sense of closure but she said it
had been "a great experience" (5:228) which, conversely, had helped her to begin
talking about

h~r

loss and dealing with the feelings of devastation and grief

which she had "bottled up" (5:240).
I become 'a shared inhabitant' of the Quilt world
Part of the raison d 'etre

for the Quilt is that it will travel. There is a strong

emphasis placed on its educational value and its power to raise awareness and
create positive change in attitudes and behaviour. Because the Quilt is constantly
on the move carrying out those functions strict protocols have been developed by
a Management Policy Committee (MPC) to protect it from physical and spiritual
harm. Its spiritual qualities - its wairua - means that the Quilt must be treated
with the same respect as the dead. As it travels it is to be accompanied by the
National Convenor or a designated representative; and the MPC requires an
individual to undertake overall responsibility for the visit of the Quilt to their
regional area. Such a person, known as the 'coordinator' is responsible for the
implementation of and adherence to all Quilt Project protocols, policies, and
guidelines. For twelve days, in the Autumn of 1997, this was my official role.
Role crises
But, later, as I began to reassemble my fieldnotes in order to write about this
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experience I was faced with a retrospective identity crisis. My 'coordinator' role,
official and accurate as it was, did not seem nearly comprehensive enough to
describe how I had felt in that role. I tried again to position my 'coordinator' self
in the narrative but there seemed to be something lacking in that role descriptor.
The problem had to do with the status of the Quilt and my relationship to it. My
understanding, based on the participants' beliefs (see chapter eight in this thesis)
and the Quilt Project Protocols was that the Quilt was imbued with the spiritual
qualities of the dead; and, if I was to have that kind of responsibility, then my
relationship to the Quilt was rather more like a guardian than a coordinator. I
settled for that. Consequently, the Quilt was not only a "symbolic site"
(Neumann, 1992:182) where the spirits of the dead reside but it also became a site
where I dramatized visions of myself that differed from the familiar forms of
identity (Neumann, 1992) that usually carried me through everyday life. A more
detailed consideration of my 'participant-observer' roles in relation to my
researcher self is discussed in the method section (chapter four) of this thesis.
Thus, influenced by many roles, this account bears traces of a variety of voices
including those qf the guardian, the traveller, the counsellor, and the researcher.
Planning for the event

For several weeks I had been working with a small team of helpers to bring the
quilts to Dunedin for the 14th International Beacons of Hope and Candlelight
Memorial celebration. We had also planned an educational tour of Central and
North Otago in the week prior to the Candlelight ceremony. I did not know what
to expect when I started out but went as a volunteer, who has responsibility for
the Quilt in the Otago region, to care for the Quilt and for those whom it touched
on its journey. Travelling with me were two members of the planning team. One
of these men was a participant in this study, the other was a health promotions
adviser for Healthcare Otago. A fourth person joined us early in the journey- the
mother of an adult son who had recently died from HIV I AIDS.
Welcome to the quilts

Early on the morning of the 28th April, 1997, four blocks of the AIDS Quilt
Aotearoa New Zealand were delivered, by courier, to my home. The heady
mixture of awe in accepting that this taonga was now my responsibility, and relief
that it had arrived safely stimulated some spontaneous embracing of the quilt
bundles themselves. This was a very poignant moment.
Arrangements to borrow the quilts are controlled by the national co-ordinator in
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Auckland where the Quilt is stored in between exhibitions and tours. But there
are certain times of the year- Candlelight Memorial in May, and World AIDS day
in December - when the quilts are in great demand; and requests have to be
limited to a maximum of four blocks each to ensure that they are shared around
the country. Our committee had booked four quilt blocks well in advance of the
celebration but even so we had to wait until an exhibition in the North Island
had concluded before they could be delivered to us in the South. The blocks that
we had requested from the national co-ordinator, included panels created by
Otago quiltmakers to commemorate the lives of local people. Alex, a participant
in this study, had made two quilt panels for previous partners. Because one of
these panels was created long before the other they had been stitched into
different blocks. So, on this occasion at least, it was important for us to have those
two blocks. Of course other local people had asked for their panels as well.
Happily for us each request had been granted; and this, as well as their timely
arrival, was cause for jubilation and relief on my part.
The issue of stitching individual panels into blocks creates some interesting
dynamics for the Quilt Project organisers. Usually the panels are stitched into
blocks, by volunteers, soon after their presentation to the project. However, their
order of arrival is completely random with panels from the far North likely to
arrive around the same time as those from Southern areas. Usually when eight
panels have been received they are ready to be sewn together into a block; and
there are benefits for later displays if panels from adjacent or similar geographical
areas can be groupel) together. But that is not always possible.

Kati Huimpa Ki PuketeJ·aki mame, at Karitane
Our first visit to the Kati Huirapa Ki Puketeraki marae at Karitane began sedately
enough. Travelling out from Dunedin along the harbour's edge always nourishes
my senses. Otago harbour is beautiful in all its moods and today was no
exception. As we drove out towards Port Chalmers to collect other members of
our entourage, a capricious wind whipped up the surface of the water so that it
sparkled with life and energy - reflecting our mood of anticipation. It was sunny
and warm as we wound our way up across the hilltops towards the main
highway at Waitati; and ever receeding, picturesque, glimpses of the harbour,
framed by golden and scarlet Autumn flora, set the scene for a great journey. But,
by the time we reached the main highway our driver realised that we were
pressed for time. This signalled a change in his driving persona. His accelerator
foot - and my mind - became heavier. But we, and our precious quilts, made it
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safely, and just in time, to the marae.
Karitane has retained its quaint, olde-worldy, fishing village ambience. The
marae itself is set on top of a rugged hillside which commands extensive views of
the village and boat harbour below, and the sweeping coastline beyond. At the
entrance to the marae we lifted the quilts from the car, and joined other

manuhiri who had already assembled there. We were called on to the marae in
the traditional way by a kuia rendering a karanga. Slowly, we walked together
towards the doorway, in rows of three, with linked hands bearing the folded
quilts. At the threshold we supported each other and the weighty quilts while we
kicked off our shoes. Inside, after greetings and waiata, we joined the hariru line
to hongi and embrace. The quilts were then unfolded and laid on sheets on the
marae floor. I<arakia concluded the formal part of the powhiri.
As I looked down the length of the quilt-covered floor, from the sunlit entrance
to the wall in shfl.dow at the far end, my gaze was drawn up to the marae' s own
beautiful, old, fabric, wall hanging. The quilts seemed to be reaching out and up,
eloquently connecting with this depiction of the Araiteuru canoe on the ocean. In
response, they were embraced by the history of this place. People moved
contemplatively among the quilts pondering on them and talking about those
who were represented there. The hushed tones and the bowed heads indicating
awe in the presence of these taonga. In place of kawakawa leaves, the traditional
sign of death and mourning, we had placed small posies of flowers and greenery,
including rosemary - for remembrance - on each quilt block. Gradually a more
relaxed mood prevailed and laughter began to infiltrate the rather sombre tone of
the hui. Soon it was time for kai. Sharing food is an important part of the
nurturing and hospitality offered by the host marae. During a splendid three
course meal, we met new people, renewed old acquaintances and swapped stories
to the marae. Following this we spent some more time with
the quilts. The kaumatua presiding over the day's function was surprised by the
'presence' of these taonga. He said he had not expected anything quite so

about our

journ~y

colourful and impressive and he wished that more people had been able to come.
From our point of view we were happy to begin our tour in such a warm and
intimate atmosphere.
One of the k u i a on this marae, was the mother of a young man who had died of
AIDS about a year ago. This visit was very important to her personally because it
validated her grief and acknowledged that the effects of the HIV virus reach into,
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and are felt by people in rural areas as well as city locations. Counselling and
support is available in most of our main centres, but those in country areas are
often not catered for so well. This mother was thinking about making a panel for
her son; and the quilts were the focus of some very emotional moments for her,
for other tangata whenua and for manuhiri alike. The quilts had been received so
warmly at the Kati Huirapa Ki Puketeraki marae, but around mid-afternoon it
was time to fold them again and prepare for leave-taking. But first, the grieving
mother walked with us, a little further up the hillside, to show us her son's
grave.
Sacred sites and artefacts
He lies, surrounded by his tipuna, in the church graveyard high above the village
and its quiet little anchorage where the Pacific ocean stretches out to eternity. We
placed the posies from the Quilt display on his grave and wandered around the
resting places of his whanau. There was so much history around us. The church
was an unpretentious, white-painted, wooden building from the outside; but had
a special atmosphere inside - light, airy and peaceful. It is part of the Anglican
diocese and services are still held there about once a month. The kuia unwound
the wire holding the door catch together and led us in. Behind the altar a
beautiful coloured leadlight window memorialises the war dead. It depicts a
wounded soldier sprawled on the ground, reaching up towards a Christ figure.
Silently, I compared this stained-glass, Christian image with the eclectic, brightlycoloured imagery on the quilts memorialising the AIDS dead, the 'wounded' of
another kind of battle.
Alongside the window a women's-group banner dating from 1940 was hanging.
In behind the ornamental fretwork on the altar front there was a colourful
woven panel crafted by a local Maori woman. Throughout the ages and in many
cultures women have recorded and sanctified history and their experience, in
fabric art. I pondered, too, on the symbiotic relationship of these church relics and
the spiritually endowed AIDS memorial quilt.
Many of the pews had brass plaques attached which recorded the names of the
donor families, both Maori and Pakeha. Of course, the plaques were much
smaller than a quilt panel but the tradition of recording names for posterity
seems to fulfil a need for recognition, and a sense of belonging, in a world that
can sometimes be alienating or even hostile to minority groups. This little
church community and the AIDS quilt community, may have been contextually
359

separate; but each formed part of a wider historical continuum wherein people
struggle to mak~ meaning out of their lives, and to ensure that the names of the
dead are not forgotten. Personal stories and names, whether engraved on brass or
stitched in fabric, seem to help with these tasks.
On our way out we stopped at the cemetery gates to wash our hands under the
tap, a form of ritual cleansing to lift the tapu after being around the dead. I
gasped, momentarily, when the down hill terrain and a mean gust of wind
combined forces to nearly catapault me out of the gates before the rites were
performed; and I clutched the gatepost as the wind, relentless until the last,
dispersed the tap water far and wide. I was thoroughly doused. This ritual
concluded our visit to the church and graveyard, and signified our transition to
the secular worlq.
Homeward bound, my reverie focused again on the Quilt, the emotional site
where I was loc~ting all of the day's experience. With my ordinary routine so
broken I was free to indulge my roving thoughts. The Quilt with its myriad
representations of lives and life and relationships, linked me in so many
different ways to a much larger iconography of New Zealand experience. There I
was, in the present, spinning along the highway on a journey into the future;
bearing witness to what had happened in the past.
Mythology of the Quilt
Alex asked for custody of 'his two boys' overnight so I played with his metaphor
and handed the two quilts over with mock parental admonitions that they were

all to behave themselves. The other two quilts came home with me. The edge of
one block was still damp -it had arrived like that- and I spread it out by the fire
to dry its metaphorical feet. Later, I extinguished the candles, which I had set up
around them, and said good night. We were all ready for some rest.
Next day Alex described how he had spread one of his quilts out on a bed to stitch
up some loose s~ams and to secure, more firmly, some of the memorabilia on the
panel he had made for partner 'B'. When he came to lift the repaired quilt panel
back up from the bed he found it was indeed securely stitched - to the bedspread!
So, he had to start all over again. "That's just typical of B," he laughed. "He loved
playing practical jokes like that." These and other personal narratives are part of
the charm of the Quilt - part of the construction of a mythology that the Quilt
actually lives; that it has a life of its own, as rich and varied as the personalities it
360

represents. I was there, living differently, on-site with the Quilt for a while, eoconstructing that mythology.
Alexandra, Central Otago

Next morning our journey inland through the imposing and sometimes
spectral-like rocks and the dun-coloured tussock of the Central Otago landscape
was also very inspiring. Alexandra had turned on brilliant sunshine and visitors
to the Quilt display at the Community Centre supper room responded with great
interest. Although the venue was carpeted and cosy there was not enough space
to lay all of the quilts out flat so two were hung from the walls above the others.
At first, Alex was not entirely happy about this. He said that people don't hang
from walls and the quilts shouldn't either. However, he understood the
predicament and was quick to find a suitable and creative way of hanging them
so that they were 'grounded'. Part of the protocol for displaying the quilts requires
that they maintain a grounding with the earth. Not only was this achieved but
the visual impact of the quilts flowing down in currents of colour from the walls
and out across the floor was most impressive. Near the entrance Alex had set up
a small shrine-like display on a table with an artistically draped red cloth, a black
candle with its flame waxing and waning in the breeze from the open doorway,
and some greenery. The remembrance booklets which accompany the quilts, and
other selections of HIV I AIDS literature which Alex has assembled, were also
displayed there.
Visitors tended to walk past the display on their way in because they were drawn
immediately to examine the colourful spectacle all around them. But most spent
time on their way out reading through the material with a few going back to the
quilts, booklet in hand, to reflect further on some detail on a panel. People
frequently shared their own stories of sadness and loss with us. A few were
moved to tears.
I listened while a mother told of the little quilts she has made for two of her
deceased children. She recounted her story calmly enough at first but her eyes
were brimful by the time she had finished. Her children did not die from AIDS
and her quilts were not part of any public memorial. But she has strong
emotional connections with those who grieve for their children. I stayed with
her and we wandered around the quilts again while she recovered her
composure.
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Many people were touched by the keepsakes of grief stitched to the panels. A
child attracted by the toy memorabilia on another panel crouched on her hands
and knees to reach out and stroke a little teddy bear. The man for whom this
panel was created loved the children in his extended whanau and they had
contributed to the many messages and objects on his memorial. As I watched her,
I speculated that he would have been touched to know that this child was drawn
to his panel. One visitor, fascinated by a metal ring on one of the panels, wanted
to know what it meant. Alex explained as honestly and delicately as possible that
the sex-symbol was not intended to be smutty. It was a pertinent reminder that
sex was a small but important part of this man's life, as it is with many people.
The visitor was enlightened and amazed; the tears that she wiped from her eyes
were the kind born of excessive laughter. We had our fun moments - even a
little ribaldry- along the way.
Such is the power of the Quilt. It becomes integrated into the lives and
relationships of disparate people as they bind themselves to it through a
common experience of compassion and curiosity. After the quilts had been folded
for the night we went off to seek some solitary respite for an hour or so. I
recorded some field notes and took a walk before meeting the others for dinner.
the meal we debriefed. It had been another day of highly charged
emotional experiences for each of us. By now our contact with individual
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members of the public was increasing and our supply of quilt lore was rapidly
expanding.
Oamaru, North Otago

As we drove back across country the following morning, we shared further
anecdotes and impressions of our day in Alexandra. Oamaru Public Library, was
the next venue, a place where books and people are equally valued. Again, we
and the quilts were received warmly by both Library Staff and the local
community. As before, floor space was limited. But my colleagues, innovative as
ever, hung the Quilts and set up the display materials very creatively (Figure 31).
Eager Press reporters delayed proceedings somewhat; but eventually a welcome
ritual, with blessings for the quilts and lunch for the tourists, was provided by
local church anq Maori representatives.
Early in the afternoon Alex became overwhelmed by people who wanted to talk
about their own grief experiences. Weiser (1990, p.17), writing about visitors to a
Quilt display in Vancouver, observes that "people not only feel deeply, they also
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feel a need to bear witness, just as the Quilt bears witness to the lives it
memorialises." Afterwards, when Alex talked about his feelings of 'overload,' I
realised he had trodden the fine line between offering support when it was
needed and exposing his own vulnerability. His willingness to share his first
hand knowledge of having made two quilt panels, and of having lost two
partners to the effects of the virus was enormously valuable; but, for him, the
emotional cost of revisiting this experience was great. On the second day we
planned to alternate shifts with more regular breaks away to relieve the intensity
of the day's quilt surveillance.

