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ABSTRACT 

Title: Everything Changes: The Liminalities of Community Based Palliative Care 

Introduction: 

The inspiration for this PhD research developed out of previous research about women 

with cancer enrolled in the hospice programme. However, not all patients diagnosed with a 

life threatening illness enrol in a hospice programme and this was something I intended to 

explore further. In particular, I wondered if the narratives of people who were not enrolled in 

the hospice programme might yield insights about existing barriers to access to services that 

would be useful for their caregivers. 

The aim of the research was to 

• gather the narratives of people dying in the community with respiratory disease, renal 

disease, cardiac disease, neurological disease and cancer; 

• gather the narratives of people caring for them, both formal health professionals and 

informal carers; 

• identify barriers to the provision of palliative care for specific populations; 

• use a phenomenological approach to describe how people experienced their life world 

while receiving palliative care in the community. 

As the research evolved, the focus changed to explore the experiences of people as they 

transitioned from person to patient as their disease progressed, using the anthropological 

concept of liminality as a way of explaining this. 

Methodology: 

A qualitative approach was considered to be the most appropriate as the research aimed 

to explore the ways in which people diagnosed with life limiting conditions managed their life 

world. This included their close and extended family, work, activities, spirituality, health and 

home. 

Discussion: 

Participants were initially enrolled through hospital based specialists from five 

specialties- Cancer, Neuroscience, Renal, Cardiac and Respiratory. Because of difficulties 



with recruitment, something not uncommon in palliative care research according to the 

literature, enrolment was expanded to general practitioners who identified suitable 

participants from their practices in the community. 

111 

Including patients from non-malignant life threatening conditions provided an 

opportunity to identify areas of need in these people and their families. Non-malignant 

disease makes similar demands on patients, families and general practitioners yet malignant 

disease is more likely to have the terminal phase identified so that people can access palliative 

care services. One of the surprising things in this study was the number. of caregivers, usually 

spouses, who also had life limiting conditions thus increasing the level of burden experienced 

not only by them, but also their families. 

Conclusion: 

The need for palliative care services for people with non-malignant conditions is well 

recognised in the literature. This research identified barriers and needs of individuals and their 

famili(is with non-malignant conditions in comparison with those with malignant conditions. 

Understanding the burden families experience and how they rely on health professionals to 

assist them to cross the liminal space between person to patient will assist in developing 

collaborative ways of working to provide palliative care for these individuals and their 

families. 
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CHAPTER I INTRODUCTION 

For me, anthropology is about embarking on a voyage through a long 
tunnel. Always, as an anthropologist, you go elsewhere, but the voyage is 
never simply about making a trip .... Loss, mourning, the longing for 
memory, the desire to enter into the world around you and having no idea 
how to do it, the fear of observing too coldly or too distractedly, the rage of 
cowardice, the insight that is always arriving late, as defiant hindsight, a 
sense of the utter uselessness of writing anything and yet the burning desire 
to write something, are the stopping places along the way. At the end of the 
voyage, if you are lucky, you catch a glimpse of a lighthouse, and you are 
grateful (p. 2-3), (Behar, 1996). 

Background 

1 

The inspiration for this thesis developed from my Masters research where I carried out a 

study on the embodiment of women with cancer who were dying and who were also enrolled 

in the hospice programme. This led me to speculate about the experiences of people with non

malignant disease who were dying and who were not enrolled in the hospice programme. 

What I had found in the earlier research was that there was a heightened sense of uncertainty 

about what was going to happen to the women next. Their social roles were changed as their 

bodies became affected not only by the disease but also by treatment and they had to manage 

these changes as best they could. I found myself wondering about how people living with 

life-limiting and life-threatening illnesses in the community were occupying their places and 

spaces and about the liminality of living with such an illness. I also wondered if the narratives 

of such people might yield insights about existing barriers to access to services that would be 

useful for their caregivers and for service providers. 

The available literature that has begun to emerge indicates that people with non

malignant diseases have at least as much, if not more need as those with malignant disease. 

The difficulty with non-malignant disease is that the need goes on for longer; many people 

live with their condition for several years prior to requiring palliative care and entering the 

end-of-life phase. Services have historically been developed around people with cancer, for 

example, hospice services, and adapted for those with non-malignant conditions, not always 

successfully. A rehabilitative medical model of care has evolved and it is important to 

understand how and why this has happened in order to identify what sort of care would be 

best for this group of individuals. This thesis expects to address this in order to improve end 

of life care for people with non-malignant disease. 
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In order to progress this vision for excellence in palliative and supportive care and break 

through institutional procedures and barriers that may inhibit a person from receiving 

palliative care, evidence needs to be provided. The best way to gather such evidence is to talk 

to the people concerned, not only patients and their families but also the health professionals 

providing the care. This thesis has attempted to do this in order to identify gaps in care and 

suggest ways in which these might be addressed. 

The participants in this research willingly gave of their time. Their narratives enabled 

me to build up a picture of their lives prior to their diagnoses as well as their lives after. The 

interview schedule included questions about how they felt their family had been affected by 

their diagnosis; how much they understood about their diagnosis; the ways in which their own 

lives had been affected and asked for their suggestions about what could be done to make life 

easier for them. 

Research with people receiving palliative care is difficult, not only because the 

participants may die during the course of the research, but because attracting suitable funding 

is difficult with many more resources being put in to cancer prevention and treatment 

research. A further barrier could be the practical difficulties of carrying out such research 

ranging from the perception of ethics committees and their role in protecting 'vulnerable' 

people, to ensuring cultural appropriateness. Both these issues are discussed in the Methods 

chapter of this thesis. 

Research Topic and Aims 

Drawing on my own background as an anthropologist, I use a hybrid of medical 

anthropology, sociology, human geography and health sciences throughout this thesis, 

focusing on anthropological enquiry for theory and methodology, and the more applied and 

outcomes oriented approach of health sciences. 

Using such an approach resulted in two parallel areas of enquiry. One is the availability 

and provision of services for people who are dying from non-malignant disease in the 

community and the other applies the anthropological concept of liminality to the 

phenomenological experiences of how the life worlds have changed for the participants in this 

study. In particular, this concerns their transition from people to patients using the 
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anthropological concept ofliminality to explain this transition and whether, once they have 

become patients, they ever move out of this liminal zone and all it implies during the terminal 

phase of their illness. 

The aim ofthe research was to 

• gather and analyse the narratives of people who are dying in the community with 

respiratory disease, renal disease, cardiac disease, neurological disease and cancer; 

• gather and analyse the narratives of people caring for and about those who are 

dying, both formal (health professionals) and informal carers; 

• identify barriers to the provision of palliative care for specific populations; 

• assess the extent to which the gap in care identified in previous research exists in a 

larger sample; 

• use a phenomenological approach to describe how people experienced their life 

world while receiving palliative care in the community. 

A qualitative approach was considered to be the most appropriate for this research. 

Because the research is about how people experience their life world while living with a life

threatening illness, the analytical process was interpretive and thematic within a 

phenomenological framework. This resulted in rich data being obtained and in writing up the 

research I focused on the existential nature of the participants' lived experience. 

Structure of Thesis 

Chapter Two discusses the literature pertinent to the current research. It is quite an 

extensive review and is divided into four sections for the sake of clarity. The first section 

reviews the literature pertaining to palliative care in general, discussing the development and 

application of palliative care over time, including the evolution of the hospice movement. The 

second section reviews the literature in relation to caregiving, both formal and informal. The 

third section focuses on the literature about the diagnoses of the participants, specifically non

malignant respiratory, renal, neurological and cardiac disease. Because a group of 



4 

participants with malignant disease is being used to provide a comparison to those with non-
; 

malignant disease, some of the literature about living with cancer is also included in this 

section. The final section of this review discusses the literature relating to liminality and rites 

of passage, particularly with regard to health settings. 

Because ofthe large amount of literature relating to palliative care, I restricted the 

search to the ten years from 1998 to 2008, adding in literature from earlier years that had 

relevance or was seminal and that of recent years as it came to hand. This resulted in over 

3 00 papers being reviewed. I widened the part of the review that focuses on research to the 

last twenty years to trace the development of palliative care research over that time and this 

yielded a pattern of research that swung from quantitative to qualitative and back again, 

culminating in an increasing emergence of mixed methods research. 

Chapter Three discusses the methodology used for this research. The setting for this 

research included both urban and rural areas of Otago. Along with the development of the 

research proposal, and the decision about which method might be most appropriate in order to 

gather the necessary information to inform suggested recommendations, I also discuss the 

cultural process of consultation with Maori as required under the Treaty of Waitangi while 

carrying out research in New Zealand. The rigours of gaining the approval of the Southern 

Regional Ethics Committee and the Otago District Health Board Research protocols are also 

outlined. The difficulties with the recruitment process and the ways in which I had to adapt 

this process to attract sufficient participants is also discussed, and finally, the way in which I 

carried out the analysis is described. 

Chapter Four discusses the 'life before' diagnosis. This sets the scene of the 

participants' lives prior to becoming ill as a way of describing their pre-liminal state. The 

participants' lives before diagnosis provide a sense of who they were as people and a 

backdrop against which their diagnoses, subsequent treatment and experiences of liminality 

can be set. Life before diagnosis is presented by participants as a time when they were just 

ordinary citizens, living ordinary lives and partaking in social activities with family and work 

colleagues. There was a strong sense of wistfulness for this relative normality from having to 

adapt to a life that is far from normal. 



5 

In Chapter Five I discuss the symptoms pre-diagnosis, the diagnostic process, and the 

effects of the diagnosis on the person, their family and colleagues and the negotiations that are 

required in the interactions with health professionals and medical systems. This period in 

participants' lives assumes great significance as previously every day normal aches and pains 

become potentially ominous. This is the period when participants describe becoming someone 

with a life-limiting illness. In Section I, I outline each diagnostic group with a brief 

description of the condition. Unlike the literature review, which has a broader explanatory 

framework of the diseases suffered by the participants, the definitions in this section will be 

only in relation to their individual diagnoses. Section II examines the symptoms leading up to 

the diagnosis and the diagnosis itself which were different for each group. Section Ill follows 

with a discussion about the diagnosis and how participants managed their lives as they 

transitioned from the pre-liminal space they occupied pre-diagnosis to the liminal space ofthe 

medical encounter which was, for most, unfamiliar territory. 

Chapter 6 describes life following the diagnosis. Participants have been through the 

initial medical encounter and their accounts suggest that they have emerged changed in some 

way that is reminiscent ofVan Gennep's (1960) definition of Rites ofPassage. The first 

section explores participants' accounts oflife following the diagnosis, the treatment they 

received or were receiving at the time of their interviews, and how it affected them and their 

family. In the second section, I discuss the support they received, both from informal and 

formal care providers. The third section examines participants' accounts of inhabiting liminal 

space while waiting for cure and/or death. It also troubles conventional definitions of 

liminality. It is clear from participants' accounts that the liminal zones they inhabit as people 

with a terminal illness are multi-layered and complex. 

Chapter 7 discusses the results of this research and the anthropological concept of 

liminality and the way in which it is applicable to the findings. This chapter includes a 

comparison between malignant and non-malignant disease as exemplified in this present 

research and identifies similarities and differences between the two. The application of 

possible theoretical frameworks as a way of explaining the results is discussed along with 

barriers and models of care and finally liminality as it is experienced by the participants and 

how this concept influences the way in which people live with life-limiting and life

threatening conditions. 



The final Chapter offers my conclusions and recommendations for the provision of 

palliative care for people who are living with life-limiting and life-threatening conditions in 

New Zealand. Liminality is a diverse multi-dimensional experience tiered in a way that 

participants and their families move in and out of liminal zones, not only longitudinally but 

also linearly. They may leave liminal spaces and places but always remain liminal people. 

With regard to receiving palliative care, I propose models of care that are supportive, while 

recognising the unique requirements of palliative care with clear lines of responsibility and 

adequate training and education for all those involved in providing palliative care to people 

with non-malignant disease and their families. 

Definition of Terms 

6 

I have used the terms 'life-limiting' and 'life-threatening' throughout this thesis and 

they warrant an explanation. 'Life-limiting' means that the effects of the disease limits the life 

of the person and indeed shortens the life expectancy. 'Life-threatening' is used towards the 

later stages of an illness when death will occur sooner rather than later and life is literally 

threatened. 

The terms multidisciplinary and interdisciplinary also warrant some explanation of the 

way I have used them in this thesis. A multidisciplinary team is a group of health care and 

social care professionals who provide different services for patients in a co-ordinated way. 

Members of the team may vary and will depend on patients' needs and the condition or 

disease being treated. An interdisciplinary team comprises members coming together from 

different disciplines to discuss the care of one particular patient. However the differences 

between the two groups are debatable and can be confusing. 

Caregiving is defined as informal- that is family members or friends looking after 

somebody who is living with a life-threatening illness; or formal- doctors, nurses, allied 

health care professionals such as social workers, physiotherapists, occupational therapists and 

paid care workers. 



Summary 

In identifying themes and reconstructing the participants' life stories, I have attempted 

to elucidate how they manage their life world within the construct of the 'rites of passage' 

process and an understanding of how the concept ofliminality influences this. For example, 

do people go into a liminal zone when they encounter the medical system and are hospitals 

liminal places where time stands still for a while? Do people rely on health professionals to 

guide them in negotiation or in crossing the liminal space they inhabit? Do their caregivers 

also enter a liminal space where their lives go on hold while caring for their family member? 