FIGURE 31: Two quilt blocks hang in the Oamaru Public Library, May 1997

That night as we sprawled out in front of television, letting go of the day's
tensions, I observed as my colleagues flung their long legs about, making elegant
hand gestures, and chain smoking while they watched the 'Smoke Free' fashion
awards. Incongruity seemed to be seeping in everywhere. I listened to their
'bitchy,' critical, chatter as they approved or disapproved of how the models
minced across the screen; whether they would be 'seen dead' in this or that; and
whether the blue outfit or the mulit-coloured one would win. But after a while I
began to lose myself in the wit and laughter and drama that was going on around
me. I was even drawn to exercise my own critical faculties regarding design,
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colour, style and the mien of the models. Neumann's (1992) words had taken on
a new relevance and seemed to capture the essence of my experience:
The stories people tell about travel experiences, in general, attest to the
ways they find to shed the skins they inhabit in everyday life and live
differently for a while . Extreme instances become moments of selftranscendence - experiences where people lose awareness of self
through intense engagement in an activity. Caught in the flow of their
experience, people say they find an enhanced connection with the
world. (Neumann, 1992, p .187)
For a while I felt as if I was travelling with Priscilla, Queen of the Desert, herself.
The surge and flow of another culture was eddying all around me, defining who I
was and where I had come from: shaping who I would become.
The next day, back in the library with the quilts, we welcomed more visitors to
the display. Again, people were coming and going (some of yesterday's visitors
returned), asking questions, sharing memories, and swapping stories with us
(Figure 32) . Finally, the quilts were folded and we were formally farewelled. A
local minister blessed the quilts and those who would travel with them,
interceding for a safe journey.

FIGURE 32: Visitors ask about the quilts on display in the Oamaru Public Library, May 1997
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Araiteuru Marae, Dunedin
Back home in Dunedin a powhiri at the Arai teuru Marae awaited us. The quilts
were laid out on fine mats. Each person, whether tangata whenua or manuhiri,
was given the opportunity to speak. This was a moving and emotional time
where people paid tribute to past and present relationships and memories, and to
future hopes. I was delighted to greet another participant in this study whom I
had not seen since our interview in the North Island, nine months ago. Overriding our initial shyness was the uniting bond at our feet. In our korero to the
h u i each of us mentioned the quilt panel which linked us together in this newlyformed but somehow already nostalgic relationship.
Alex stayed on the marae with the quilts for the next two days (Figure 33). This
was a very special time for him where he was surrounded by the awhi of the
tangata whenua. One of Alex' s former partners was a young Maori man who,
towards the end of his life, was renewing connections with his cultural heritage.
Now Alex was able to acknowledge and strengthen those affiliations.

FIGURE 33: The quilts at the Amiteuru Mame, Dunedin, May 1997

Candlelight ceremony, the Octagon, Dunedin

On Sunday night Alex came from the marae, with the tan0ata whenua, to the
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Octagon - Dunedin city's centre - where 300 people were gathered for the annual
Beacons of Hope and Candlelight ceremony (Figure 34).

FIGURE 34: Part of the crowd of 300 people preparing to move from the Octagon for the
Candlelight Memorial procession to St. Paul's Cathedral, Dunedin, May 1997

The magic of the occasion w as enhanced by a balmy, mild evening; lamplight
from the old gas street-light replicas; fairy lights in the surrounding trees;
starlight overhead; and masses of flickering candles. The plaintive cry of a Kuia's
karanga heralded the entrance of the folded quilts to the Octagon. They were
then placed on ground covers in the display area in the midst of the crowd.
Following karakia, and a hymn rendered in both English and Maori, the
unfolding ceremony began. Each of the quilts was unfolded consecutively by a
team of four people who had been specially chosen for this privilege. As each
quilt was ceremoniously unfolded the names on that block were read by people
who had connections with it - volunteers, panel makers and organisational staff.
Some quilt panels were identified by their full names, some by a first name only,
others by initials or even by a 'nom de plume.' This was a particularly important
and poignant part of the ceremony. The strength of the Quilt and its message lies
in the speaking and hearing of the names.
Alex presented a short address representing those affected by the HIV virus; a
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speech from His Excellency the Governor General of New Zealand was read by a
member of the organising committee; and the beacons were lit to symbolise hope.
The quilt bearers then raised up the quilts from the ground and, with added
support from members of the public who took an edge, prepared to move off in
procession. As Quilt guardian for this area I led the way holding aloft a large
candle. Behind me the procession began its winding journey around the Octagon
and up to St. Paul's Cathedral. When I glanced back from the portico I was awestruck. The colour and splendour of the open quilts surging up the Cathedral
steps behind me, surrounded by the slow-moving throng of solemn people
holding their flickering candles, created a most impressive sight.
Inside the Cathedral a very different but equally profound atmosphere greeted us.
Another karanga soared to the vault, reverberating away as the procession
moved up the nave. A choral greeting transcended the echoes, and the
harmonious voices of the /Waiata' trio, accompanied by pianissimo guitars,
continued until the quilts were laid out in the chancel area and we were all
seated. Some of this music had been specially composed by the /Waiata' group for
the occasion. Later, many people expressed their appreciation of both the
composition and its fine rendering. The Dean of St. Paul's extended an inclusive
welcome to the Cathedral inviting each person to feel that this space was theirs
whether or not they had Christian affiliations. Two new quilt panels were then
presented.
Presentation ceremony, St Paul's Cathedral, Dunedin

The national coordinator of the Quilt Project in Auckland was unable to be
present, because of commitments at another Candlelight ceremony in Taupo; but
he had agreed that I should represent him in Dunedin. Over many months I had
observed the process and development of these two new quilt panels, from the
filament of an idea to the completed product. So it was with a paradoxical
mixture of pride and humility that I received them on behalf of the AIDS Quilt
Aotearoa New Zealand. Following some introductory remarks the quilt panel
donors were invited to bring their panels forward. They had been waiting at the
back of the Cathedral and on cue they moved up the aisle stopping in front of the
altar steps where they unfolded and displayed their quilt panels for the first time
in public. It is customary to invite the creators to say a few words about their
panels at this stage. But if the emotional intensity of the occasion is a little
overwhelming, as it was on this evening, the presenters may delegate this task.
Again, I felt privileged to speak on their behalf. The quilt panels were then laid
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alongside the larger quilt blocks in the chancel area where they remained
throughout the three day display in the Cathedral.
As the presenters moved back to their seats the lights in the Cathedral were first
dimmed, then turned off, in preparation for the remembrance ritual. This was an
opportunity for anyone present to call out the names of those known to them
who had died from HIV and AIDS related illnesses. Listening as the ebb and flow
of names drifted out and up into the shadowy arches where they seemed to
hover momentarily before fading away, was a chilling experience. It was a
solemn reminder of the humanity behind the AIDS statistics. I made a silent
comparison with the dawn services at ANZAC day memorials where New
Zealanders gather to remember their war dead. They are revered as national
heroes. But HIV I AIDS is a war of prejudice where the stigma of involvement
carries no honour. These dead would be diminished, unnoticed in the public
psyche, if it were not for ceremonies such as this. Yet these people too, mostly
young men, taken in the prime of life, are equally valuable to the nation. They
also, could have been the life blood of our country- if it had not been attacked by
the virus.
The melodic strains of another waiata broke into my reflections and led me back
to brighter lights and thoughts. It was 'time for expression'. Civic and Church
leaders, and local organisations such as Otago Positive Support Network (OPSN)
and the Drug and Intravenous Organisation (DIVO), presented brief messages
relating to HIV I AIDS awareness and education. A city councillor, representing
the Mayor, who was unable to be present, read a passage from Tom McLean's
(1989) book If I Should Die: Living with AIDS. Two young women representing a
Maori youth group delivered their message. Members of their whanau moved
out of the pews and gathered, in support, around the podium from where they
were speaking. The ceremony concluded with everyone joining the 'Waiata'
group to sing the well-known Coffin and King melody, "Will you still love me
tomorrow?" Many people lingered around the chancel area talking and looking
at the quilts before moving down to the crypt for supper. St Paul's crypt is a large,
open, circular basement area ideal for social occasions such as this and made
attractive by the presence of colourful church banners hanging around the
concrete block walls. Many of these had been stitched and embroidered by the
women in the church. On this occasion they provided a fitting backdrop for the
conclusion of the Candlelight memorial ritual.
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Quilt display, St Paul's Cathedral, Dunedin
For the next three days the quilts remained spread out on the carpeted floor in
the sanctuary area of St. Pauls, a beautiful and imposing old neo-Gothic style
cathedral, situated in the Octagon, the heart of Dunedin city. It is flanked by the
town hall, the visitors' centre where tourist buses regularly arrive and depart, a
cinema complex, the art gallery and various cafes and bars. In many respects it is
an ideal place to display the quilts. Several tourists who came to look at the
Cathedral included the quilts in their sightseeing gamut. Some, like the two
young women sporting backpacks, had never heard of the Quilt before. They
stopped to ask questions and satisfy their curiosity before they moved around the
display. Likewise, some people who had come to Dunedin from all parts of the
country to view the Guggenheim exhibition at the art gallery, wandered into the
Cathedral to contemplate the architecture and stained glass, and discovered the
quilts. Others came especially to visit the quilts: some to see a particular panel.
Occasionally there was not another soul in the Cathedral, just me and the quilts.
In those moments I experienced the solemn silence of the Cathedral interior
even while I was aware of the busy city cacophony outside, muted as it was by the
solid stone buffers of the old walls. My sense of keeping vigil was profound.

Closing rituals
Soon it was time for the Quilt to move on. Members of the organising committee
and other support people gathered in a circle among the quilts to farewell them.
A mixture of traditions and cultural emphases were blended in this extemporary
ceremony. Only those who wished to contribute did so, in whatever way they felt
was appropriate. There were brief prayers in English and Maori; a Celtic blessing;
a Nlaori proverb; a poem; a group waiata; and a solo hymn. The space around
each of the quilts was blessed with consecrated water by a priest. The quilts were
then folded in readiness for their journey. Gradually the others drifted away and
finally I was left alone in the Cathedral with the quilt bundles, preparing to
relinquish custody.

Farewell to the quilts
On our journey we had received much courtesy, affection and support from so
many people- from those who organised; those who hosted; those who came to
view the quilts; those who were silent and those who shared their stories; and all
those who attended hui on the marae and the ceremonies in the Octagon and St.
Paul's Cathedral. Unfortunately our organising committee also had to face
prejudice and stigma from some people in the local community as we planned
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this event. Some of the crude responses to our approaches for sponsorship left us
feeling dismayed that such senseless bigotry exists. On balance it seems very
important to keep the quilts 'out there', to stay vigilant, and 'in the face' of those
who would diminish their message and their presence. I gave each quilt bundle a
final hug before wandering outside into the bright sunlight to meet the courier
van. As they were whisked away I bade them a safe passage. This part of my
journey with the Quilt had ended.
The opportunity to travel with the Quilt as a participant observer has added a
dimension which has taken me beyond the interview interface of quilt lore and
vicarious experience to the place where personal involvement has further
enlarged my understanding of the Quilt culture. To have lived in the presence of
the wairua of the Quilt even for a few days has helped me to integrate the many
shifts of opinion and meaning offered by the participants and to evaluate them
against my own understanding and experience of what it means to be connected
to the New Zealand AIDS memorial quilt.
Conclusion

Through the documentation of many journeys, ceremonies and rituals this
chapter has revealed how a normally silenced sector of our community has
chosen to use the fabric of a quilt to validate its experience and to place before the
public its own perspectives on life and death. It has described the way in which
relationships between the behaviours, rituals, and meanings observed and the
wider contexts in which they occurred were made (Altheide & Johnson, 1994).
And, it has further illuminated the way in which the cultural experience of
participants in this study, including the researcher, has been constituted.
For most partidpants the ritual elements which they described, seem to have
provided at least a modicum of security, at a time when their world had become
sombre and threatening. For one or two, some aspects of the ceremonial culture
were seen as excessive; and in one case decried as a travesty of the Quilt Project.
But always the rituals were recounted with painstaking tenderness and frank
reflections on the meaning of the experience.
The AIDS Quilt Aotearoa New Zealand, and its accompanying rituals,
ceremonies and jpurneys seems to have offered opportunities for bearing witness
in the world, for remembering, telling precious stories and celebrating unique
lives for the stigrpatised bereaved in this study. No one claimed that they would
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no longer grieve or that the sense of loss and sadness had gone forever. Rather,
they disclosed that their physical and psychological journeys with the Quilt had
helped to dissipate their grief enough for them to look forward in life again albeit a different life to the one that they knew prior to becoming an HIV I AIDS
affected person. Where participants had been unable to grieve effectively or
where they had been denied attendance at or participation in the funeral service,
the rituals surrounding the handing over of the completed panel to the Quilt
Project seem to have helped them towards some kind of therapeutic closure or
the assimilation, of the loss into their normal daily lives. The feeling of having a
quilt 'out there' seemed to provide a sense of comfort and security, a validation of
their loss experience and a buffer against their sense of alienation. It was as if the
handing over of a memorial quilt within the ritual context had become part of a
covenant to re-enter life.
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Chapter ten

CONCLUSIONS
The important thing is not to get answers but to discover the profound roots
of your question.
(George Sweet, 1999, p.35)

Overview of chapter
This chapter begins with a presentation of the major findings and outcomes of
this creative mourning study. A "fabric of theory" (Richards & Richards, 1994,
p.447), woven from the ideas, concepts and categories discovered in the research
data is first outlined. Dominant threads in this weaving are drawn from the
participants' loss experience, their social relationships and their participation in
the quilt project. This is followed by a discussion where aspects of the previously
reviewed theoretical models are compared and contrasted with the present
findings. The purpose and aims of the study are then recalled and considered,
and this is followed by a discussion of the limitations of this work. Some
methodological reflections help to illuminate the subtext of grief. They also show
something of how it was to be 'in the field' with these participants who have not
only experienced disenfranchised loss but also liberating new perspectives on life
and death through participation in the quilt project. The need for new models
and recommend.atio ns for future research are discussed prior to a final summing
up of the project.

Major outcome of the study
The major outcome of this project has been the development of a five phase
grounded theory description of a creative mourning process which expresses
systematically plausible relationships in the study data. The process, described in
Figure 35, offers a meaningful way to organise, to understand and to respond to
the disenfranchised loss experience of these HIV I AIDS bereaved people. The
overarching theme is one of liberation. It is this theme category which describes
the culminant phase of the creative mourning process and the power of the quilt
to help participants find new perspectives on life and death. But each of the five
major dimensions identified in the study data is a broad marker or milestone
which helps to trace the direction of movement through a creative mourning
process which is not smooth, clear, straight or linear. Rather, the process is
defined more by detours and ruptures than by steady progression through welldefined phases. \,Yithin this framework the
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bereav~d

person is positioned in

relationship to their key response to HIV I AIDS in each phase. Each person's
changing perception of HIV and of self contributes to this position. These
perceptions have been shaped by their loss experience, their social relationships
and their participation in the quilt project. It is a process with an intervention
focus which seems to have facilitated a unique and creative way of responding to
loss for these HIV I AIDS bereaved participants.
The initial phase of the process reflects the theme of 'insulation,' (i.e. protection
from something unpleasant), which was identified in the data. In this phase
participants had only vague and inaccurate perceptions of the disease. It was as if
they had 'no bearing on it.' This naive position relates to their nascent
perceptions that a fatal disease called AIDS did exist; but that they were
impervious to it. AIDS belonged 'out there' somewhere, in unhealthy climes,
and among a miscreant population. The participants proferred numerous
reasons as to why, initially, the threat of HIV I AIDS in this country and in their
personal lives should be dismissed as irrelevant. They knew themselves to be
decent people living safely within sound moral boundaries. And New Zealand
was generally, if somewhat naively, envisaged to be a 'clean, green' environment
far from the perceived grimy ghettoes on the other side of the world where
disease and sinfulness were believed to flourish. HIV and its implications were,
at first, a very distant threat. Because insulation was such a strong theme in the
particpants' lives it prevented them from picking up clues or hints given to them
by their infected friend or family member, or it deterred them from encouraging
their friend or family member to present for tests, or it led to delays in seeking
medical assistance. Initially, participants simply didn't believe that their response
to the threat of HIV was necessary or urgent.
The second phase, dislocation, follows directly on from the first; and, in terms of
the organisation of this grounded theory description of creative mourning, it is
non-reversable. In the wake of the disclosure that a friend or family member had
actually contracted HIV /AIDS the participants experienced a profound sense of
dislocation in their lives. Cherished beliefs were challenged and fundamental