7 

With regard to the provision of services, how are people in the community living with 

life-threatening and life.-:-limiting disease? Are participants aware or informed of their 

entitlement to palliative care services despite the fact that they were all expected to die within 

twelve to eighteen months of referral to the project? Who is providing palliative care to them, 

and are they receiving adequate support services? Is there a multi- or inter-disciplinary 

approach to their end oflife care? 

It is anticipated that these questions will be answered in the course of this thesis as 

participants describe their passage across the liminal divide of the medical encounter. 



8 

CHAPTERII LITERATURE REVIEW 

Introduction 

This literature review is divided into four sections. The first section reviews the 

literature pertaining to palliative care in general, discussing the development and application 

of palliative care over time, including the evolution of the hospice movement. This provides a 

framework for palliative care in the community, the focus of which is the purpose of this 

present research. The second section reviews the literature in relation to caregiving, both 

formal and informal. Formal caregivers are those who are health professionals, such as 

doctors, nurses and care providers. Informal caregivers are family and friends assisting in the 

care of people living with life limiting and life threatening illness. Some of this literature is 

included in the general section on palliative care however caregiving in particular requires a 

more focused review. The third section focuses on the literature about the diagnoses of the 

participants, specifically non-malignant respiratory, renal, neurological and cardiac disease. 

Because a group of participants with malignant disease is being used to provide a comparison 

to those with non-malignant disease, some of the literature about living with cancer is also 

included in this section. The final section of this review defines liminality and then discusses 

the literature relating to liminality and rites of passage, particularly with regard to health 

settings. 

A search was carried out of the Expanded Academic Database using the keywords 

palliative, malignant, non-malignant, community and caregiving. This resulted in a large 

number of papers and approximately 330 were reviewed for this chapter. The majority ofthe 

literature emerged from the United States and the United Kingdom. Australia produced 33 

papers and Canada 32, perhaps this reflects the willingness ofthose governments to invest 

money for research into palliative care. Only 14 papers were from research carried out in 

New Zealand. Sweden had ten, The Netherlands six, Germany and Brazil three each and 

Belgium, Spain and Greece one each. The way in which palliative care services have 

developed in New Zealand has mirrored that of the United Kingdom in particular, perhaps 

because the health system in New Zealand is closely aligned with that ofthe United Kingdom. 

There is a dearth of literature published from New Zealand, despite the amount of research 

that is currently being done in the New Zealand context. 
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Because of the large amount of literature relating to palliative care, I restricted the search 

to the ten years from 1998 to 2008, adding in literature from earlier years that had relevance 

to the topic in question or were seminal, for example, Dame Cicely Saunders' book, published 

in 1989, where she discussed the four cornerstones of care as being physical, psychological, 

social and spiritual, Van Gennep's (1960) Rites ofPassage and Turner's (1977, 1986, 1990; 

1969) work on liminality. 

Section 1: Palliative Care 

The World Health Organisation (2004) describes palliative care as, 

an approach that improves the quality of life of patients and their families 
facing the problems associated with life-threatening illness, through the 
prevention and relief of suffering by means of early identification and 
impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. 

According to the New Zealand Palliative Care Strategy (2001) the palliative care 

approach is "a holistic approach to care, informed by the knowledge and practice of 

palliative care principles and which promotes a person's physical, psychological and social 

well-being" (p. 2). The strategy states that, 

each person who is dying should have access to clinical care that includes: 

• access to medical services (including primary care and specialist 
services), domiciliary nursing services, and equipment to provide 
symptom control, nursing and medical management 24 hours a day, 
seven days a week, in the community 

• access to inpatient care for respite care and/or control of symptoms 
that cannot be adequately controlled in a community setting; 
inpatient care should be provided if required or preferred 

• bereavement counselling and spiritual care for the person, and their 
family/whanau, before and after death to assist them to work 
through their bereavement (p. 9). 

Conway (2007) has criticised the way palliative care has evolved believing it has 

become medicalised and routine with bereavement care left to 'talking therapies 1• The idea of 

community involvement had been neglected with the focus on the individual in palliative 

A psychological approach where, instead of medication, patients and families are encouraged to talk 
about their feelings and experiences. 



care, resulting in what he called the 'disadvantaged dying', being those with non-malignant 

diseases and those suffering social disadvantage such as ethnic minorities and the aged. In a 

later paper, Conway (2008) also noted that community oriented public health approaches to 

palliative care could be a key way forward for care that goes beyond the limits of medical 

approaches. Sociologically informed beliefs and practices can support the development of 

public health approaches in palliative care both for and with communities. 

10 

A health promotion approach to palliative care for those living with serious life

threatening illness was first suggested by Alan Kellehear (1999), who concluded that such an 

approach would provide information and education in decision making, personal and social 

support and enable adjustment to living with chronic illness. Health promotion is not just 

service provision, but involves research, community and policy development. A public health 

approach to improving the experience of people who are dying has the potential to improve 

quality oflife, reduce caregiver morbidity and premature mortality. The 'baby boomer' 2 

generation has an unprecedented life expectancy with many dying from chronic illnesses and 

will require palliative care in the future, thus it is essential that palliative care is promoted by 

healthcare providers (Miller & Ryndes, 2005). 

People with a terminal diagnosis may outlive their life expectancy and exist in a social 

role liminal zone between sick and dying. Communication is important to understand the 

medical situation and to put that information into the context of people's lives when planning 

end oflife care (Bem-Klug, 2004). This is something also addressed by Hawthorne and 

Yurkovich (2003) who suggested in their review that the practice of palliative care needed to 

shift from a predominance of science to the recognition of the nature of relationships between 

patients and health professionals. "The end of a person's life is extremely important and a 

time for gentle closure" (p. 265), aided by health professionals who enable the process of 

dying to take place in the best possible way given the circumstances. 

Cassell (1999) raised a concern that has since been expressed by others (Clark & 

Seymour, 1999; Glare, 2004; MacLeod, 2001) that palliative medicine is becoming a 

technical activity rather than one meeting the needs of people who are dying and their 

families. Evolving in the context of religious pluralism, scepticism about medicine, health 

care consumerism and reflexivity about the body and the self, palliative care is a 

2 Those born between 1946 and 1964. 
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manifestation of certain problems rather than a solution in response to the needs of the society 

in which it operates (Clark & Seymour, 1999). Clark (2002) later noted that "all physicians 

face the problem of balancing technical intervention with a humanistic orientation to their 

dying patients" (p. 905), a challenge for which they are only partially trained. Clinicians need 

to learn a knowledge base in order to develop and maintain the ability to provide accurate 

prognostic information to patients and their families "so that they can set realistic goals, 

priorities and expectations for care" (p. 10) (Glare, 2004). 

Hancock et al (2007) examined the literature relating to truth telling and prognosis and 

concluded that health professionals were reluctant to discuss prognosis and end of life issues. 

Reasons for this included the professional's own discomfort, uncertainty about the illness 

trajectory, cultural differences or family requests to withhold information. Their 

recommendation was that health providers have communication skills training to assist them 

in initiating these discussions to enable patients to discuss prognosis and end oflife issues 

without becoming increasingly anxious so that they can share in decision making about 

appropriate treatment. Khatcheressian et al (2008) noted a paradox about discussing end of 

life care with patients and families. Many patients themselves do not want to discuss difficult 

issues with the Oncologist, but will discuss them with other physicians who may fmd such 

discussions too difficult, even when well trained at giving bad news. 

A tool for end oflife discussions has been developed by Menkin (2007). A card game 

that provided a vocabulary for patients to voice their needs and concerns and share ideas was 

developed initially to assist people with intellectual disabilities, their family members and 

carers to have conversations about end of life care. Clinical experience to date has found the 

cards to be beneficial. Further research is being carried out to evaluate the use of this tool in 

both inpatient and outpatient settings. A teaching tool called 'Oncotalk' 3 for communication 

skills training for postgraduate trainees has been found to be useful, especially for non

malignant conditions that require communication about end of life care (Back, Arnold, Baile 

et al., 2007). It has recently been adopted and adapted by the Royal Australasian College of 

Physicians Chapter of Palliative Medicine for use by all their advanced trainees. 

This tool was designed specifically to train doctors to communicate about the end of life with people 
with cancer. 
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Ira Byock (1996) approached the paradox between suffering and a sense of well being at 

the end of life by conceptualising dying as part of the milestones of development in the 

human life cycle. He pointed out that this developmental approach4 is a framework against 

which clinicians can anticipate issues which may cause suffering in the person who is dying. 

"The touchstone of dying well- the sense of growing individually or together in the midst of 

dying- is that the experience is of value and meaningful for the person and their family" 

(p.251). 

Patients had little influence in decisions about providing curative as opposed to 

palliative end stage treatment. Reporting an intervention aimed at increasing patient 

participation in decision making, Prigerson (1992) found that this intervention did not 

recognize those who would not accept the prognosis, particularly in cases of malignant 

disease, with patients insisting on continuing curative treatment despite all the odds. Their 

study condemns teaching hospital physicians as being more likely to treat rather than refer for 

palliative care. However one needs to be cautious about such condemnation and recognise 

that in the face of such resistance, physicians may prefer to monitor these patients themselves 

rather than have them going to other doctors who may have a more experimental approach. 

End of life advance planning and support issues are often not discussed within families 

until somebody becomes ill. Presenting information in such a way as to lead patients to a 

particular choice violates the ethical principle of truth telling, yet once the patients have a 

good understanding of their illness and available treatment options, they will be in a better 

position to evaluate whether or not they agree with the doctor's advice (Gilligan & Raffin, 

1996). Reluctance to discuss end of life preferences with physicians may result in 

unwarranted interventions for seriously ill patients (Hofmann, Wenger, Davis et al., 1997). 

Leaving such discussions to surrogate decision makers is made easier where there has been 

open discussion with the patient. Reliance on surrogates is unavoidable and health care 

providers should encourage patients to discuss end of life care with loved ones and be more 

frank about prognosis (Sulmasy, Terry, Weisman et al., 1998). 

Prognostic accuracy in the terminally ill was the topic of a study of doctors working in 

hospice care (Christakis, 1999). These researchers concluded that reliable prognostication was 

important for good decision making. Too much optimism means that palliative care referral 

4 These developmental milestones include having a sense of completion in worldly affairs, in 
relationships with the community and with family and friends. 
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may be delayed or that pointless and ongoing treatment may persist. The issue of false 

optimism was also discussed by The et al (200 1) who felt that a 'treatment broker' might be 

useful to clarify information and communicate implicit assumptions and expectations between 

doctors and patients at the end of life. 

Disease related issues such as diagnosis, prognosis and treatment are important to 

people who are terminally ill and their families. So, too, are illness related issues about how 

the disease affects the individual personally and socially. Noting the diversity of patient 

characteristics, Kutner et al (1999) concluded that discussions between the patient and the 

physician needed to be centred around individual needs and expectations so that these can be 

appropriately addressed. 

Preparation for the end of life was the subject of research carried out by Steinhauser et al 

(2001), and Patrick, Engelberg and Curtis (2001), all ofwhom identified the importance of 

understanding not only the physical changes that take place, but also the psychosocial and 

spiritual changes that occur and the role family members can play in contributing to these. 

Loss of dignity is one of the major concerns of people who are terminally ill and their 

families therefore preservation of dignity should be one of the over-riding aims of treatment 

and care of people who are nearing death (Chochinov, Hack, Hassard et al., 2002). In more 

recent work, Chochinov et al, (2005) developed a psychotherapeutic intervention tool to help 

preserve people's dignity at the end of life. A further discussion on what people who are 

dying want is outlined by David Kuhl (2002) who wrote about his research gathering the 

narratives and experiences of people who are dying to provide a guide for the people taking 

care of them. He identified the changing perception of time, the suffering that resulted from 

hearing their terminal diagnosis for the first time and the need for effective communication 

with health professionals as a few of the areas of concern. Terry et al, (2006) found that help 

with the more pragmatic issues around dying was important to people who were dying and 

their carers. 

As part of the Project on Death in America, Byock et al (2006) examined the impact of a 

number of new models of care and found that palliative programmes were more successful 

when situated in stable institutions. Existing models did not work well in geographical 

settings that relied on the financial flexibility of fund holders providing the care. Of the 
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twenty projects that were sustained, those that individualised patient and family assessment 

used existing resources effectively because they aligned services to specific needs. Quality of 

care was improved in ways that were financially feasible and acceptable to patients, families, 

clinicians and fund holders. Individualised care was noted as being useful in the 1990s - one 

has to wonder why it has taken so long to develop useful programmes of practice based on 

individualised care? This may be due to the evolution of palliative medicine as a technical 

activity discussed earlier in this review, or it may have more to do with funding availability as 

much as anything. 

Partnerships in care have been promoted as the solution to poor coordination of care 

services, however there are difficulties in negotiating, developing and maintaining working 

relationships (Walshe, Caress, Chew-Graham et al., 2007), although the evidence base for 

these is lacking (Butt, Markle-Reid, & Browne, 2008). The rapid growth in hospital palliative 

care programmes has highlighted a persistent gap in non-hospice services in the community. 