understandings of who they were and what their world was really like began to
disintegrate. Participants reeled with the task of 'taking it in.' The intrusion of
HIV I AIDS into their lives forced them into a marginal position, where their
association with a morally reprehensible and socially unacceptable disease
relegated them to an inferior or minor rank at the edge of society. There were
several unparalleled and sensitive issues around their bereavement experience
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which seemed to call for some special consideration of their position. Because of
its association with stigmatized or criminal activities, HIV I AIDS loss incurs an
additional burden of blame, shame and denigration that those bereaved in other
ways seldom have to bear. The symbolic associations of contamination led to a
social death where those affected by HIV I AIDS often felt dislocated and cut off
from the social supports that might otherwise have prevented them from
succumbing to depressive episodes and feelings of abandonment. This,
compounded with an often lengthy period of anticipation of death, culminating
in the actual, physical death of their friend or family member, created an
overwhelming sense of loss and disconnectedness- from family, friends, society
and their physical environment - and contributed further to feelings of
dislocation, isolation and trauma for the bereaved in this study. Denial and
secrets permeated all dimensions of their lives. Feelings of shock, confusion, and
anxiety added to their stress. In the anticipatory period learning how to care for
the HIV positive person- and for themselves -became a priority. But this, too,
was complicated - participants had become displaced persons without any
apparent connection to reliable sources of information or to the relatively safe,
comfortable environment which had formerly supported them.
The third phase incorporates modification. Usually in response to some
deterioration in the infected person's health, the grief affected participants were
forced to initiate some action. They began making partial changes in order to
improve the quality of their HIV I AIDS affected lives, 'working it through,' in
attempts to reduce the severity of the impact of the disease and the anticipated
loss for themselves and their friends or family members. In this reactive position
they began mustering their internal and external resources, refining their
management skills and developing positive attitudes in order to cope with an
accumulation of complex issues and problems precipitated by the progression of
the disease. Decisions about how or whether to confront and dialogue with
people in an intricate network of relationships now had to be considered.
Partcipants began to make decisions about consulting with family members,
health professionals, and media personnel. The struggle to find a 'good fit'
between the donor and the recipient of support was ongoing. It represented the
participants' early efforts to take responsibility for what they could without being
overtly controlled by the expectations of others. They were undertaking a shift
from 'coping' with their problems to 'managing' them. Some of these attempts
were more successful than others and sometimes participants reverted to the
marginal position from where the process of modification would begin all over
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again. But, thro,ugh successive efforts to modify thinking, beliefs and behaviour
these participants developed a greater degree of self-acceptance and acceptance of
their dramatically altered circumstances. And, surprisingly, participants found
that humour, whether drawn from their own reserves or from others', was an
invaluable resource with which to counter despondency.
The fourth phase, integration, marked a juncture in the creative mourning
process where the participants took deliberate action to bring their HIV I AIDS
shattered lives back together to form a new 'whole'. In this position participants
began 'letting it go,' recognising that the virus was not their whole life, although
it was now a part of who they had become and needed to be incorporated in some

way into their new perceptions of what their world was like. They took up a
more proactiv~ position re-examining their personal belief systems and
addressing the injustices of their HIV I AIDS experience. This position was also a
reversible one and partcipants sometimes moved back and forth between the
reactive and proactive positions, modifying and integrating their beliefs and
experience. However, when in the proactive position they were intentionally
taking charge, penetrating the gloom of illness and suffering in order to show
others how it had affected them and the person whose loss they mourned.
Educating family and friends, speaking at conferences, schools and other
engagements, making videos and appearing on television were among the many
activities undertaken by these bereaved activists. But the creative act of working
on a memorial quilt panel seemed to provide the ultimate integration focus for
participants. As each person worked on a quilt panel he or she was engaged in a
process of selectively 'letting go' and 'gathering in' memories in order to make
new meaning from a devastating HIV I AIDS loss experiences. Each quilt bore the
name and symbolic story of a friend or family member who had died from the
virus; and in this way each life was rescued from the denigration of becoming a
mere HIV I AIDS statistic. Lives were again personalised and memories of the
deceased were given human dignity and value. The quilt had become a kind of
tuah u, a shrine or place to meditate on the qualities of a loved friend or family
member and on the qualities of the experience associated with his or her loss.
The final phase in this process reflects the theme of liberation which takes into
account the oppressive nature of the suffering endured by this stigmatised group
of people. To liberate is to "set free, especially from imprisonment or oppression"
(Concise Oxford Dictionary, 10th ed.). In particular, the dictionary definition notes
that to be liberated is to be "free from social conventions, especially with regard to
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sexual roles" (Concise Oxford Dictionary, 10th ed.). The quilt has been a very
powerful medium through which the oppressed bereaved have been able to
express a sense of liberation from the dominant social conventions which have
threatened to silence and marginalise them. Their grieving has often been
perceived as an embarrassment to society because it is associated with people
whose sexuality does not conform to its dominant heterosexual values. The
politics of power which has hitherto effectively silenced many of the HIV I AIDS
bereaved and prevented them from telling their stories is addressed in this phase
of the creative mourning process by empasizing the concept of liberation through
the quilt and its associated rituals. Underlying this 'politics of power' are the ideas
of French intellectual Michel Foucault, (who died of an AIDS related illness
himself).
Foucault was a French intellectual who studied, among other things,
the various ways that people in Western society have been categorized
as 'normal' and 'abnormal.' He examines madness (Foucault, 1965),
illness (1975t criminality (1977), and sexuality (1985) as concepts around
which certain people have been labelled as insane, sick, criminat or
perverted, and describes various ways they have been separated,
sequestered, and oppressed on the basis of that labeling. (Freedman &
Combs, 1996, p.37)
Themes of illness and sexuality pervade this study, and, to a lesser extent
criminality. These HIV I AIDS bereaved people have, in various ways, provided
examples of the how others have defined them and their loved friends and
family members as sick, contaminated or perverted, and ways that the
participants themselves have internalised these definitions. They have felt
separated, sequestered, repudiated and oppressed on the basis of such labelling. In
the liberation phase participants took up an interactive position, experiencing
themselves as fully functioning members of society, bearing witness to the fact
that HIV existed in their lives and 'out there' in the world. Many were still
profoundly sad but they no longer struggled to pull disparate parts of their
experience together. Symbolically, when individual quilt panels were
ceremoniously presented to the quilt project and joined together with other quilt
panels, they became a focus for much more than personal integration. By 'putting
it out there' each participants' memorial quilt became part of a larger agency for

transformation in the world. A normally silenced sector of society, had 'spoken
up' placing before the public its own perspectives on life and death. While the
rituals of making a memorial quilt panet presenting it to the quilt project, and
unfolding and billowing it on ceremonial occasions may, in part, have their
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origins in feelings of anger and reaction to the stigma of HN I AIDS loss, they also
seem to have been generated by a desire to accord "living respect" (Bird, 2000) to
the dead, to recognise their inherent goodness,' and to symbolically liberate that
spirit of goodness into the universe. The political action of participating in a
1

shared ritual where the quilt was accepted as a public symbol of private grief, has
been tremendously empowering for these people. Through the quilt, participants
have been able to revise their own sense of identity and to redefine the
relationship with their deceased friend or family member. They have also
redefined their own positon in the world. The Quilt has offered them freedom
from oppression and a creative way of managing their HIV I AIDS loss.
Although none of the HIV I AIDS bereaved in this study used the word
oppression' or oppressive' in their interviews it seems entirely pertinent to their
I

I

experience and most illuminating in this context. As Derrida (1988 and
elsewhere) reminds us, meaning is not carried in a word by itself but by relation
to its context, and no two contexts will be exactly the same (Freedman & Combs
1996). Participants often described circumstances and behaviours which were
consistent with dictionary definitions of oppressive'. For example, the Concise
Oxford Dictionary, (lOth ed., 1999) defines 'oppressive' as "1 harsh and
I

authoritarian. 2 weighing heavily on the mind or spirits." Participants also
described conditions in their communities, their homes and their lives where,
often over a long period of time, they experienced personal, financial and social
problems as a result of being affected by HN I AIDS. Their descriptions accorded
with a Concise Oxford Dictionary (lOth ed. 1999) defintion of the verb to 'oppress',
by "keep[ing] in subjection and hardship." All participants reported frequent
occasions where they experienced stress and anxiety during the course of their
bereavement which were consistent with the dictionary defintion of the verb to
'oppress', for example, to "cause to feel distressed or anxious" (Concise Oxford
Dictionary, lOth ed. 1999). The accumulation of stories where prejudice, stigma,
bigotry, discrimination, powerlessness, trauma, distress, fear and anxiety were
named or described led me to look for an inclusive term which would best
describe the overall experience of this group of people who, by dint of their
association with a socially unacceptable and dreaded disease, were marginalised
by the dominant 'healthy' society. Consequently, I have interpreted these
participants' stories within a context of 'oppression' as defined above by the
Concise Oxford Dictionary and by ideas related to the politics of power in the
work of Michel Foucault to which I have also referred above.
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HGURE 35: A schematic illustration of the process of
CREATIVE MOURNING
----------------------,-----------------------------------------------------------------------------------------Theme categories of the
grounded theory description
(theme meaning)
category relationship to HIV

The participant's position
participant's view of HIV
participant's view of self

Relationships amongst the
categories & concepts in the
data: loss experience, social
relationships & participation in
the quilt project

Insulation
(to protect from something
unpleasant)
No bearing on it

The naive position
AIDS is 'out there'
It doesn't have anything to do
with me.
I'm a decent person

Dislocation
(to disturb the normal
arrangement, organisation or
position of)
Taking it in

The marginal position
HIV is here - in my country, my
home, my heart, my head.
Who am I now?

Modification
(to make partial changes in
order to improve or lessen its
severity, to transform during
development or evolution)
Working it through

The reactive position
HIV is a burden - it's my
responsibility. What am I to
do? How will I cope?
I'm 'the outcast'!

Integration
(the action or process of
combining to form a whole; the
process by which a wellbalanced psyche becomes
whole)
Letting it go

The proactive position
HIV is only a virus for God's
sake!
I'm bereaved; and I'm an
activist. I can manage this.

Liberation
(freedom from oppression)
Putting it out there

The interactive position
HIV is 'out there' and 'in here';
but it's only a part of my
experience. It does not fully
define who I am
I'm a fully functioning member
of society

-living safely in clean, green
New Zealand
- AIDS is a fa tal, foreign,
miscreant's disease; affects
outcasts, social pariahs
-staunchly held values about
country, family, self
-struggling with chaos
- anticipation of loss
- cherished values challenged
- disintegration of fundamental
beliefs
- threatening situations
- discrimination & despair
- contamination & social death
- emotional upheaval, trauma
- mustering resources
- complex networks of
relationships: media, health
professionals, family, friends
support groups
- finding good fit between donor
support and recipient
- learning to confront and
dialogue
- refining management skills
- taking charge,
- shift in locus of control
- the quilt as an agent for
transformation in the world
- breaking the silence - names &
stories in the fabric of the quilt
- belief systems examined
- reconstructing meaning of
illness, suffering and death
while creating a quilt panel
-bearing witness in the world,
through the symbolic language
of the quilt
-deceased person's life given
dignity , value and 'living
respect' in a quilt panel
-new perspectives on life & death
- quilt memorialisation offers
liberating activity in
ceremonies, ritual, journeys
- the quilt as a covenant to reenter life
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The role of narrative ideas and practices
The central role of narrative in organizing, maintaining, and circulating
knowledge of ourselves and our worlds has been stressed by many postmodern
thinkers; and in developing this grounded theory description of creative
mourning I have been conscious of many narrative influences. Therapists and
theorists such as Bird (2000), Clandinin and Connelly (1994), Freedman and
Combs (1996) Waldegrave (1990) and others have shaped my thinking. This
study, however, is driven by a grounded theory appproach, the details of which
have been set out in Chapter 4. The grounded theory theoretical position is a
kind of geiger

~ounter

which has enabled me to detect and work with the

ionising particles of narrative scattered through the thesis.
The brief quotation which introduces this final chapter speaks of the importance
of discovering the roots of our questions and it warns, obliqely perhaps, about the
pitfalls of accepting answers that do not reveal the roots of the question. The
"profound roots" (Sweet, 1999) of the original research question, which have
been laid bare in this thesis, are deeply grounded in and have grown out of many
layers of deconstructed and reconstructed narrative material. The notion of story
was raised by several participants during the interviews (see p. 329 ff); and there
are many narrative ideas and practices demonstrated in this work (see p. 404
'Sacred stories'). But the description of creative mourning, central to this thesis,
has been developed from a 'grounded theory' theoretical position. As Johnella
Bird (2000) explains, there are dangers in taking narrative ideas and practices and
claiming that they represent a definitive theoretical position.
The development of therapeutic models is very dangerous. The danger
lies in our desire for certainty. \1\Tithin the professional classes certainty
provides comfort, privilege, belonging and access to a commodity. The
Narrative way of working has provided a challenge to those
therapeutic models that adhere to fixed psychological truths. However,
the very construction of the term 'narrative model' creates an
environment of inclusion and exclusion. Instead of engaging with
ideas and practices that are described as Narrative, there is a temptation
to replicate certain templates of the ideas and practices, and this
replication encourages imitation, together with definitiveness about
what is and what is not an accurate representation of the model. The
idea that 'the Narrative model' actually exists overshadows the
existence of differences as practitioners attempt to engage reflexively
with ideas and practices. It is ironic that our attempts to engage with
the idea of 'the model' contradicts many of the presuppositions that
underpin our engagement with the ideas and practices of what is called
Narrative. (Bird, 2000, p.ix)
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Freedman and Combs use of the narrative and social construction metaphors has
led them "to think about people's lives as stories and to work with them to
experience their life stories in ways that are meaningful and fulfilling"
(Freedman & Combs, 1996, p.1). They "do not want to reproduce, in therapy, the
oppression many people have experienced at the hands of the dominant culture"
(Freedman & Combs, 1996. p.18). They see themselves as part of a community of
people who use narrative ideas in their therapeutic pratice, and they resist any
invitations to take up those ideas as "monolithic truths" (Freedman & Combs,
1996, p.18). Instead, they hope that their ideas will be regarded as "preliminary
reports and works in progress from an exciting new culture" (Freedman &
Combs, 1996, p.18).
We now work to help people notice the influence of restrictive cultural
stories in their lives and to expand and enrich their own life
narratives. We strive to find ways to spread the news of individual
triumphs - to circulate individual success stories so that they can keep
our cultur~ growing and flowing in satisfying ways. (Freedman &
Combs, 1996, p.18)
Freedman and Combs' approach to therapy has not only influenced my own
work as a therapist but it has also influenced my approach to this research project.
My narrative mind was alert to the "individual success stories" being told by
participants as they traced their movement through harrowing grief and loss
experiences. I listened intently to stories that revealed how the HIV I AIDS
bereaved have been able to reject the influence of the dominant heterosexual
society and its "restrictive cultural stories". My analysis and writing has been
concerned to represent a unique and creative mourning process in a way which
shows clearly and fairly how these participants have been able to "expand and
enrich their own life narratives".
The 'Just Therapy' approach of Charles Waldegrave (1990) and his team takes into
account the gender, culturat social and economic context of the persons seeking
help. Therapists working in this modality have a responsibility to find
appropriate ways of addressing these issues, and developing approaches that are
centrally concerned with the often forgotten issues of fairness and equity. "Such
therapy reflects themes of liberation that lead to self determining outcomes of
resolution and hope" (Waldegrave, 1990, p.5). The underlying assumptions
which Vvaldegra,ve and ·his team bring to their work rest on three basic principles:
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Spirituality, Justice and Simplicity.
Spirituality .. .is not centred on organised religion, but on the essential
quality of relationships, and refers to the relationship between people
and their environment, people and other people, people and their
heritage, and people and the numinous. Justice highlights equity in
relationships between people: it involves naming the structures, and
the actions that oppress and destroy equity in relationships ....
Simplicity ... finds its expression in the movement in meaning from
problem-centred patterns, to new possibilities of meaning and hope.
(Waldegrave, 1990, p.7)
In this research the marginalised participants have been deeply concerned with
issues of fairness and equity, with social relationships, and with reconstructing
meaning. The grounded theory approach has enabled the research narrative to
restory these participants' stories in a number of different ways, for example,
using computer assisted prose analysis and poetic forms.
Clandinin and Connelly (1994) raise the problem of studying people and their
experience in a way that maintains the integrity of the experience itself. They say
that:
When persons note something of their experience, either to
themselves or to others, they do so not by the mere recording of
experience over time, but in storied form. Story is, therefore, neither
raw sensation or cultural form; it is both and neither. In effect stories
are the closest we can come to experience as we and others tell of our
experience. A story has a sense of being full, a sense of coming out of a
personal and social history. (Clandinin & Connelly, 1994, p.415)
Clandinin and Connelly proceed to say that vvith this position as their point of
reference they have "a life and ground to stand on, for both imagining what
experience is and imagining how it might be studied and represented in
researcher's texts" (Clandinin & Connelly, 1994, p.415).
These are some of the important concepts and ideas which buttress the grounded
theory description of creative mourning in this thesis. They represent different
ways of working with a growing body of ideas and practices that has come to be
known as 'narrative'. They are ways of working which are as much concerned
with attitude as with technique.
Discussion of theoretical models