Establishing outpatient clinics with referrals from general practitioners could identify 

problems before they evolved into crises and would provide immediate post discharge follow 

up and continuity of care. The difficulties with providing these clinics included being able to 

acquire well trained staff, suitable space, managing an unpredictable demand along with 

adequate financial and logistical support (Meier & Beresford, 2008a). 

Writing about the psychosocial care for people with non-malignant disease, Rod 

MacLeod (2003) noted that while palliative care per se is not disease specific, people with 

malignant disease make up the majority ofthose receiving palliative care. The needs of all 

people who are dying are similar and one of the "key tasks of educators is to ensure a broader 

approach to address the different ways care could be required by people dying from non

malignant disease" (p.13 0). 

Noting that maintaining hope and truth telling when discussing prognosis is a concern of 

physicians, Apatira et a1 (2008) talked with surrogate decision makers about whether avoiding 

discussions about prognosis was an acceptable way to maintain hope. What they found was 

that withholding prognostic information was not acceptable because such discussions carried 

out in a timely way enabled families to prepare for the impending death. This reluctance to 

have the 'end oflife' discussion is also noted by Srivastava (2009) who (as noted by many 

others previously), believes that such discussions should be the focus of education and 
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training to teach ways of dealing humanely with difficult questions and to know when to refer 

people for palliative care. Primary health care is where the vast majority of palliative care 

takes place; therefore educating general practitioners to feel comfortable providing that care 

would be beneficial to all concerned. 

The Hospice Movement 

One of the aims ofthe present research is to examine palliative care in the community 

for people who are not enrolled in the hospice. Whether hospice involvement would improve 

end of life care for the participants will be discussed later in this thesis. However, to enable a 

better understanding of what hospice means, I have included a brief review of the literature 

with regard to the hospice movement. 

The care of people who are dying from cancer has been the focus ofhospice and 

palliative care since Dame Cicely Saunders established the first modern hospice at St 

Christopher's in London in the 1960s. The original definition ofthe word hospice has come to 

us from Roman times and was a place of hospitality where a traveller could find protection, 

sustenance and fellowship. The first hospice was set up in the East End of London by the Irish 

Sisters ofMercy in 1902 (Hockey, 1990). 

In the 1960s, hospice and palliative care constituted a new social movement, the 

components of which were to set in motion a political process that led to an extension of civil 

and individual rights (Elsey, 1998). Identifying that people who are dying with long term 

conditions other than cancer face barriers to receiving palliative care, Field and Addington

Hall (1999) suggested a new paradigm of hospice philosophy where the hospice becomes the 

coordinating centre for a range of services and types of expertise that can be accessed as the 

patient's condition evolves from diagnosis to death. 

Despite the proliferation of the hospice philosophy world wide, Daugherty and 

Steensma (2002) noted that only half of eligible people with cancer received formal hospice 

care and discussed possible reasons for this. They concluded that as well as continuing 

medical education programmes to improve physicians' understanding of end of life care, 

research needed to provide clarification about how institutional and professional practice 

creates obstacles to adequate hospice-based palliative care. While there remains uncertainty 
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about appropriate referrals to hospice care, misunderstandings about the best end of life care 

for people will prevail. 

Ellershaw, Ward and Neuberger, (2003) recognised the contribution that the hospice 

movement has made towards challenging the practice of palliative care services that take 

place outside the hospice setting. They discussed dying as a diagnosis in itself and the impact 

that it had on the way care is provided. They also noted that the best care should be available 

to everyone, not just cancer patients. 

Focus on Research 

This part of the literature review focuses on research that has been carried out in the last 

twenty years to trace the development of palliative care throughout that time. Many of the 

studies reviewed suggested that more research is needed to assess strategies for dealing with 

diagnostic uncertainty (Sulmasy, Terry, Weisman et al., 1998); patient driven domains for 

quality end of life care (Singer, Martin, & Kelner, 1999); to test the skills and behaviours of 

health care professionals (McSkimming, Hodges, Super et al., 1999); more latterly, on 

barriers to caregivers communicating needs (Sharpe, Butow, Smith et al., 2005) and on the 

attitudes and practices of physicians in the context ofthe communities in which they work 

(Cartwright, Onwuteaka-Philipsen, Williams et al., 2007). 

Some of the research carried out during the 1990s appeared to be primarily concerned 

with quality of life issues. By themselves, quality of life indices are not sufficient to make 

accurate judgements about treatment and care but would be useful when combined with other 

information available to clinicians (Addington-Hall, MacDonald, & Anderson, 1990). 

Obtaining knowledge about quality of life of patients and spouses was the subject of research 

by Axelsson & Sjoden (1998), which showed that patients were less anxious about quality of 

life than spouses and that more attention needed to be paid to broader existential concerns in 

order to optimise quality of life. Comparing the differences between perception of quality of 

life in patients with breast or prostate cancer, their partners and their physicians, Wilson et al 

(2000) found that physicians tended to underestimate some aspects of quality of life but over 

estimated others, reinforcing the need to obtain quality of life information either directly from 

patients or from spouses and close relatives. Interventions based on individual differences 

were starting to be examined (Dakof & Taylor, 1990; Fawzy, 1999). The former looked at 



how social support functioned in designing individual interventions, and the latter examined 

what interventions worked for people with cancer and what did not, concluding that 

therapeutic interventions needed to be structured in a way that met individual needs. This 

concurs with the literature discussed in the care-giving section of this review. 

17 

Previous research focused on the pathology of disease while individual lived experience 

had remained largely hidden (Field, 2001 ). Research carried out between 1998 and 2004 

showed the importance of communication in every aspect of patient care, especially in 

relation to decision making about care and treatment options (Finucane, 1999; Weeks, Cook, 

O'Day et al., 1998; Yedidia & MacGregor, 2001). The importance ofthe roles ofhealth 

professionals and access to them was important in order to obtain information as the illness 

progressed (Albayati, 2004). How people cope with dying can be determined by the things 

that give meaning to the life of a person and shapes how they die (Kirk, Kirk, & Kristjanson, 

2004). Preservation of dignity and the need to remain in control, or in charge, were identified 

in some studies (Carter, MacLeod, Brander et al., 2004; Seymour, Ingleton, Payne et al., 

2003) and good symptom control, pain management and the aesthetics of the environment 

were identified in others (Chochinov, Hack, Hassard et al., 2002; McKinlay, 2001; Powis, 

Etchells, Martin et al., 2004). 

Further studies noted the need for a person who is dying to continue to manage their life 

and relationships and understand the changes that were occurring (Daneault, Lussier, 

Mongeau et al., 2004; Proot, Abu-Saad, ter Meulen et al., 2004; Singer, Martin, & Kelner, 

1999). Others described the importance ofthe roles offriends in informal care and how 

women often continue their care giving role despite their own serious illnesses (Murray, 

O'Connor, Fiset et al., 2003). Earlier intervention by palliative care services was expressed in 

a study by Rabow et al (2004) and the experience of using services (Thomas, Morris, & 

Clark, 2004) illustrated how the quality of palliative care services can be vulnerable 

(Cannaerts, de Casterle, & Grypdonck, 2004). Preparation for the end of life and the role of 

communication in understanding anticipated physical and spiritual changes involving the 

whole family and the way in which palliative care is practised was identified (Grumann & 

Spiegel, 2003; Patrick, Engelberg, & Curtis, 2001; Steinhauser, Christakis, Clipp et al., 2001). 

How fatigue affected the process of adjusting to living with a terminal illness was investigated 

by Potter (2004). The impact of cancer on intimacy and sexual needs and how health 



professionals are reluctant to address this was discussed by Parr (2002) who identified the 

need for education programmes about this aspect of experiencing illness. 

A group of research studies were reviewed where doctors, health care workers, nurses 

and social workers had been interviewed. Some of these showed a concern with ethical 

dilemmas in the hospice situation around patient autonomy and paternalism (Csikai, 2004; 

Woodward, 1998) and doctors interviewed identified tensions over the role of hospice and 

specialist terminal care services, the role of the general practitioner and the ways in which 

practitioners might be better prepared to care for people who are dying in a way that end of 

life care does not become routine (DelVecchio Good, Gadmer, Ruopp et al., 2004; Field, 

1998; MacLeod, 2001). 
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Recognising the need for a palliative approach for non-malignant conditions has been 

the topic of several studies. Referral to palliative care services on the basis of need rather than 

services was identified as important (Ahmed, Bestall, Ahmedzai et al., 2004; Edens, Harvey, 

& Gilden, 2008; Fitzsimons, Mullan, Wilson et al., 2007; Gott, Ahmedzai, & Wood, 2001; 

Ingleton, Skilbeck, & Clark, 2001; Rosenwax, McNamara, Blackmore et al., 2005; Shah, 

Blanchard, Tookman et al., 2006). A shared care model was used to address concerns about 

the specific expertise required of different diseases in specialist palliative care (Dharmasena 

& Forbes, 2001; Fisher, 2006; Glare, Auret, Aggrawal et al., 2003) and difficulties with 

prognostication and discussion about the end of life decision making processes were 

discussed (Edmonds & Rogers, 2003). 

Summary 

The literature reviewed in this first section illustrates how palliative care practice has 

changed from a hospice based model for cancer care to a more community based shared care 

model for non malignant disease, as the practice of palliative care has developed services 

outside the hospice environment. 

The development and understanding of palliative care as a medical specialty has 

influenced the way in which end of life care is provided. Communication in end of life care 

and wellbeing has been a topic of palliative care research for almost the whole time the 

modem hospice movement has been in place. Quality of life, decision making, and the way 



palliative care was practiced featured in the early 2000s. Discussion about prognosis was 

noted in the earlier years, emerging again in 2007 with end of life planning and information 

availability ongoing throughout these years. Barriers to palliative care, especially for people 
with non-malignant conditions, were discussed in the early to mid 2000s, recurring more 

recently, particularly in relation to the marginalization of social groups. 
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The development of tools to enhance palliative care and models of care started to 

emerge in the late 2000s informed by the social movements of the ideal palliative and end of 

life care and what constitutes a 'good death'. The call for a health promotion approach for 

palliative care that was initially suggested by Kellehear in 1999 has developed into a call for a 
public health approach in 2005, and again in 2007, especially in regard to the burgeoning 

population who will have an increased requirement for palliative care in the future. Because 
the acceptance criteria for participants in this present study is that they would be expected to 
die within one to two years, the literature relating to the management of chronic conditions in 

New Zealand has not been examined in detail in this section. However a survey of 

chronically ill adults in eight countries, including New Zealand, carried out by Schoen, 

Osbom, How et al (2009) found deficits, to a greater or lesser extent, in care management 

during hospital discharge or when seeing multiple doctors, occurred in all countries despite 

variation in health systems. 

Section 11: Caregiving 

Introduction 

The New Zealand Palliative Care Strategy (Minister ofHealth, 2001) outlines a ten year 
plan for the development of palliative care services throughout the country. Currently, the 

services provided vary and not everyone has access to a palliative care provider. The 

importance of General Practitioners and Primary Health Care Nurses in providing palliative 

care for people who are dying has been recognised in the strategy though in reality, this 

provision also varies. The Ministry of Health has also published a National Professional 

Framework for Palliative Care Nursing (2008) as part ofthe implementation of the Palliative 
Care Strategy and Cancer Control Strategy Action Plan. The purpose of this framework is to 

support the professional development of nurses in palliative care. However the focus remains 
on cancer care as does much of the literature reviewed in this section. 
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For the purposes of this review, caregiving is defined as anyone looking after a person 

who is living with a life-threatening illness, whether it is informally, that is, family members 

or friends; or formally, doctors, nurses, allied health care professionals and paid care workers. 

This review illustrates how palliative care provision by both formal and informal caregivers 

has evolved over time. 

Palliative care involves input from a variety of people, including nurses, physicians, 

social workers, physiotherapists, occupational therapists, pharmacists, bereavement 

counsellors, spiritual workers, and dieticians, all ofwhom bring specialised skills to the care 

of people with life threatening illness and their families. However not all of these are 

available in each multi- or inter-disciplinary team. 

The burdens and rewards of caring for people at home are shared between relatives, 

friends, neighbours and health care professionals (Ramirez, Addington-Hall, & Richards, 

1998). Relatives need information and support while health professionals have issues with 

high job stress and burnout, mainly due to inadequate training and supervision. Strategies are 

needed to improve the mental health of both formal and informal caregivers which can 

include maintaining a culture of care, and providing better training in communication skills 

and effective clinical supervision. Using health psychologists as part of the multidisciplinary 

team to provide research expertise, non-pharmacological intervention for pain and other 

symptoms in patients, and to provide support for staff and volunteers, has been suggested 

(Payne, 1999). 

Discussing the transition from curative to palliative care, Waldrop et al (2005) aimed to 

understand how care givers made that transition. Using the stress process model as a 

theoretical framework, where primary stressors are those related to providing physical care, 

and secondary stressors are related to the influence on and disruption of the lives of 

caregivers, the authors concluded that professionals can help prepare caregivers better for 

managing the roles in which they find themselves as changes occur during the illness 

trajectory. Questioning nursing staff and physicians about the transition from curative to 

palliative care, Lofmark et al (2005) found that most wanted more interdisciplinary and cross 

specialty collaboration in the decision making process with a common language and uniform 

documentation standards for patients transferring from curative to palliative care. 
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The cornerstones of good care have been identified as encouragement, support, trust and 

realistic expectations, along with technical proficiency and symptom management. Patients, 

physicians and family members continue to struggle with decisions that have to be made 

(Finucane, 1999). Seeing a family member through the process of dying is complex and 

involves making choices with the person, leading on to making choices for them as the 

disease progresses (Meeker, 2004). Because much research is typically cross sectional in 

design that limits subjective data, researchers have neglected to identify causal relationships 

and ignored individual differences in the caregiving relationship (Kinsella, Cooper, Picton et 

al., 2000). 