This section revisits the theoretical models previously summarised in chapter
three. Elements of those theories are now compared and contrasted with the
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grounded theory description which has evolved from analysis of the data which
records the experience of the HIV bereaved people in this study.
Four participants in this study fit the description of a 'middle-aged-parentgrieving-for-an-adult-child', similar to the cohort on which Dane's (1991)
framework was constructed. Their bereavement experience has many parallels
with the elements in Dane's framework. While not a perfect fit, it also includes
some significant points of reference to the experience of many others in this
study. Two aspects of Dane's framework are particularly apposite. First is the
emphasis on anticipatory mourning. All of the HIV I AIDS bereaved in this study
learned of the diagnosis prior to the actual death; and this knowledge precipitated
a grieving process of weeks, months and years before the loss actually occurred.
And, second, the memorialisation task, broadly sketched by Dane, was a key
enterprise for yach one of the bereaved participants in this study. The
memorialisation task culminated in the

creation of an individual memorial

quilt panel which then became part of a communal national - and international living memorial.
The first of Dane's bereavement tasks, acknowledgement, involves parents in "a
cognitive and emotional process wherein the family becomes progressively
convinced of the terminal nature of the illness. They also, at least intellectually,
acknowledge and face their son's homosexuality" (Dane, 1991, p.llO). Participants
in this study - not only mothers but also siblings, partners and friends - faced
issues surrounding the terminal nature of the disease in the disclocation phase.
But, as Dane notes, fear and panic evoked by AIDS in the community at large,
prevented some people from disclosing the diagnosis, thus limiting potential
sources of emotional and practical assistance. Also, "the family is confronted with
the prospect that their son's homosexuality will be revealed" (Dane, 1991, p.110).
Again, some par,ticipants in this study faced these concurrent issues - discovery of
their friend or family member's homosexuality along with their HIV status.
Dane acknowledges that, "Initially, denial can be a useful and necessary defense"
(1991, p.llO) and it certainly proved to be so for the many shocked people in this
study. The choice to withhold disclosure, or to mis-represent the HIV I AIDS
diagnosis as cancer or some other affliction, was borne out in their stories. But
eventually all the participants made a successful transition from their private,
internal world of pain and fear to a public acknowledgement of their HIV I AIDS
bereavement.
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Dane's grieving task wherein "families accept, articulate, and express emotions of
anger, fear, and guilt associated with the anticipated loss and unfulfilled
expectations for the future" (Dane, 1991, p.111), reflects many aspects of the
experience of people in this study. In chapter six of this thesis where the
participants describe their emotional loss journeys, relationships among the grief
stimuli are discussed. The individual's struggle through emotional upheaval and
trauma, towards equilibrium is represented in the dislocation and modification
categories of this grounded theory model.
The review and reflection activities which form part of Dane's (1991)
reconciliation task were also particularly relevant. During the course of their

interviews participants in this study revealed the many ways they incorporated
review and reflection into their mourning processes. The time spent planning
and constructing a quilt panel was frequently cited. The quilt seemed to provide a
psychological sanctuary for this kind of activity. As well, some participants
referred to life sty le changes which had resulted from their family's critical
review of the value and meaning of life.
However, there is little in the experience of participants in this study, to support
Dane's suggestion that detachment may accelerate during the acute or protracted
terminal period of the illness. On the contrary, as the end approached, no matter
how protracted the illness had been, parents (all mothers in this study), families
and caregivers tended to stay physically present and emotionally attached to the
ill person. Often they continued to draw on their own dwindling resources of
stamina in the process. It seems that for most people in this study when the death
of their friend or family member ended the physical relationship, the
psychological bonds were transformed into a different kind of relationship. This
reformed relationship was reinforced by the creation of a quilt panel which
existed in the world and yet, also carried their relationship into a metaphysical
realm. While the physical loss brought pain and grief, the renewed psychological
bonds provided reassurance and comfort.
Aspects of Dane's memorialization task correspond with some activity in the
integration and liberation categories of the present description of the creative
mourning process. But there are also some significant points of departure from
Dane's interpretation of the memorialization task. Indications from this study
suggest that while negative aspects tend to be de-emphasized they were not
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usually ignored or forgotten, rather they were viewed differently. This seemed to
be part of redefining the relationship with the deceased. Frequently family
members

resort~d

to irony and 'black humour' when recalling attributes that they

regarded as negative. But whatever form this cognitive re-appraisal assumed, it
seemed to faciltate the participant's bereavement process. Sometimes the
participant's altered perceptions of the dead person's attributes found practical
expression on a quilt panel. The syringe that was formerly hidden and feared
became a prominent symbol to warn and educate others. The condom that was
never used now proclaimed its prophylactic purpose. The gay friend or family
member whose sartorial elegance and penchant for fashion which once marked
him as 'different' and therefore marginalised in the community, was now
colourfully represented in symbolic and even photographic form on the fabric of
a quilt panel, proclaiming a unique identity. The dead person's identity shortcomings included - was acknowledged and celebrated.
Dane explains that mourning tasks continue into the post-bereavement period.
Participants in the present study embarked on the creation of their memorial
quilt panel weeks, months and years - some as long as four years - after the death
of their family member or friend. Dane also suggests that family members can be
encouraged to participate in support groups. Participants in this study - family
members and friends - indicated that much support and encouragement was
offered and received in both formal and informal groups. For some, an
HIV I AIDS support group was where they first learned about the AIDS memorial
quilt.
Dane's caution that therapists should not take up a position on which was the
right or best way to undertake a memorialisation ritual is pertinent. The
participants for this study were selected from those who had voluntarily decided
to create a memorial panel but many of them would vouch for the difficulty of
reaching any kind of familial agreement about how best to memorialize their
deceased family member. With the idea of making a memorial quilt panel in
mind, some participants had consulted their families and then, finding little
support for their idea, decided to proceed independently. Some worked on the
memorial task secretly because of overt family opposition to the concept. Some
gradually drew family members in as the process developed. One participant
ended up with a whole block of eight panels to remember her daughter, because
family and friends all wanted to join in the memorialization task.
Memorialisation is a deeply personal and individualised process. By contrast, the
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ceremonies and ritual surrounding the presentation of the completed memorial
panel were public and communal affairs.
The flexibility within Dane's framework is also an interesting point of
comparison between theories. In a manner similar to Dane's cohort, the
HIV I AIDS bereaved represented in this study seemed not so much to be working
through well defined stages but rather more to be undertaking various tasks "at
their own pace and in their own way" (Dane, 1991, p.ll4), not necessarily in the
order outlined fl_nd often with sporadic application. In Dane's framework the
middle-aged parents of adult children with AIDS needed "to master the tasks of
acknowledgement, grieving, reconciliation, detachment, and memorialization"
(Dane, 1991, p.ll4) in order to cope with their loss. The particpants in this study
have also come through a process of completing tasks: first of all living safely,
then struggling with chaos, mustering resources, taking charge, and bearing
witness in order to create a new relationship with the deceased, and to 'come out'
with "a revised sense of identity" (Elkins, 2000, p.63) as an HIV I AIDS bereft
person.
Kubler-Ross has observed that her original work with the dying (Kubler-Ross,
1969) was a subtle preparation for her later work with those infected and affected
by the AIDS pandemic (Kubler-Ross, 1987). She has adapted her original stage
theory of dying to fit not only those who are dying of AIDS but also the grieving
process of families and carers affected by the AIDS loss. Each element of her
theory - denial, anger, bargaining, depression, and to a much lesser degree,
acceptance - has formed part of the grieving experience recounted by the
participants in this study but they have not moved steadily or consecutively
through each stage. For these people the dislocation and chaos in their lives
precluded any kind of well-ordered or 'normal' progression through stages. In
fact, it is critical that the "nonnormative and stigmatized" (Dane, 1991, p.108)
nature of HIV I AIDS anticipatory mourning is recognised. Kubler-Ross (1987)
acknowledges these aspects of HIV I AIDS mourning in her revised stage model.
For example, the point she makes about the depression stage being very different
for HIV I AIDS affected people, as opposed to other kinds of more 'acceptable'
illness, is especially relevant. Because of the disenfranchised nature of HIV I AIDS
loss, the participants in this study have experienced a 'social death' (see p. 372)
where the loss of informal supports that might have sustained them has fostered
greater vulnerability to depression and feelings of abandonment. Their sense of
loss has been intensified. Kubler-Ross insists that the most helpful activity for
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those anticipating loss is to express sad or angry or guilty feelings, whether they
are rational or irrational, before the event of death. She believes that such
acknowledgement may help to avoid depression or breakdown. However,
participants in this study have testified to the difficulty of openly acknowledging
such feelings in the prevailing climate of prejudice and discrimination.
Perhaps, because it was originally conceived as a theory of dying, the Kubler-Ross
theory places a greater emphasis on accepting the finality of death than was
evident in the experience of people in this study. For the dying, acceptance is a
way of detaching from life and achieving a peaceful transition into death. But,
translated to the HIV I AIDS bereaved person's context, that kind of acceptance
entails severing emotional ties with the deceased and eventually investing in
new relationships. Many particpants in this study eschewed that definition of
acceptance in favour of a reconstituted relationship with the deceased. An
important part of the healing process for these people involved the
transformation of the former physical relationship to a metaphysical domain.
The identity of the loved friend or family member was characterised by the
symbolism and imagery of the quilt which exists both in and beyond the world.
And through the ceremonial and ritual dimensions of the quilt culture the
bereaved person gained a sense of liberation from the powers of discrimination
which had previously worked to silence him or her.
Raphael' s anatomy of bereavement seems to be less firmly tied to stages than
either Dane's or Kubler-Ross' stage models. Indeed, Raphael makes a case for the
flexibility of her phases pointing out that they are not "clear-cut or fixed"
(Raphael, 1983, p. 33). However, her starting point is very similar to the denial
response noted by Kubler-Ross. Raphael has suggested that strong feelings of
unreality permeate the bereaved person's senses when they first hear the news of
death or the threat of death. They may even feel "distanced from the horror and
its implications, frozen in time" (Raphael, 1983, p.34). Such affect was clearly
experienced and reported by the people in this study and, as documented earlier,
they preferred numerous reasons as to why, initially, the threat of HIV I AIDS in
this country and in their personal lives should be denied - vehemently so in
many cases. But when the news was broken that HIV was here, in this country,
and in their lives, the shock and disbelief reactions noted by Raphael (1983) - and
by Kubler-Ross (1969) - became part of their sense of dislocation. Raphael explains
that as the bereaved person's situation consolidates and they begin to face the
reality of what is happening to them, various needs have to be satisfied.
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Many of the participants in this study expressed and described similar needs to
those outlined in Raphael's anatomy of bereavement. But they had to proceed
with great caution as they attempted to have those needs met. Stigma and
uncertainty often blocked their progress. For example, in the modification phase,
people needed to communicate with others about the disease, and their
anticipation of the death. But this was a risky undertaking for many, surrounded
by anxiety regarding what details would be 'acceptable' and to whom. Raphael
has also emphasized the importance of the bereaved having access to the body,
perhaps to touch or hold the deceased for one last time. She notes that difficulties
with adjustment to loss may arise if people are denied this kind of opportunity.
This, too, was an important issue for participants in this study, especially for
those whose friend or family member had died overseas and for those who dealt
with nervous funeral directors who would not allow viewing or an open casket,
because of the fear of infection. The choice of funeral director was limited for
some; the legalities of dealing with HIV I AIDS were often clouded with
confusion - what was permissable in the private arena may not be so in public;
special needs for storing, viewing and disposal of the body had to be considered
and in some cases contested. Some families in this study faced the additional
burden of debate with funeral directors in order to have their special needs met;
others faced a more protracted grieving process because those needs were not
met. The 'reality' of an HIV I AIDS death was often accompanied by a kind of
reverse thrust, stigma-and-fear mechanism which seemed geared to intensify the
denial response. As the bereaved tried to move forward on their mourning
journey the forces of stigma and prejudice exerted by people and organisations
around them generated fears in the bereaved which often thrust them back into a
position where they responded by denying aspects of their grief. This kind of
movement often impeded the facilitation

and consolidation

processes

connected with the return to reality, which Raphael describes as a pivotal part of
the bereaved person's healing process.
Raphael discusses the rituals of mourning, such as the funeral and burial, which
help to undo the psychological bonds to the deceased. Particpants in this study
described, in great detail, the funeral rituals, memorial services and the 'wakes'
which they had experienced. For some the positive and uplifting moments
outweighed the deep sadness of the final parting. But for several others their
experiences ranged from unsatisfying to upsetting and even demeaning. Instead
of feeling supported many of these HIV I AIDS bereaved people felt marginalised
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by both the unintentional and the deliberate actions of those around them during
funeral and burial rituals. This often added further burdens to their grief. Their
mourning process was stifled by stigma, and subverted by the fear and prejudice
of family, friends and society. These negative influences were manifest in a range
of complications which have been discussed earlier in this work (see chapter six).
Raphael suggests that one of the symbolic functions of a funeral is "to separate
the dead person from the living" (Raphael, 1983, p.37) but this is not necessarily
an appropriate interpretation in the New Zealand context. The sense that we are
constantly surrounded by our dead is an important understanding for many
Maori people. The presence of the dead is incorporated into many aspects of daily
living.
Many Maori acknowledge those who are dead and those grieving in
their everyday greetings. There is an underlying message that the dead
are all around us and that the grief felt by those alive is so significant
that it must be acknowledged before anything else. (Gatenby, 1998,
p.116)
Raphael's theoretical position was developed before AIDS emerged as a threat to
humanity. In her anatomy of bereavment, cancer is the scourge most feared. In
this context she advances the idea of the symbolic associations of contamination,
which is also a salient theme in the present study. Along with the fear of
infection from a virus which has no known cure came an equally insidious form
of contamination, which Raphael' s work does not, and cannot, contemplate.
Participants in this study were all affected, in different ways and in differing
intensity, by the additional overtones of sexual deviancy and drug abuse which
added a degree of blame, shame and denigration to their HIV I AIDS loss that
complicated their bereavment process.
There are many common threads discernible in the theoretical positions which
have been examined here. For example, some emotional reactions to loss
beginning with the initial shocked reaction to news of loss or anticipated loss
were comparable across the models. Anger, denial and depression were
significant constructs. The untimely nature of most deaths and the anticipatory
aspects of most bereavement experiences were also factors for these participants.
But there are also distinctive strands in each theoretical position which reflect the
unique historical, geographical and temporal contexts from which they have
evolved. A significant point of departure between the three extant works and the
description developed from the experience of the participants in this study,
388

relates to the notion of detachment. Until their discovery of the Quilt Project,
failure to find wholesome expression of their grief had seriously hampered the
process of healing for participants in this study. Through the creative mourning
task of making a quilt panel the bereaved were able to redefine rather than undo
their relationship bonds with the deceased. In the grounded theory description of
creative mourning which has been developed in this study, the goal of
transforming bonds with the deceased rather than relinquishing them seemed to
have provided a more effective resolution to the mourning process.
The art therapy principles (Johnson, 1987; Weiser, 1993) which were briefly
outlined in chapter three, underpin the creative mourning process in which
these participants have been engaged. Telling their stories through the medium
of a quilt panel has been a creative and liberating experience for them. It has
brought together therapeutic techniques of projection (Weiser, 1993) with
principles of externalisation (J ohnson, 1987) by using personal symbols and
imagery to create meaning. This visual-symbolic activity of quilt making has
facilitated a reworking of each person's traumatic experience (Johnson, 1987)
which has been far less intrusive than verbal translations (Weiser, 1993),
particularly in the early stages of their grief trauma.
Middleton, Raphael, Martinek and Nlisso (1993), have indicated that "relieving
traumatic anxiety takes psychological priority over mourning" (p.56). And it
seems that the creative endeavour of making a panel for the AIDS Quilt
Aotearoa New Zealand, has offered these HIV I AIDS bereaved people a unique
opportunity to work through trauma resulting from the loss of a family member
or friend and to move more successfully through the mourning process. Hawkes,
Yardley and Langley (1994) reflect on how this is achieved:
The quilt is part of a cultural psychology. The production of its images
and their presentation have an interweavement of meaning, purpose
and action. The images make a political statement and reinforce a
collective identity centred in the associated ritual and protocol. For
those who are creating the quilt, each panel provides the means to
communicate who they are and to contribute to positive change. There
is an assumption of shared knowledge which allows the bereaved to
relinquish the symbol of their intimacy with, and love for another
person, and give it over into the hands of strangers. And then literally,
to lay it at the feet of strangers. That shared knowledge is contained in
and protected by the ritual and the shared experience of surviving pain
and loss. (Hawkes, Yardley and Langley, 1994, p. 5)
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These observations resonate with the lived experience described by the bereaved
in this study. The "discrepancy between the world that is and the world that
'should be' " (Parkes, 1993, p.92) is reduced in the creative working through and
communication of ideas on the quilt panel. And, "Imaging, internally and
externally, is a11 integral part of human experience. It is central to organizing
information so that it can be felt, thought about, understood or acted upon "
(Comfort, 1985, 245-256).
Recalling the purpose and aims of the study