One ofthe few studies looking at non-malignant conditions was that of the burden 

experienced by caregivers of patients with chronic obstructive pulmonary disease. Quality of 

life in caregivers was compromised, especially with regard to emotional involvement and the 

working environment. Additional support and assistance was required not only from family 

and friends but from the health care system (Pinto, Holanda, Medeiros et al., 2007). 

Formal Caregiving 

Rabbi Julia Neuberger (2003) defines a 'good death' as 

to feel that everything that could have been done was done, that those who 
cared did so with knowledge, professionalism, devotion and even love and 
that the person died without pain, comfortably, with those they loved around 
them (p. 34). 

Medical practice has changed over the last fifteen years from a biomedical model to a 

more patient and family centred locus of care. It has been recognised that there needs to be 

an individual response to perceived and assessed need for palliative care services to enable a 

person to have a 'good death' in the place oftheir own choosing, whether it be home, hospice 

or the hospital. Defining the 'good death' has been somewhat elusive as it is a highly 

individual process achieved through clear decision making and communication that 

acknowledges the values and preferences of patients and their families (Steinhauser, 

Christakis, Clipp et al., 2000). Patient centred care to improve on the 'good death' identified 

better pain and symptom control, better access to information and health professionals, more 

help with activities of daily living and shorter waiting times for nursing care (Powis, Etchells, 

Martin et al., 2004). Sociologists describe the 'good death' as "death related practices and 



beliefs consistent with social change and dominant forms of economic and social 

organisation" (p. 196) (Conway, 2008). 

General Practitioners and Nurses 

The involvement of the general practitioner in providing palliative care support is 

discussed by Low et al (200 1) who identified inadequate training and poor communication 

and liaison with palliative care services as barriers to this. Palliative care provision in some 

areas of the United Kingdom is inadequate and people who are dying who want to stay at 

home may not be able to do so (Storey, O'Donnell, & Howard, 2002). 
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General Practitioners see themselves as part of a team of carers and have good working 

relationships with District Nurses but less involvement with hospitals and Social Workers. 

Tensions over the role of hospice and specialist terminal care services in the care of people 

with non-malignant disease and the role of the General Practitioner in the social construction 

ofbereavement were identified by David Field (1998). Interviewing general practitioners 

about services and future needs of palliative care in the community, Irene Higginson (1999) 

noted that while reports about services were favourable, general practitioners wanted 

improved communication and liaison from palliative care services with input for people with 

non-malignant disease and improved after hours access. A list of services was developed to 

see whether this improved liaison and communication for general practitioners. However 

coordination of care has become increasingly difficult due to the complexity of health care 

systems (Stille, Jerant, Bell et al., 2005). 

An Australian study of general practitioners in the Sydney area found lack of interest, 

lack of knowledge, the need for home visits, problems with after hours care due to family 

commitments, and not feeling confident in the psychosocial and technical aspects of care were 

barriers to palliative care provision in this group of urban doctors. The conclusion was that 

there needed to be strategies introduced to re-engage general practitioners in palliative care 

(Rhee, Zwar, Vagholkar et al., 2008). Stressors in health professionals providing care have 

been noted to be dealing with patient death rather than cure and having to support entire 

family units. Optimism and greater self-efficacy contributed to lower perceived stress and 

have implications for stress management in the work environment (Hulbert & Morrison, 

2006). 



The desire for cure is firmly embedded in much of clinical practice however the 

caregiver needs to learn from the patient and take risks as unique opportunities evolve that 

may expose vulnerabilities and fears. Empathy therefore involves much more than 

compassion and listening skills. It involves humility in the process of learning and personal 

risks of being willing, if invited, to enter the world of the person who is dying (Boston, 

Towers, & Bamard, 2001). 
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While describing an altercation with an angry family, Leskuski & Legrand (2006) 

recognised the vulnerability of the person behind the medical degree. Although acting as 

professionals they are also human beings. Self reflection could be a way of developing a 

useful strategy for functioning under uncomfortable circumstances. Is it possible that the 

liminal space of the encounter becomes threatening leaving some doctors unable to cope? 

This seems curiously at odds with the concept of the health professional as expert providing 

guidance to the patient and family in crossing such space. 

General practitioners providing palliative care identified bureaucratic procedures within 

organisations as being the greatest barrier. Negotiating disagreement amongst relatives with 

hidden agendas was the next most difficult, with at least a quarter of those surveyed feeling 

they had insufficient time available to adequately support families. While they knew about 

treatment options, they were less confident with new technologies. Policy makers and 

practitioners can set priorities for handling obstacles by providing practice orientated 

education and specialist back up (Groot, Vemooij-Dassen, Verhagen et al., 2007). 

The key characteristics of ideal care may have been compromised but it is still 'good 

enough' care. Palliative care workers believe they have a good idea of what constitutes ideal 

care and do well to negotiate obstacles, such as families compromising care, the lack of 

knowledge of other health professionals about palliative care options, difficulties with 

administrative structures and fiscal constraints. Despite this, in order to provide good enough 

care, there are limits to what they will put up with in regard to these obstacles from both 

families and health professionals (Philip & Komesaroff, 2006). 

Nurses are in a key position to facilitate communication between family members and 

patients, particularly when family members disagree with end of life advance care planning 

(Erlen, 2005). It is important that health care professionals understand family dynamics and 
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relevant ethical concepts affecting decision making. Developing an ethics of care that relates 
to practice in diverse health care settings can address the assumptions and discourses that 

construct both formal and informal care work (Parr, 2003). Nurses providing care in the 

community have a multifunctional and complex role. Insufficient time, inadequate support 

and poor leadership were identified by them as sources of dissatisfaction with providing 

palliative care in the community (W allerstedt & Andershed, 2007). 

Social Workers 

The role of social workers in palliative care has been explored by the late Prances 

Sheldon (2000) who began the debate about how social workers can contribute to the care of 
people who are near the end of life. These roles included focusing on the family, the 

environment, liaising with other members of the multidisciplinary team, managing anxiety 

and knowing and working within the limits of their expertise. Standards of practice in 

palliative and end of life care have been developed from a social work perspective (Bem

Klug, 2004; Csikai, 2004). The role of the social worker in end oflife care is to partner with 

the individual and the family to develop ways to build on existing strengths in order to adapt 
to the changes taking place (Taylor-Brown & Sormanti, 2004). Stein (2004) also discusses 

the contribution that social work can make to improving end of life care by identifying 

patients needing hospice and palliative care before a crisis situation develops. A negative 

view of social workers could act as a deterrent to accessing support. Noting the problems of 
late and inconsistent referrals to social workers, Beresford, Adshead and Crofts (2006) found 
that the dominance of medical approaches resulted in social work services not being 

universally available. However, patients who were interviewed said that they valued social 

workers for the practical things they did, which enhanced the ability of the family to cope, 

increased self esteem, decreased social isolation and anxieties and improved quality of life. 