The

overall purpose of this study was to obtain experiential accounts from

people who had made a memorial quilt panel for someone close to them who
had died from an HIV I AIDS related illness. I wanted to know how it felt to
mourn for and memorialise a personal friend or family member whose death
was surrounded by social stigma. From their accounts I hoped to examine the
psychosocial components which the bereaved participants expressed during the
interviews and, in this way, to illuminate their grieving process. Following on
from this, I hoped to lay the basis for an appropriate helping intervention for the
HIV I AIDS bereaved. Three main aims were considered during the process of
analysis.
The first aim was to document a distinctive and socially important cultural
grieving practice manifest in a stigmatised group, the HIV I AIDS bereaved, in
New Zealand society in the 1990s. Chapters eight and nine, in particular,
document the quilt making process and the ritual occasions associated with the
Quilt. No consistent pattern was found in the way the participants learned about
the quilt project, or how they approached the task of creating their memorial
quilt panel. However, incumbent on a decision to create a panel, was the
observation of protocols set down by the New Zealand Quilt Project's
11anagement Policy Committee in relation to its size and shape. These also fit
with international standards. The name feature on the quilt panel was vitally
important for all participants; but, even so, in the prevailing climate of social
stigma some chose not to reveal the identify of their friend or family member in
such a way. Other attributions of significance were as diverse as the participants
themselves, with each person ascribing different meanings to their memorial
panel. Some emphasized a particular characteristic as being most important
while others pointed to completely different aspects. Each quilt panel was,
therefore, a unique and individual creation, a tangible psychological mirror
reflecting personal responses to memories garnered in the mind. Conversely, the
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ceremonies, rituals and journeys which have developed in relation to the
presentation and display of the completed quilts, such as the Presentation and
Unfolding Ceremonies, Candlelight Memorials and Beacons of Hope
observances, had many commonalities. These observances were the common
bonds which often brought the HIV I AIDS bereaved community together.
Within these communal ritual forms many local and cultural variations were
able to be expressed, so that individual needs were still acknowledged within the
more structured ceremonial occasions.
The second aim was to increase theoretical understanding of the nature of the
grief process in general and in relation to HIV I AIDS in particular. Many themes
which were noted in the first interview were repeated in successive interviews as
the participants' evaluations and commentaries on their loss experience were
perused. As the coding proceded and categories were developed and refined
throughout all of the interviews, detailed analysis began to give it shape. This
material, much of which is recorded in chapters five, six and seven, provided
rich data for theory building. The theoretical density of this study and the
challenge of identifying and forming "systematic statements of plausible
relationships" (Strauss & Corbin, 1994, p.279) in the data made it possible to
develop a grounded theory description of creative mourning which the thematic
material alone would not have facilitated. Some significant extant theories of
mourning were outlined in chapter three and later (in this chapter) compared
and contrasted with the description which has been developed from data in the
thesis. In this way a contribution to the theoretical understanding of the grief
process in relation to HIV I AIDS has been made; and, insofar as HIV I AIDS
grieving is part of a larger set of grief responses, an understanding of the nature
of grief in general has also been generated. However, this contribution is
restricted in the sense that the findings in this study are specifically related to
HIV I AIDS loss and grief and they do not necessarily extend to loss and grief in
general. Nevertheless, the development of a grounded theory description of
creative mourning has exceeded expectations for this aim.
The third aim was concerned with the formation of more adequate models of
helping including policies, attitudes and practices in relation to grief associated
with HIV I AIDS death in New Zealand. The recorded experience of the
participants in this study has offered insight into the nature and dynamics of
their transition through loss and mourning and in particular to the unique
dimensions of HIV I AIDS bereavement. For those who work with the HIV I AIDS
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bereaved, whether in a research or a therapeutic context, an understanding of
these dimensions is crucial. The complex emotional issues that are likely to
emerge in sensitive research of this kind place huge demands on the researcher;
and, when vulnerable participants or clients are asked to tell their stories, similar
demands are placed on them. Issues around death, dying, sexuality, criminality,
justice, shame and blame are amongst the most significant and delicate that
people have to negotiate with each other. As described in chapter seven (p. 246)
there is often a sense of dislocation for the storyteller who again re-lives the
experience of the past in the present interview situation. It is, therefore,
incumbent on the interviewer to have the skills to deal with any past unresolved
or reignited issues as they arise. Tears, laughter, fears, anger, doubt, distress and
myriad other emotions may permeate a single interview (see pp. 396-7). I believe
that my counselling skills, training and background were enormously valuable
in enabling me to provide a comfortable and safe environment for these
HIV I AIDS bereaved people to tell their stories and express their emotions.
Researchers doing this kind of sensitive interviewing must be aware of and be
skilled in dealing with the many emotional demands that will be part of their
work. Sound p0licy, positive attitudes and safe practices can only be developed
from research which reflects these values.
Counsellors and others working with the HIV I AIDS bereaved will need to be
aware of the complex grief issues where people are not only grieving for the loss anticipated and actual - of a loved friend or family member but also for the loss of
a community of support. The social death experience (see p.372) where the
HIV I AIDS bereaved often feel dislocated and cut off from the informal support
of friends, family and community, combined with the physical separation by
death of their loved friend or family member, carries with it a double burden of
grief. Because of their connections with a socially unacceptable disease and
through their relationship with a perceived sexually and/ or morally deviant
person the HIV I AIDS bereaved are often regarded as contaminated in some way.
At a time when they most need support and care they are often marginalised or
demeaned. Complex grief issues such as these are not always easy to understand
and call for special sensitivity, training and education for all people working in
the mental health field.
Mental health workers also need to be aware of support groups in the
community. Some areas have groups, such as the Otago Positive Support
Network (OPSN), which are already well established. Some have paid
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coordinators, others function on a voluntary basis. But there is a need for
ongoing support, educational and media initiatives in the network of care for the
HIV I AIDS bereaved. The third aim has drawn attention to the unique
dimensions of HIV I AIDS loss and the implications that these will have for
developing sound policy, positive attitudes and safe practice amongst all who
work to support the HIV I AIDS bereaved.
Limitations of the study

Grounded theory makes full use of the personal knowledge that the researcher
brings to the analysis. This is one of its strengths. But it must be acknowledged
that as the only researcher, coming with some understandings and subjective
knowledge, I may have precluded other understandings and knowledge. I have
endeavoured to minimise this by eliciting feedback from the participants and
they have been generally affirming of my interpretations. However, I believe that
the analytical process could have been enhanced by further interaction with the
participants as the analysis was developing. I did share details of the nearly
completed creative mourning model with two participants whose feedback
suggested that it encapsulated their experience. But wider discussion with the
participants may have contributed to further adjustment or validation of the
model.
This study has been carried out with a small group of HIV I AIDS bereaved people
in New Zealand where HIV infection is not widespread; therefore, some caution
would be needed in making transcultural applications of the results. However,
there may also be evidence for the transferability of these findings to other
contexts where there are small numbers affected or where geographical or
cultural contexts isolate or silence a population in some way. Because I have
provided adequate details of the methodology (including the sample, situations
and settings), linked the data to a theoretical framework, and used a multimethods approach, this study need not stand in isolation. These measures may
enable connections to be made with other studies that involve different
situations and settings (Johnson, 1999).
Methodological reflections

In this thesis, my decision to write elegaic story poems as an experimental form
of analysis (Richardson, 1994), alongside the more traditional prose forms to
achieve its aims, has meant the production of a rather large volume of work.
However, my earlier distrust of the NUD*IST technology which engendered fears
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of distancing myself from the data or distorting the participants' voices has been
largely overcome by including both forms of analysis - using technology and art in this work.
Johnson (1999) has linked concerns about 'trustworthiness' to the methodological
" 'horrors' of scientific research" (p.186), that is, the impossibility in either
quantitative or qualitative research of making "effective connections between
representations and their underlying reality" (Johnson, 1999, p.186). But she also
says they are not insurmountable issues: "the 'gap' between objects and their
representation can be minimised" (Johnson, 1999, p.186). And she sets out to
show how " 'Trustworthiness' measures - that is, certain good practices
have ...been used as a way of reducing the gap between an object of study and its
explanation" (Johnson, 1999, p.186). She endorses the views of others (Lincoln &
Guba, 1985; Robson, 1993) which suggest that "to ensure trustworthiness the
concepts of credibility, dependability and transferability better serve qualitative
assumptions thf!.n the notions of validity, reliability and generalisability"
(Johnson, 1999, p.186) which have been used traditionally in quantitative
methodology.
I have been able to address some of my concerns and enhance trustworthiness by
using a methodology which allows me to include both traditional and
experimental forms of analysis. For example, through experimental poetry
writing I have been able to discover for myself the value of "settling words
together in a new configuration" (Richardson, 1994, p.522). Richardson suggests
that such an approach "lets us hear, see, and feel the world in new dimensions.
Poetry is thus a practical and powerful method for analyzing social worlds"
(Richardson, 1994, p.522). In addition, some encouraging feedback from the
participants themselves has also helped to affirm the credibility of my work and
my decision to include both poetry and prose analysis. For example, one
participant has written that he was "deeply moved" by my poetic representation
of his interview story. He says, "You got it just right" (personal correspondence,
August, 2000). Another participant described the weaving of issues from her story
into a poem as "most moving" (personal correspondence, July, 2000).
The discovery of the parallel process between the research-sanctioned computer
assisted prose analysis and the experimental poetry analysis was also reassuring.
It seemed to exemplify the notion of dependability, in which clear, well-

documented and systematic approaches to the process of collecting and analysing
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data are open to the scrutiny of the reader (Johnson, 1999) and can be identified in
the thesis. Both the prose and poetic interpretations have been based on access to
the full transcript of each person's interview. Each text unit in every interview
has been represented in the prose analysis, while the elegaic poems have been
created from selected words and images in those interviews. Consequently this
thesis contains both a comprehensive and a summarised version of each
participant's contribution. This combination has, of course, contributed to its
length but it has also given credibility to the issues arising from the participants'
interviews. I have also explained my participant observer stance in the
methodological section (chapter four) and I have woven instances of my
participant observations and field notes into the text, in this and preceding
chapters.
The notion of "transferability is equated with external validity: that is, the extent
to which the findings are generalisable to other populations" (Johnson, 1999,
p.l87). Like Johnson (1999), I have tried to describe the details of the situation
and setting in which I gathered the data, and to show how the data link with a
body of theory. In this way others can judge whether the particular instances and
theoretical model which has been developed can be transferred to other settings.
As well, my own suggestions as to the transferability of the findings have also
been included earlier in this chapter.
As I reflect on the ways that the data for this research were gathered I am
intensely aware of the many courtesies that the participants have offered me. It is
critically important for me to affirm my allegiance to the people who have been
interviewed by including reference to aspects of the data gathering process that, at
first, may seem remote from academic considerations.
Rituals of encounter and farewell. Several spontaneous offers to stay overnight
in out-of-town participants' homes were extended to me. Our pre-arranged

meetings, usually at the bus, train or airport were followed by a ritual of
encounter - greetings, a journey to the participant's home, a shared meal and
sometimes karakia, and a chat by the fireside before the interview session.
Bishop's (1995) experience of the encounter rituals as "a metaphoric 'powhiri'
process in which there had already been an expression of the 'take' under
discussion" (p.88) aptly describes my own experience. On one occasion, a
participant who had collected me from the airport, encouraged me to take an
afternoon nap in her guest room while she prepared the evening meal, prior to
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one person, it revealed eloquently, what the participants themselves would not
or could not say directly to me.
Alternative discourse. Often the participants educated me, elucidating aspects of
the language and practices of their particular cultural milieu, with which I was

unfamiliar. One participant responded to my raised-eyebrows-query at his first
mention of the term 'trolley dollies', a familiar term in the gay vernacular but
previously unknown to me. He did not stop the flow of what he was saying but
simply slipped the explanation in as he continued talking.
At that stage in gay culture, American accents were pretty damned
seductive. And, you know, the 'trolley dollies' - stewards are called
'trolley dollies' in gay culture- and ... they were seen in the community
as ... 'be careful' ... (4:6)
Through my interaction with the participants I have become much more aware
of the subtleties of AIDS discourse. It decries the use of some descriptive terms.
When referring to HIV positive people it is important to avoid the use of labels
that portray HIV affected people as doomed, helpless, dependent or passive or
somehow deserving of the illness. Terms such as 'AIDS victims', 'AIDS sufferers',
'AIDS patients', or 'AIDS cases' tend to diminish and may even hurt the person
with the virus. Talk of 'innocent victims' implies that there are 'guilty' ones, who
are often linked to deviant activity associated with drugs or sex. A New Zealand
AIDS Foundation leaflet (1990) insists that "Everyone has the right to express
their sexuality and there are very few people who use no drugs at all. Everyone
who has HIV got it by accident." Nly researcher persona has become aware of the
language used to describe another person's experience, especially as I construct
meaning through the use of naming. Most participants were aware of the
marginalising potential of some language but when it came to describing their
experience not all were adept at avoiding the pitfalls.
A rich vocabulary of medical rhetoric also emerged throughout the interviews as
participants described the symptoms, illnesses, treatments and procedures
associated with HIV and AIDS with which they had now become familiar.
Emotional aspects. A full spectrum of emotions coloured the interviews. In

particular, a strong thread of humour was woven through the participant's
stories, sometimes serving as an effective counter-balance for the harrrowing
detail they contained. Quite often a brief chuckle, a guffaw - even a grimace, was
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used to alleviate mounting tension around a sensitive moment in a participant's
narrative. Sometimes participants described their embarrassment or anger or
frustration about something that had happened to them punctuating the
narrative with ironic laughter. A gentle laugh or a smile accompanied more
tender memories. At other times peals of laughter peppered the interview as a
participant recalled a particularly funny incident, a bawdy joke or an irreverant
image, and some members of the gay community seemed to have a penchant for
making fun of their own characterisitics and life style. The coffee mug from
which one man was drinking during our interview, bore the legend 'WANTED:
a man secure enough to do laundry, wash dishes, run the sweeper, dust, cook,
clean the bathroom- and strong enough to fool around afterwards.' Smiles and
laughter were also part of my own response to the humorous content and
process as it unfolded.
Two particpants were moved to tears as they recalled their experiences. At these
times we paused to consider the process. Should we stop or carry on? Using
imagery which clearly reflected the disturbance she felt, one participant
responded through her tears and nose blowing, " Oh, no, no. I'm fine. I'm fine. I
just didn't think memories could stir you up" (2:60). And there were also times
when a deep sense of reverence or awe pervaded our conversations. In fact, we
were exposed to a whole range of emotional experience in the course of a single
interview. The ethical protocols for this study had provision for emotional
emergencies (Appendix 5) but no participant requested or required such
assistance.
Ethnopoetics. Coffey and Atkinson (1996) suggest that in some interview

situations we can think about how actors orally 'perform' and what that reveals
about the social and cultural setting. They have identified such concerns with
oral performance as the "ethnopoetics of everyday life" (Coffey & Atkinson, 1996,
p. 76). It seems that many parts of the interview data in this study were
reminiscent of more natural story-telling occasions. Some of the stories that were
recounted in our research interviews had been told in other settings and would
be told again (Coffey & Atkinson, 1996) given a culturally appropriate setting. In
some the performance element was clearly evident. As, for example, with the
participants who relished the opportunity to test my reactions. "I hope you've got
a very broad mind ... Elizabeth" (1:530) said Warren, but Jvlargaret pre-empted my
response, "I'm srtre Elizabeth will appreciate this" (1:532) she declared, even as
they set about determining it. The participants became performers, and the
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research interview an opportunity to present their story. Some mild irreverance even bawdiness - seemed to be a counterpoint for the deep sadness of the larger
loss narrative in their story about a mug, with subtle erotic decoration, which
Warren's brother used to give him when they had a drink of coffee together. He
explained that he had never really looked at the coffee mug properly until they
were cleaning out his brother's house after his death. He promised to show it to
me later. But suddenly Margaret leapt to her feet saying "I've got to go and get
the damn thing!"(1:538) and she left the room, laughing. Meanwhile, Warren
continued to set the scene, building up to the climax. When Margaret returned
with a parcel for me to unwrap, I asked if I should leave the tape recorder going.
Warren warned me, in mock serious tones, that my laughter would be recorded
and my glasses would fog up. I decided to leave the recorder rolling. I was aware
that they were studying me, their audience, with scarcely contained mirth as I
unwrapped and scrutinsed the piece of crockery. After the denouement, our
mutual, recorded laughter captured the lightness of the moment and their
pleasure at antidpating my response. It seems that the social setting here was
permissive enough for these participants to risk a performance which had
intense personal meaning for them, in the hope that I, too, would find it
similarly illustrative.
Pilgrimage. In the preparatory phone conversation with Margaret, we had

discussed a journey to Cape Reinga which her husband, Warren, had undertaken
with the quilt panel, as part of a farewell ritual. In response to my interest in this
ritual, Margaret and Warren invited me to stay a further night in their family
home so that I could retrace the steps of that journey for myself. The formal
interview had been conducted the previous evening so I was freshly equipped
with the narrative of \tVarren's experience. Next morning I set out on my own for
the day long journey. The geographical terrain at the Cape was spectacular
enough but the landscape of my mind, with its reference point in last evening's
interview, superimposed a myriad of additional images onto the site as I trekked
out towards 'land's end', the northern-most tip of New Zealand.

When I

returned that evening, with my enlarged understanding of what this pilgrimage
must have been like for Warren, further rich conversation with my hosts
ensued. My fieldnotes record the sense of awe I experienced as I stood on the
promintory looking out over the windswept pohutukawa tree on the shore
below, the traditional site where the spirits of the dead depart from earth.
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Animal encounters. During my visits to participants' homes I was often formally

introduced to the canine and feline members of these households as I crossed the
threshold. My fieldnotes for 26 August, 1996, record my meeting with Sandy the
spaniel who checked me out, presumably found me to be non-threatening, and
then retreated to the outdoors. Later, Bosca, the participants' chocolate Burmese
half-breed, and a moggie called Annie, found places on my knee and close to my
feet as the interview progressed. There was a pleasantly palpable atmosphere
about this symbolic acceptance into the household community, for both the
participants and myself.
In another interview, the participant halted the dialogue to address the more
pressing needs of Alice, a restless feline who was wandering about the room. "
Oh! She wants to go - where do you want - do you want to go up here?
(Participant opens the hall door for her). Quick - in there - right? Bye!" (14:115).
And as Alice' s tail disappears from the room the participant resumes the flow of
our conversation as if there had been no interruption.
i;i!:i~~~~~~~~iiil In some cases the animal presence during the

interview process was far more significant. One
interview in particular records the movements
of Socks as he inveigled his way onto my lap where he stayed for most of the session. Each
time the 'moggie' turned around to make
himself more comfortable the participant invited
me to push him off. The transcript records her
instructions and my affirmation of Socks, who
seemed determined to stay. It was as if he was
......._-----....,.....---------'asserting his right to be part of the discussion.
FIGURE 36: 'Socks.'

Detail from Robyn's quilt panel

At the conclusion of the interview, while Socks was reluctantly unwinding
himself from my knee, Robyn told me that he was her late son's much loved cat;
and that the feline image on her son's quilt panel is of Socks himself. This was an
extremely poignant moment.
Another participant was sequestered from me by her three dogs as she sat on the
settee. Previously, each of them had tried, in turn, to jump up on my chair, and
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to nudge me out from behind. When their moves to unseat me were interrupted
by the participant herself they extricated themselves from the recording
equipment and snuggled up around her, still eyeing me with the suspicion that
such an interloper deserves. After a while they became bored with our
conversation and went to sleep. However, when the participant became tearful at
one part of the interview, they all roused a little and paid attention to her. One of
them actually licked her arm and looked up into her face. She smiled at him and
the tension of the moment passed. I was left with the distinct impression that her
canine friends vyere a great comfort to her as she coped with some of the more
stressful aspects of the interview.
In my own home I have recorded a moment where my elderly feline decided to
explore the cosy potential of a participant's lap. I apologised for my cat' s liberties
and invited him to leave. However, the participant visibly relaxed as he stroked
the cat, laughed, told me that my 'Dennis' was gorgeous and continued,
apparently undeterred, with the interview.

It would be tempting, perhaps, to dismiss these animal observations as trite,

perhaps even irrelevant to the interview situation. But Strauss and Corbin (1990),
contend that the imaginative use of personal and professional experience is an
important creative part of grounded theory. "It enables the analyst to see the
research situation and its associated data in new ways, and to explore the data's
potential for developing theory" (p.44). And, Eisner (1991) also avows that "what
is deemed relevant.. .depends upon the connections one is able to construct.
Those, in turn, depend upon perceptivity and imagination"(p.185). My
perception of these events casts them as significant moments in the emotional
ebb and flow of the interview process.
The subtext of grief. As previous researchers have noted (Kelly, 1988; Oakley,
1981), contrary to some traditional views on interview techniques, these
experiences did not compromise my position as a researcher; but facilitated my

understanding of the context of the particpant's loss and gave me the opportunity
to give something back to the people I had interviewed. My experience also leads
me to concur with Eisner (1991) who regards the whole interview context as a
primary source of information. He says that "actions within it constitute a subtext
that can reveal the meanings people share within that context. A quality
observed or a datum secured becomes a meaningful source of information as it
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fits into or relates to a larger constellation of events or materials" (p. 185). In these
interviews it was not only the spoken, recorded language of the participants but it
was also the body language, movements, interruptions, interaction with pets,
household members and memorabilia - all the little details, qualities and data
which illuminated the core dialogue and provided incremental meaning for the
participants and the researcher. I have chosen to reflect on these details in an
attempt to explore the subtext and to validate its place within the fullness of the
interview experience. The social scientific prose narrative of this thesis has
sometimes included vivid descriptive passages which are a deliberate attempt to
preserve the mood, tone and atmosphere of the original dialogue and
interactions. Eisner (1991) cites the works of social scientists such as Goffman
(1961), who has made social life "vivid"; and Bettleheim (1979) who has
employed "one of the most enlightened eyes in the field" (p.3) as worthy models.
These and other scholars have tried to make sense of the settings they have
studied "through language that is not tied to formalism or to theories that
abstract the vivid particulars into oblivion" (Eisner, 1991, p.3). I have drawn on
these models q_s a way of honouring the participants in this humanistic
enterprise.
Researcher's relationship with the participants. Each of the sixteen interviews in
this study is a narrative account of the storyteller's experience as witness to the
illness, death and loss of a loved one. Although I was a researcher in this role my

professional training and experience as a counsellor assisted me in interviewing
the bereaved. In the process of counselling, "It is important to explore the issues
of the relationship, the loss, social support, other stressors, background, and
family variables" (Raphael, Middle ton, Martinek & Misso, 1993, p.429). These
were also important issues for this research study. I understood the dynamics
operating in this form of interview, but more significantly I was perceived as
trustworthy and empathic. Despite some initial awkwardness with the tape
recorder, the participants quickly settled into an easy conversational flow about
their background knowledge of the HIV I AIDS epidemic. Soon after, we moved
into the more personal aspects of their stories. Although I had endeavoured not
to assign myself a privileged position, I was, nevertheless, keenly aware of my
status as a confidante. Most people were willing to share intensely personal
details about themselves and their family situations; and I became a witness, by
proxy, to some of the most intimate and difficult events in their lives.
I was also aware that membership in a particular group often confers a politically
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correct status on an individual; that gender, sexuality, socioeconomic, and
cultural factors may shape one to be a proper person to work only with like
persons. I was conscious that assumptions were likely to have been made about
my status. Given the variegated nature of the participants' backgrounds I was
bound to be perceived as conspicuously different by some, if not, by many. And, I
was aware of the possibility that these perceptions could have been barriers to my
acceptance. In the event they seemed not to be. The congenial and empathic
relationships established in the earlier phases of the research were reaffirmed
when, in the final stages, I contacted the particpants for permission to use
photographs of their individual quilt panels.
The participants' validation of me and my work and their interest in being part of
the study provides evidence of a sound basis of trust for the interviews. The
mutual pleasure of listening and talking on a topic that was absorbing for the
researcher and the interviewer, was palpable in each interview situation.
However, this was sensitive research and it carried with it a therapeutic loading.
As a researcher in this context I was aware of the participants' vulnerability no
matter how willing their participation. My researcher and counsellor roles were
sometimes blurred; and I was even aware of the counselling role dominating at
times. This seemed to have both positive and negative implications for the
research. When I was counsellor-as-interview er I was no longer being the
researcher; however, this shift did serve to facilitate a synergy which ultimately
enhanced the research relationship. Several participants expressed their pleasure
at having been able to participate in this research, and their gratitude that such a
project has been undertaken. Mary saw herself as participating in "a teaching
programme ... that helps people to move ... " (2:222). And she emphasized her point
about motivation being a crucial factor in becoming stronger, "so that we [the
bereaved] only hesitate, to look behind occasionally" (2:222). When I thanked
Mary for her participation she turned it right back on me. She thanked m e for m y
efforts and declared that this research makes it possible to "empower others with
lesser knowledge" (2:222). I tried to explain that I was really only the vehicle to
convey her story and the wisdom of her experience to others. But she looked
directly at me with a big, broad smile and replied, "Even if you got a vehicle you
still need a driver" (2:224). I believe that this kind of feedback, while very
flattering for the researcher, speaks more eloquently about the therapeutic
benefits for the bereaved of participating in this research. People whose stories
and experiences have been largely discounted by a homophobic society have
found affirmation and encouragement in the research interview process. They
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have also been comforted and strengthened by the knowledge that their stories
and experiences have intrinsic value for others.
Sacred stories. :My response to the participants' accounts is deeply visceral and
emotional. I have come to see these stories as sacred because they are the

palimpsest of each participant's grief given to me in trust. This response is shaped
largely by my professional model of counselling practice which incorporates an
appreciation of the terms of The Treaty of Waitangi and the principles of 'Just
Therapy' as practised by Charles Waldegrave (1990):
Instead of the traditional European dualistic world view that separates
physical and spiritual values, we have learned to respect the sacredness
of all life. Spirituality for us is not centred on organised religion, but on
the essential quality of relationships, and refers to the relationship
between people and their environment, people and other people,
people and their heritage, and people and the numinous. (p.7)
Waldegrave (1990) explains how people often come to therapy m a very
vulnerable state to share some of their deepest and most painful experiences:
For us, these stories are gifts that are worthy of honour. The therapists
honour them by listening respectfully for their meaning, and offering
new meanings which enable resolution, hope and self-determination.
This process necessitates a high view of humanity and relationships,
and as such is sacred. (p.7)
There is also growing support in the academic literature for such a view in
research. Lincoln and Denzin (1994) in their consideration of how the notions of
science and 'the sacred' fit together, suggest that there is already a movement in
qualitative research that is shifting away from the "Enlightenment wrench that
separated the soul from secular concerns" (p.583), towards a "sacred science"
(p.582) where concerns of the spirit are returning to the human disciplines. They
suggest that:
Such a science would link all its practitioners and participants in bonds
that are respectful of our humanity. A sacred science would be
supportive of our struggle for dignity. It would lead us to understand
hmv we can throw off oppression and help others to do likewise
(Lincoln & Denzin, 1994, p.583).
In tikanga Maori

the spiritual and sacred elements of oral literature, such as

these participants' stories, are openly recognised and valued.
The events surrounding times of serious illness, dying, death and
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grieving, are amongst the most sacred and important in Maori life
(Ngata, 1987:5). They are steeped with tapu (sanctity) and kawa
(ceremony). The rituals and customary practices are elaborate, te reo
(language), karakia (incantations), and waiata (chants and oral
literature) are symbolic and poetic, and the responses and reactions by
all are concerned, open and expressive. (Broughton, 1996, p.198)
These are the professional and cultural influences that have shaped my response
as a researcher to the participants' interviews. I see each person's lived
experience, the oral transmission of it, and the transcribed documents which
portray qualities (Eisner, 1991) and reflections on the illness, dying, death, and
loss of a loved friend or family member as an immensely important and valuable
taonga which has been generously given to me to inform this project.
At the outset of this project I was conscious of its very sensitive nature.
Therefore, I chose a methodological approach and an ethical framework which
would best enable me to take care of the participants' psychological safety (chapter
four). Now, as I reflect on the completed study and the participants' welfare I
wonder if there is any way that the results could be used negatively to further
stigmatise this group. Clearly, grounded theory researchers take on a huge
responsibility when they gather data from which they develop new theories. The
results of their work always has the potential to be applied less scrupulously than
they intended (Strauss and Corbin, 1994). However, if researchers were negatively
influenced by what others might do with the their findings then they might
never take up the opportunity to produce new and potentially helpful ways of
understanding people and their experience. I stand alongside this group of
participants in having taken the carefully calculated risk of 'coming out' to
partic1pate in this sensitive research. Issues of homosexuality, disease and death
embody all the ingredients on which sensationalism thrives. But, by presenting
the participants' stories and by 'coming out' with a grounded theory model of
creative mourning "embedded faithfully in the substantive data" (Strauss &
Corbin, 1994, p.281), I hope to have improved understanding of, and
consequently to influence policy decisions for this marginalised group, the
HIV I AIDS bereaved. I believe that this research, which has focused on ways to
meet the psychological needs of those who are attempting to cope with the loss of
loved ones to HIV I AIDS, will help to combat sensational thinking, stigma and
prejudice. I hope that ultimately, it will provide greater psychological safety for
the group.
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The need for new models
Sikkema et al., (1995), believe that it is "imperative to develop and evaluate
health intervention models that can assist those who experience, and will
experience even more often in the future, AIDS-related bereavement" (p.463).
While they acknowledge the descriptive studies which have documented the
prevalence and severity of AIDS-related bereavement, they claim that "little
clinical research attention has focused on ways to meet psychological needs of
those who are attempting to cope with the loss of loved ones to AIDS" (Sikkema
et al., 1995). Particpants in this study have attested to the fact that creating a quilt
panel has worked for them. Their personal reports of what the process was like
for them and what they have gained as a result of their participation in the Quilt
Project indicate that positive transformation has taken place.
The grounded theory description of creative mourning which has been
developed in this thesis could provide the basis for the type of health
intervention model that may help to meet the psychological needs of some
people affected by HIV I AIDS loss. It has at its epicentre the notions of transition
and transformation. It may be useful for policy makers and for those in the
helping professions whose attitudes and practices in relation to HIV I AIDS grief
have a profound influence on the healing outcomes of the bereft. Agencies
which provide HIV I AIDS grief counselling need to create places where the
marginalised bereaved can be encouraged to find an alternative voice and
identity. It is only by eliciting the stories from those affected by HIV I AIDS loss
and honouring them in creative ways that prejudice and stigma can be dealt with
effectively.
"Freire's conviction ... that every human being, no matter how 'ignorant' or
submerged in the 'culture of silence' he or she may be, is capable of looking
critically at the world in a dialogical encounter with others" (Shaull, 197011993,
p.14) has been borne out in the achievements of the participants in this study.
Provided with the proper tools for such an encounter, the individual can
gradually perceive personal and social reality as well as the contradictions
in it, become conscious of his or her own perception of that reality, and
deal critically with it. ... As this happens the word takes on new power. It is
no longer an abstraction or magic but a means by which people discover
themselves and their potential as they give names to things around them.
As Freire puts it, each individual wins back the right to say his or her own
word, to name the world. (Shaull,1970I1993, pp.14-15)
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Through the Quilt, each HIV I AIDS bereaved participant in this study has found
words to tell his or her story, to name the world and to reclaim their place in it.
Each person has woven the biography of his or her loved friend or family
member, into th~ fabric of human history and most feel comforted by the vision
and purpose of the Quilt.
Recommendatio ns for future research
The notion of telling personal stories, through the medium of personal images
captured in fabric, for both political and therapeutic purposes awakens many

possibilities. Further research into fabric memorialisatio n - for example,
comparing the Sudden Infant Death Syndrome (SIDS) quilt process with the
AIDS Quilt may provide additional insights into the area of mourning practices
and their usefulness as therapeutic interventions for the bereaved.
A special challenge for health professionals is to find relevant and practical ways
of facilitating the liberation of all those carrying the oppressive burden of
HIV I AIDS grief, so that they may be strengthened rather than subdued. Perhaps
this study will also strengthen the resolve of practitioners and policy makers to
support research which can develop creative ideas and strategies for a wider
understanding of how HIV I AIDS affects the lives and relationships of all whom
it touches. The findings in this study may provide a useful framework for
clinicians, service providers and others in the mental health field to become
involved in research investigations of disenfranchised loss in whatever context it
occurs. It may be that there are particular mourning needs and practices
associated with death from anorexia, murder or suicide, for example. Further
testing of the grounded theory description of creative mourning developed in
this study by replicative research would be desirable. Such research, with those
groups just mentioned, would extend the process further by testing out the
model beyond the context in which it was developed.
The grounded theory description of creative mourning developed in this study
also carries implications for the liberation of 'society' from the isolation of a
negative conditioning which frequently leads to violent acts of oppression. This
research has focussed on the participants' experience of making a quilt panel but
further research in the New Zealand context to explore some of the consequences
and effects of the Quilt on its viewers could be profitable. For example, given
New Zealand's very high rates of youth suicide and self harm (Coggan et al.
1997); and the links which have been made between youth suicide and
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homosexuality (Macdonald & Cooper, 1998), further investigation into the
prophylactic p0tential of the Quilt as an educational and health intervention
strategy for young people may be worthwhile.
Conclusion

The initial intent of this thesis was to discover what could be learned about
mourning from some people who have experienced an HIV I AIDS related
bereavement. It seems that in choosing to create a quilt panel in response to this
existential crisis in their lives these participants have experienced, in many
different ways, a sense of liberation from their code of common suffering. Using
art forms as a type of symbolic speech they have put their quilt panels 'out there'
and effectively severed the oppressive bonds of grief which threatened to bind
them to silence.
The participants have moved through a process of change, 'coming out' to form a
new and more positive identity as an HIV I AIDS bereft person. They have
emerged from an internal world where HIV I AIDS was an almost unknown
entity, and where expectations and assumptions of that world have been
challenged by the dislocating presence of the virus. In a testing new environment
where their sense of who they are has been severely threatened, they have had to
move through a liberating but often painful transition during which many habits
of thought and behaviour have been revised. Participants have discovered
themselves as their own healers passing various milestones of understanding as
they moved on{ sometimes slowly, but inexorably towards confidence in a
brighter future.
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Appendix 1: THE CONSULTANT FOCUS GROUP
Blumer (1969) notes the importance of interviewing a select group; of seeking
participants who are acute observers and who are well informed. "A small
number of such individuals brought together as a discussion and resource group,
is more valuable many times over than any representative sample" (p.41).
Bowser and Sieber (1993) suggest that "the innovative use of focus groups and the
participation of people closest to the research population can make the activities
of researchers beneficial to science, to communities, and to the research
participants themselves" (pp. 165 -166). And O'Brien (1993) claims that:
focus groups are a valuable and overlooked resource for researchers in
health behaviour and education. Not only can they help the
investigator to know the language his or her populations use to
describe their experiences, but they can acquaint the investigator with
the population members' values and styles of thinking and
communicating about topics central to the research. They can help a
quantitative [sic] investigator to ask useful questions and to ask
questions in a useful way ... .They can be helpful in any ongoing research
effort with populations that are vulnerable or understudied in some
way, because they demonstrate to members of the population that the
investigator is 'not just treating them as numbers' but is truly
interested in listening to them. ( p.371)
The following plan for including a consultant focus group in the initial phase of
the data gathering for this research, was based primarily on ideas drawn from the
work of Bowser & Sieber (1993) and O'Brien (1993) whose research studies focused
on AIDS prevention strategies.
Patton (1990) explains that focus group interviews are typically based on
homogeneous sampling where the purpose is to describe the experience of a
particular sub-group in depth. The focus group interview involves "conducting
open-ended interviews with groups of five to eight people on specially targeted
or focused issues" (p173). But Bowser and Sieber (1993) make it clear that there is
a subtle and important difference between their 'consultant' focus groups and
ordinary focus groups. Following their model, the members of this consultant
focus group were not simply respondents who provided information for the
researcher. Rather they were "empowered, as peers" (Bowser & Sieber, 1993,
p.168) to educate the researcher.
Planning for this group began in early November, 1995, through conversations
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with a key informant who was, at that time, the local HIV I AIDS coordinator for
Healthcare Otago Ltd. Since he was known and trusted within the subject
population, the participants were recruited through him. This was important
because trust for the researcher and the project is built out of existing trust. If the
recruiter models trust for the researcher, then the participants also have reason to
trust the researcher. Bowser and Sieber (1993) also stress the obligation that the
researcher has to honour the trust between the recruiter and the particpants. The
process of building rapport and informing the participants about the research
project began during the HIV I AIDS coordinator's initial contact with them.
Although the members of this group came from differing backgrounds they were
well-educated, fluent people who, it transpired, were previously acquainted with
each other. This, coupled with the basic criterion for inclusion in the group - that
each person had experienced the loss, through death from an HIV I AIDS related
illness, of someone close to them - was a unifying factor in the group's
experience. The literature suggests that participants who hold background
characteristics in common usually feel freer to express their views and share
personal experiences with similar, rather than dissimilar others (:tv1organ, 1992).
But Fontana and Frey (1994) also sound a word of caution about "the emerging
group culture" which may interfere with individual expression. They warn that
"the group may be dominated by one person, the group format may make it
difficult to reseaxch sensitive topics, 'group-think' is a possible outcome ... " (p.365).
While the skills of a group interviewer are not significantly different from those
required by an interviewer of individuals, it is clear that they do need to be
sharper in terms of managing group dynamics. These concerns were kept in
mind as the planning progressed. However, in the event no such domination
occurred.
Five people, two men and three women, including myself took part in the group.
A sixth member had agreed to participate but on the day was unable to attend.
The group met on a weekday afternoon in early December at the Donald Beazley
Institute, an independent research centre involved mainly in researching
intellectual disability, but also avaliable to other groups and organisations. The
venue was organised by the HIV I AIDS coordinator. The centre offered a
comfortable seminar room and recording environment at a location which was
familiar to ea,ch participant. The choice of meeting site was important.
Symbolically, the researcher's willingness to work in the participants' community
shows a desire to accept the group members on their own terms and to learn
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from them.
When the group was gathered, the HIV I AIDS coordinator introduced me and
affirmed the project. In response to suggestions in the literature I had prepared
some food and drinks for the group. Bowser and Sieber (1993) suggest that the
researcher serve finger food and eat with the participants before the group
formally begins. Carey, (1994, cited in Morse, 1994) too, believes that "such
courtesies as providing cookies and coffee to facilitate focus group interaction can
help to smooth data collection." However, the group consensus was for sitting
around the table, to eat and drink as the meeting progressed. This was, perhaps,
as much in the interests of saving time as any other consideration. These people
had voluntarily given up their afternoon to participate in the group. There was
no monetary recompense for them but they saw this as an opportunity to make a
positive contribution to their community. Apart from the taped evidence of an
occasional clink from a coffee mug on the table top where the small cassette
recorder and microphone were sitting, in plain view, this decision did not
interfere with the data collection. Rather, it seemed to provide a more relaxed
atmosphere where participants were able to talk freely about their experiences.
The meeting began with very brief introductions all round. I presented myself as
an acolyte and as "a representative from academia" ( Fontana & Frey, 1994, p.367)
telling the group that although I had read some of the literature I was not an
expert in this area. My stance was genuine. In fact, I was a learner since I had no
direct experience of their world. They were invited to be project consultants, and I
acknowledged my dependence on them and my readiness to listen. Fontana and
Frey (1994) suggest that the casting of "one's presentational self ... leaves a
profound impression on the respondents and has great influence on the success
(or failure) of the study" (p.367).
Because the group members seemed at ease with each other and were already in
informal 'discussion mode' I was able to move fairly directly into the formal
procedures. The participants were briefed on the proposed project and I affirmed
that the purpose of the group was for me to learn more about their experiences
and perspectives as HIV I AIDS bereaved people. This information would not
only help me to develop a set of guidelines for use in interviews to be conducted
during the second phase of this study, but would also help to orient me to new

a

field. Potential benefits of the research to the community were described and I
indicated that I was open to questions and willing to use the consultants'
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suggestions to expand upon, and adjust or correct, the initial list of benefits. A
statement of voluntary informed consent was read and guidelines for group
discussion, which I suggested, were adopted.
During these preliminaries I also informed the group of my intention to publish
results of the ens11ing research (but not the consultant group response). I
explained that the group participants were involved in helping to accurately
frame this research and this would be acknowledged in the 'acknowledgements'
section in the front of the final thesis. This could take the form of a group
acknowledgement but they might also choose to have individual names listed.
Bowser and Sieber (1993) stress the importance of assuring the participants that
they will not be exploited for the researcher's own personal and professional gain.
They point out that "participants would indeed feel exploited if their insights,
knowledge, and experience were taken from them without acknowledgement
and then used for purposes of which they might not approve" (Bowser & Sieber,
1993, p.169-170).
When all concerns and questions about procedures, purposes and intent were
addressed, I began by inviting responses to the first question and thereafter
moderated the discussion in as nonjudgemental a manner as possible. Bowser
and Sieber (1993) suggest that the moderator's questions be brief and clear; that
the directing of comments be short and to the point; and that the moderator's
role is specifically to observe and facilitate rather than to control. Instigating these
guidelines proved to be straightforward enough. My intervention was negligible
because this group had strong tendencies to self-moderate.
Group discussion was semi-structured. Before conducting the group I had
prepared a discussion outline that addressed procedural issues and listed five
starter questions. These questions were asked in a funnelling sequence (O'Brien,
1993, p.365), beginning with a general topic, to ease the group into the discussion
and leading to the specific interest area. Maximum participant responses to each
other's contributions was encouraged and a reminder given that there were no
'right' or 'wrong' answers - only the participants' own diverse experiences and
perspectives. Although they had an HIV I AIDS bereavement background in
common, it was clear, as the discussion progressed, that each individual had
experienced or perceived their loss in a unique way. The consultants were also
able to make helpful comparisons with the loss and grief experiences of others
whom they knew. This too was encouraged provided that the identity of any
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person not in the group was not disclosed. Before the meeting concluded there
was an opportunity for participants to discuss and evaluate how this consultant
group process had been for them.
The direct recording, on audiotape, of the thoughts, feelings, language and
opinions of people who had themselves experienced an HIV /AIDS related loss
was a valuable resource which I transcribed personally. The method used for
analysing the focus group data was based primarily on the procedure proposed by
Strauss and Corbin (1990) as part of their Grounded Theory Methodology. A
similar process has also been used by O'Brien (1993) to code the content of focus
group discussions. In that study focus groups were used to develop a health
survey questionnaire related to social relationships and AIDS-preventive
behaviour. Oliver's (1995) grounded methodology approach to interviewing and
analysing counsellors of disabled people also draws on the Strauss and Corbin
(1990) procedures and has provided a helpful model for collecting and analysing
these data.
Strauss and Corbin (1990) suggest three stages -Open, Axial and Selective coding
but only the first two of these were used in this analysis. Since the data were
obtained from one focus group, I did not have to compare data across groups.
Therefore, a less complex procedure using the Open and Axial coding approaches
was employed. Strauss and Corbin (1990) maintain that, "Though open and axial
coding are distinct analytic procedures, when the researcher is actually engaged in
analysis he or she alternates between the two modes" (p. 98). Open coding was
carried out in two stages; (a) unitising (b) categorising.
Open coding: (a) unitising. The transcript from the tape recording was read
several times to get a feel for the discussion climate, the kind of information
being conveyed and to consider the emotional tone. Then I went through the
transcript breaking down each page, paragraph or sentence into the smallest
section that would stand alone in its meaning. Some units were short phrases
and others were a full paragraph or even a page. Particular words or phrases used
by the participants to describe their experiences were listed in the transcript
margins. The first question yielded 49 items to be categorised.
Open coding: (b) categorising. At this step it was important to find some common
links within th~ 49 items listed. This was done by starting with one item and
finding the focus of what was being said in order to create a category. For example
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one person said "my life changed drastically". From this the category "significant
change" was created; and any other item where a significant change was
mentioned, referring to the participant's experience, was included in this
category. In this process it was important to ensure that an item would fit only
one category and that the item was not ambiguous.
Eventually 20 rough categories were established. But it soon became evident that
these formed around five main subject areas which included several subcategories. Each main category stood alone but was also homogeneous with the
other categories. A more detailed approach might have included noting a
participant's nonverbal behaviour as well; but for the purposes of this part of the
study it seemed more pertinent to stay with the verbal response to the questions
and the general discussion climate within the group.
No detailed analysis of the narrative or stylistic devices and techniques used by
group members was attempted. However, key emotional concepts, as I perceived
them, and metaphors used by the participants, were noted in the transcript
margins and listed together. The emotional concepts were then grouped into
categories according to their similarity in content and a summary statement was
developed to describe the general discussion climate in the group. Each metaphor
was listed with an explanatory note. Responses to each of the five main questions
were analysed in this way.
The next stage of the process, axial coding, is described by Strauss and Corbin
(1990) as being 'more focused and geared toward discovering and relating
categories in terms of the paradigm model'. This stage of the analysis required reexamination of the main categories found at open coding. Each one was looked at
in a different way by trying to go beyond the properties and dimensions already
discovered to find the relationships between the categories. In order to do this the
transcript was re-read to see if there was a phenomenon to which all data seemed
to be pointing. Axial coding, assisted in identifying the recurrent themes running
through the sub categories found at open coding. These eventually formed the
basis for the probes on the interview schedule to be used later in the study. A
copy of the completed analysis was sent to each participant for comment with a
reminder that neither the transcript, the analysis, nor the summary details would
be available to anyone other than the participants, myself and my supervisors.
Individual responses were all positive and no revision of the summary was
requested by the participants.
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Appendix 2: ORIGINAL PROTOCOL FOR THE STUDY
Creative mourning: The New Zealand AIDS memorial quilt.

Elizabeth Brooke-Carr, PhD Student
Education Department, University of Otago, P.O.Box 56, Dunedin.
This research will involve the study of 15 people from throughout Aotearoa,
New Zealand who have made a quilt panel for the New Zealand AIDS
memorial quilt. It will also extend to include those who have attended an
'unfolding' ceremony, those who have visited an exhibition, and those who have
worked as support people at quilt workshops and displays. The aim of the study is
to examine the significance of the quilt for people whose lives have been affected
by an HIV I AIDS related bereavement. The main purpose of the research is to
provide a broader understanding of the psychological suffering and loss of the
bereaved and to examine the quilt as a means of expressing personal grief and
facilitating hope and healing. These may be significant issues to consider when
planning education and mental health services in this second decade of the
epidemic.
The study will be conducted using a combination of interviews and
questionnaires. The participants will be interviewed twice. The two interviews
will be spaced several months apart. They will be scheduled at a time and a place
that is mutually agreeable to the participant and the researcher.
Several issues arising from the grief experiences of people who have experienced
an HIV I AIDS related bereavement will be examined in an effort to understand
the profound personal and social consequences of the epidemic. It is anticipated
that such topics as personal isolation; secrecy in maintaining relationships; guilt
by association; multiple losses; stigma in its many forms - including rejection,
loss of friends, and harrassment; financial well-being; support networks;
planning a memorial quilt panel; personal theories of loss; and adaptation to life
without the loved one will be explored with each participant.
Participation in this research study is completely voluntary. If a participant does
choose to withdraw, he or she may do so at any time without penalty.
Participants have a right to privacy. If they choose to be acknowleged their name
will be listed, along with others, as a consultant to the project. If the participant
prefers to remain anonymous, their name and all other potentially identifying
information will be withheld. Results will be made available to participants
following the interviews.
For more information, please phone Elizabeth Brooke-Carr at
(03) 477-9131 or (03) 479-8619.
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Appendix 3: INFORMATION TO PROSPECTIVE PARTICIPANTS
Creative mourning: The New Zealand AIDS memorial quilt.
Elizabeth Brooke-Carr, PhD Student
Education Department, University of Otago, P.O.Box 56, Dunedin.

I am a PhD student in the Department of Education, University of Otago,
working on a project entitled, "Creative mourning: The New Zealand AIDS
memorial quilt." The proposed research involves the study of 15 people from
throughout Aotearoa, New Zealand who have made a panel for the New
Zealand AIDS memorial quilt. The aim of the study is to examine the
significance of the quilt for people whose lives have been affected by an
HIV I AIDS related bereavement. The main purpose of the research is to provide a
broader understanding of the psychological suffering and loss of the bereaved,
and to examine the quilt as a means of expressing personal grief and facilitating
hope and heali11g.
The data for the study will be gathered in a single, two-hour, semi-structured
interview. The interviews will be scheduled at a time and a place that is
mutually agreeable to the participant and the researcher. If clarification of data is
required telephone interviews will be used to follow up.
Several issues arising from the grief experiences of people who have experienced
an HIV I AIDS related bereavement will be examined in an effort to understand
the profound personal and social consequences of the epidemic.
Participation in this research study is completely voluntary. Participants have a
right to privacy. If they choose to be acknowleged their name will be listed, along
with others, as a consultant to the project. If the participant prefers to remain
anonymous, th~ir name and all other potentially identifying information will be
withheld. Results and tape recordings will be made available to participants
following the i11terviews.
For mqre information, please phone Elizabeth Brooke-Carr at
(03) 477-9131 or (03) 479-8619.
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Appendix 4: INTERVIEW GUIDELINES
Creative mourning: The New Zealand AIDS memorial quilt
This research aims to explore and gain an understanding of what the New
Zealand AIDS memorial quilt means to people whose lives have been affected by
an HIV I AIDS related bereavement. The interviews will examine the subjective
experience of the participants: how they interpret, understand and define
HIV I AIDS and the Memorial Quilt in their lives.
The following questions will be asked in sequence. The interview will begin with
a general topic about the world in which the quilt panel was made (1). This will
include the anticipatory stage of the mourning process. It may also acquaint the
researcher with the participant's values and styles of thinking and
communicating. The focus of the interview will then move to a specific interest
area - the influence of social relationships on psychological health and healing, in
a stigmatised population (2- 5), and finally to a particular focus on the quilt and
its influence in the bereaved person's life (6 -12). Additional prompts are
included in this schedule as a checklist to ensure that the information provided
by each participant in response to a question covers the same general areas.

1. When did your personal experience in relation to HIV/AIDS first begin?
- ·what did you know about HIV I AIDS before (name) was affected by the virus?
- When did you first learn that (name) was HIV positive?
-How was this news conveyed to you?
-Who else knew about the diagnosis?
-How long did it take before (name)' s HIV positive status changed to fully
developed AIDS?
-How long did (name) live after this?
2. What has the experience of (name)' s death from an HIVI AIDS related illness,
been like for you?
- How has it affected i) your family life; ii) your finances; iii) your homelife
(relationships); iv) your health (physicat mental).
3. Were there any helpful things that peope did to support you?
4. Were there any unhelpful things other people have done?
-Intentionally. How did you deal with it?
- Unintentionally. How did you deal with it?
5. What other difficulties have you faced during the bereavement process?
- Were there any difficulties before (name)'s death? - How did you deal with
them?
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-Anything around the time of (name)'s death?- How did you deal with that?
- Anything after that time? - How did you deal with that?
6. What was the process of planning the panel like for you?
-When did you first learn about the quilt?
-What made you decide to make a quilt panel?
-Did (name) know that you were planning to make a panel for him/her?
-Did anyone help you with the planning or design?
-What features were you quite sure about including?
-Were there some ideas that you couldn't include for one reason or another?
-What meanings do the symbols on your quilt have ?
7. What was the process of making the panel like for you?
-Where did you work on it?
-Was there anyone who helped you?
-What did you think, or talk, about as you were working on your quilt panel?
-How long did it take you to complete your panel?
-How did yol.l know when it was finished?
-Have you wanted to add or change anything since then?
-What was the most challenging aspect of making your panel?
8. Has the process of planning and making the panel helped you to cope with
your loss?
-Can you recall your feelings as you approached the task of making a panel?
-Has the process had any direct influence on the prevention or reduction of your
distress I sadness?
-How did you think it would help at the start?
9. What else does your panel mean to you?
-What satisfies you most about your panel?
-How did you feel about parting with your panel?
-To what extent has your own self-identity changed during the process of creating
the quilt panel?
-To what extent has your understanding of (name)'s identity changed during the
process of creating a quilt panel for her I him?
10. What happened to the panel when you had completed it?
-How did you feel about this?
11. Do you have anything to say about the quilt as a whole?
-What would you say the quilt is about?
12. Is there anything else that you would like to say about
i) your panel,
ii) the quilt?
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Appendix 5: ETHICS STATEMENT
Creative mourning: The new Zealand AIDS memorial quilt.
Elizabeth Brooke-Carr , PhD Candidate
Education Department, University of Otago
The study will be designed in accordance with the Ethical Guidelines for Research
in Education as outlined in the Research Handbook for Staff and Students, 1995,
Department of Education, University of Otago.
The use of a small focal sample (15 participants) in this study should be helpful
for ensuring that the research, which involves people in extremely sensitive
circumstances, is ethically appropriate. A small sample will enable the researcher
to to take the time necessary for developing rapport with each participant.
Informed consent of the participants will be dependent upon the use of
documents (see letters and consent forms attached) that clearly outline the nature
of the research and the roles of both participants and researcher. The same ethical
standards will apply to other participants encountered during participant
observation.
All material is totally confidential and transcripts from the study will be shared
with participants after each of the two interviewing phases, enabling the
participants to comment. Deletions from or additions to the text may ensue.
Involvement of participants in sensitive research about their lives can change
people's attitudes about themselves thereby profoundly affecting them. The
researcher herself will be solely responsible for the collection of interview data in
this study. All tapes will be kept in a secure place by the researcher and all tape
recordings erased at the termination of the study. Similarly, any photographs
taken will be kept in a secure location and either destroyed or returned to the
participant at the conclusion of the study. No individual will be identified in the
final report. A summary of the completed report will be distributed to
participants. It will be made known that a full copy will be available for
consultation. Full acknowledgement of all assistance received during the project
will be made as far as can be done without breaching undertakings of
confidentiality.
The research may, in effect, act as a form of intervention in the lives of
participants as they discuss the quilt, the effects of the HIV I AIDS epidemic and
their grief experiences. If any participants should find aspects of the research too
personally sensitive, and whether or not they wish to continue in the study, it
may be necessary to refer them to local support services and health professionals,
thus any adverse effects will be dealt with and participants may withdraw at any
time.
Documentation pertaining to the recruitment and consent of participants is
attached, but written material distributed in the study in future will need the
approval of the Education Department's Ethics Commitee. Written material
which may be required for phases 2 and 3 is contingent upon the focus group
interview for which ethical approval will be sought independently.
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Appendix 6: CONSENT FORM FOR PARTICIPATION IN STUDY
CREATIVE MOURNING:
THE NEW ZEALAND AIDS MEMORIAL QUILT STUDY

Consent Form for Participation in Study

I, __________________________________ ___________ ,

agree

to

participate in the study of the New Zealand AIDS Memorial Quilt being
conducted by Elizabeth Brooke-Carr as part of her PhD thesis at the University of
Otago. The nature of this study has been explained to me by Elizabeth BrookeCarr.
In agreeing to participate, I understand that any information I convey to the
researcher, whether verbal, written or otherwise recorded, will be kept
confidential by the researcher, and that my identity will not be made known by
the researcher when the results of the study are recorded. I understand that I may,
at any time, <;:larify my own comments with the researcher and choose to
withdraw any comments that were made by myself.
I also understand that I will be kept informed of the outcomes of the research by
the researcher.

Signed: _______ ~------------------------------Date:

------~-----------------------
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Appendix 7: CONSENT FORM FOR THE USE OF INTERVIEW TAPES AND
PHOTOGRAPHS
CREATIVE MOURNING:
THE NEW ZEALAND AIDS MEMORIAL QUILT STUDY

Conse1;1t Form for the Use of Interview Tapes and Photographs

I, ------------------------------------- ------' give my consent
to be interviewed in the study of the New Zealand AIDS Memorial Quilt
conducted by Elizabeth Brooke-Carr as part of her Ph.D. thesis. I understand that
the interviews will be taped (voice only) and my statements will be typed for
later analysis by computer. I also understand that some of the study may involve
photographs of myself and/ or my quilt panel taken by the researcher.
I understand that any tapes or photographs made with my consent will be
destroyed at the conclusion of the research, or in the case of photographs, I may
request that they be returned to me.
I understand that it is my right as the participant to turn off the tape recorder or
request to have the taping cease at any point during the interview. I will also be
allowed to review the tapes and photographs; and I may request that any sections
of tape may be wiped out or withheld from the final report, and that any
photographs may b~ destroyed or withheld.
I understand that photographs of my quilt panel will not be reproduced in the
final report unless I give my written permission on a separate consent form
showing a photocopy of the actual photograph.
Signed:
Date:
Researcher:
Date:
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Appendix 8 : CONSENT FORM FOR THE USE OF PHOTOGRAPHS
CREJ\TIVE MOURNING: A RESPONSE TO HIV/AIDS LOSS
Consent form for the Use of Photographs
I, ----~---- consent to the inclusion of the photograph of the quilt
panel shown below in the final report of the Creative Mourning project.
Signature:
Date:

_____ _______________ _
\
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GLOSSARY OF MAORI TERMS
The following sources have been consulted in relation to the meanings of Maori
words used in this thesis.
Maori Language Commission Te Taura Whiri i te Reo Maori. (1992). Te Matatiki:
Contemporary Maori words. Auckland: Oxford University Press.
Ngata, H. M. (1993). English- Maori dictionary. Wellington, NZ: Learning Media.
Ryan, P. M. 1983). The revised dictionary of modern Maori. Auckland:
Heinemann.
Te Reo Tupu. Maori English Maori dictionary. CD ROM. (1998). Christchurch,
N.Z.: Electronic Reference Information Te Whare Hiko Rongo Korerotanga.
\tVilliams, H.W. (1844/ 1992). Dictionary of the Maori language (7th ed.).
Wellington, NZ: GP Publications.

Aotearoa

The name for New Zealand. Lit. The land of the long, white
cloud.

Araiteuru

The name of a particular marae; and of a particular canoe.

aroha

love, regret, compassion, longing, sympathy, voluntary
service, merciful, yearning, charity, touching, tenderness,
sorrow, reciprocity, to do something for aroha is to give
selflessly of oneself to another without expectation of reward.

aroha (-nui)

the suffix 'nui' means big, many, size, volume, quantity, hence
'arohanui' means an abundance of the above qualities.

awhi

wrap arms around, hug, cuddle, embrace, foster, cherish,
emotional support for, hence practical support for another
person.

hapii

pregnant, expectant, extended family, section of large tribe.

haririi

handshake, welcome.

He iti, he iti, kahikitoa a small tea tree (manuka).
He mate hou

a new disease.

He taru tawhiti

influenza, a thing from abroad, an imported disease.

hongi

smell, sniff, press noses in greeting; to acknowledge the breath
of life.
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hui

put together, to group, to meet, an assembly, conference,
convention, seminar.

IWI

tribe, bone, strength, people, community, nation, race, society,
social, a significant focus of energy and social development for
people affiliated to a particular iwi.

kai

food, consume, eat, feed, figuratively something offering
sustenance as in the proverb, "Ko te kai ate rangatira he
korero." Lit. Talk is the food of chiefs.

karakia

incantation, invocation, prayer, liturgy, worship, traditionally
used to bind the present to the past.

karanga

to call, summon, welcome, hail, to page, usually the first call
on a marae given by a kuia to welcome visitors.

Kati Huirapa Ki Puketeraki Marae the name of a particular marae at Karitane on
the Otago coast.
kaumatua

grown up, adult, elder, elderly, usually refers to an elder who
is regarded for their knowledge and wisdom shown to their
people.

kawa

beneficiary, ceremonial protocol, etiquette, formal protocol of
marae or group of people, each tribal group or marae has its
own kawa for welcoming and caring for visitors and
conducting their own affairs.

kawakawa

variety of shrub, a channel, depression, harsh, variety of
greenstone jade.

kete

basket, kit.

Kohanga Reo

language nest, school where Maori language and customs are
taught.

korero

tell, address, conversation, discussion, literate, speak, mythical
narrative, news, say, statement, given that the oral medium is
preferred in Maori, korero has a significant role in the culture.

kuia

old woman, grandmother, aged woman, this is usually a
person who is highly regarded for their knowledge and advice
to members of their family, hapu, iwi.

man a

influence, power.

manuhiri

visitor, guest, usually until the completion of welcoming
ceremony which establishes the relationship between host and
guest and thence becomes part of the host group.
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marae

courtyard, area of front of meeting house, often used for the
whole marae complex, including meeting house and dining
hall. Marae buildings often carry the names of significant
ancestors and hence are a focal point for descendants.

niho

tooth.

pakeha

strikingly different or different type of person, not Maori,
European.

patiki/patiki

various types of flounder, flatfish, sole, also the name of a
diamond pattern in Maori design that represents hospitality
and caring for others.

pohutukawa

a type of tree.

poroporoaki

farewell.

powhiri

to wave, formal ceremony of welcome, used for formal
ceremonies of welcome usually on marae where host and
guest establish ancestral links with one another and lay down
the purpose for the meeting.

rangatahi

modern youth.

rangatira

descended from chief, a noble person/ action/ thought,
admirable, aristocratic, elite, high born, source of inspiration,
high rank, ruler, chief (male or female).

take

subject for discussion.

tangata whenua

people belonging to a particular place, citizen by birth, host,
native of, the word tangata means person while whenua has
the dual meaning of land and placenta. At birth the placenta is
often buried in ancestral land hence increasing the significance
of the meaning of the term, 'tangata whenua'. Today, it is
often used as a generic term for people of Maori descent.

taniwha

water monster, chief.

tangi

the wailing of mourners, inner cry, cry, sound, quality of
sound (bells, dialect, pitch, intonation), weep, a dirge, to
grieve, lament, also used as a term for the process of mourning
for the dead that often takes place on marae.

taonga

prized possession, heirloom, anything highly prized, legacy, a
treasure, valuable resource, inheritance including language,
customs, assets, resources and property, often used in phrases
such as 'he taonga tuku iho' a treasure passed down by the
ancestors to be nurtured and passed on to future generations.
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tapu

elevated state of being, ceremonial separation, state of relative
sacredness of one to another, hallowed, divine, sacrosanct, set
apart, honour as holy, as opposed to 'noa' freed from tapu.

Te Maori exhibition A treasured collection of Maori artefacts and art forms.
Te Hokinga Mai

The return home.

Te Huinga; or Te Huinga Rangatahi 0 Nga Hau E Wha The name of a youth
group. Lit. The Gathering of the Young People of the Four
Winds.
Te Roopu Tautoko The name of a Maori trust group. Lit. the support
help group.

I welfare I

te wero

the way.

tikanga

true, genuine, rule, plan, observance, ordered, method, lore,
inner meaning of, formal habit, protocol, etiquette, ethic,
reason, cultural custom, significance, a complex system of
meanings and practices linked to an understanding of te reo
Maori (Maori language) as in the phrase "te reo me ona
tikanga 1\1aori". Each iwi has its own variation of both
language and tikanga.

tipuna

ancestor, grandparent, forebear, progenitor.

tiiahu

sacred place, raised mound, altar.

waiata

song, anthem, chant, paean, psalm.

wauua

spirit, life spirit, soul, psyche, essence of being, soul of ancestor.

whanau

be born, offspring, hence family group, bring forth, family, kin.
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