Stein, Shermann, Christ and Blacker (2005) recommended that social workers needed to 
be leaders in advocating for policy change and influence legislators, administrators and 

organisations to infuse palliative care throughout the entire health system. The National 

Association of Social Workers in the United States have identified end of life and palliative 

care policy as a priority area for community and national advocacy. Dedicated palliative care 
social workers however, face difficulties with acceptance in current practice but do have the 

advantage of traditionally working in multidisciplinary teams which will help communication. 
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Clarification of roles and responsibilities need to be made to ensure acceptance within the 

team (Meier & Beresford, 2008b ). This concurs with earlier work examining the difficulties 

with developing good working relationships in multidisciplinary teams. Clear authority and 

accountability were important with respect for the different professional allegiances of 

members so that they feel valued for the diversity of skills they bring. Team leaders need 

training and support which will improve the quality and safety of patient care (Firth-Cozens, 

2001). 

Models of Care 

Y edidia and MacGregor (200 1) identified dominant themes characterising the 

perspectives of patients on death in their last months of life as follows, 

• struggle - living and dying is a struggle; 

• dissonance - dying is not living; 

• endurance - activation of inner strength; 

• incorporation - dying is part of life; 

• coping - work to find a new balance; 

• quest - seeking meaning; and 

• volatile -unresolved and unresigned life issues. 

Health providers need to be aware of these so that care recommendations can be tailored 

to individual needs to preserve patient integrity and promote cooperation (Y edidia & 

MacGregor, 2001). In a secondary analysis of data from a study to evaluate palliative care 

services, patients raised questions about whether specialist palliative services were suitable 

for their needs and that a generic model of service provision was not suitable for everyone. 

The preferences and experiences of patients should inform the development of guidelines for 

service provision (Seymour, lngleton, Payne et al., 2003). Comparing differences between 

people who die at home and those who die at hospice, Carlsson and Rollison (2003) found 

that men were more likely to die at home than women and that the burden of care giving was 

greatest for those looking after people dying at home. These findings reflect the gendered 

nature of care giving that will be discussed further in the chapter on life following diagnosis. 

Emanuel et al (1999) noted that people with non-malignant disease tended to require 

assistance and care for longer which may impose an· increased burden on families and create 
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unmet needs. Women tended to provide the majority of care and although many people 

received help from paid care givers, restrictive fiscal policies on paid home health care had an 

adverse effect. This is certainly the case in New Zealand where there are limits to the number 

of paid hours available to people being cared for at home with twenty four hour, seven day 

care only being provided in the last seven days of life despite a high level of prognostic 

uncertainty about the terminal phase. 

Maintaining the directing ability of a patient depends on the available support of family 

and service providers. For people to stay at home, physical symptoms need to be managed 

well to enable the continuation of social roles and activities (Proot, Abu-Saad, ter Meulen et 

al., 2004). Adopting a holistic approach to care has been identified in research on the 

education and training of health professionals (Nakashima & Canda, 2005). They found that 

the medical model of care needed to include recognition of the resilience of people and their 

existing strengths to reach their full potential rather than just coping with change and loss. 

They concluded that the potential for growth has been underestimated by practitioners and 

researchers. 

The absence of adequate support in the community has been noted as far back as the 

early 1990s even though the ideal care environment was seen to be people's homes. It was 

easier to admit people to hospital or hospice for short term acute care rather than long term 

chronic care, and then discharge them home to be cared for by relatives, many of whom were 
reluctant to take on the caregiving role (Cartwright, 1991). The provision oftechnical 

equipment in the home enabled people to stay out of hospital and was seen by families as 

positive because it meant they could be with their loved ones at home rather than in hospital, 

yet the need to learn how to operate the technology created some anxiety (Arras & Dubler, 

1994). The adequacy of palliative care provision in the home in the United Kingdom has 

meant that only a quarter of the people who want to die at home are able to do so because of 

the lack of community specialist palliative care teams in some areas (Storey, O'Donnell, & 

Howard, 2002). 

Home based palliative care services for people who live alone was the focus of a study 

by Aoun et al (2007) who recommended that provision of a twenty four hour palliative care 

service, including night sitting, a pool of volunteers and paid caregivers with funded financial 

support for in home respite and emergency call systems were important to respond to the 
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needs of people who lived alone. Community hospitals provide an important resource for end 

of life care, particularly in rural communities. They are closer to home and relatives can visit 

frequently in a familiar environment with nursing staff who are known to the families 

(Hawker, Kerr, Payne et al., 2006). 

Integrated care pathways provide a description of the ideal model of care however 

barriers to implementing these have been identified as time, communication, continuity of 

care, research availability, clinical challenges, coordination, assessment and treatment 

(Thomas, 2005). Various care pathways have been developed to ensure good care at end of 

life such as the Liverpool care pathway and the Gold Standards Framework. 

The Liverpool Care Pathway was developed in 2001 for the care of people dying from 

cancer and is applicable to those in the later stages of life. It is a prescriptive document whose 

primary aim is to: 

• Ensure that all dying patients and their relatives and carers receive a high 
standard of care in the last hours and days of life. 

• Improve knowledge related to the process of dying. 

• Provides guidance on symptom control, comfort measures, anticipatory 
prescribing of medication, discontinuation of inappropriate interventions, 
psychological and spiritual care, care of the family both before and after the 
death of the patient. 

• Training of health and social care professionals. 

• Baseline reviews and analysis. 

• Implementation and reflective practice. 

• Benchmarking of care provision within a National Audit Process. 

Following an audit of palliative care services in Scotland, the Gold Standards 

Framework (2003) is applicable earlier in the illness trajectory recommending that the 

question 'would you be surprised if this person were to die within twelve months?' be asked. 

If that were the case, then this framework would be applicable for that particular person and 

family: 

• Palliative care should be provided at home or as close to the patient's 
home as possible. 



• Should be available to those who need it from the early stages of their 
illness. 

• Steps should be taken by agencies to facilitate links between networks of 
community hospitals and relevant specialities especially in relation to 
specialist palliative care colleagues. 

• Availability of continuing professional development by appropriate 
training, education and skills for all members of the extended primary 
healthcare team and volunteers. 

• Education and training experience of palliative care specialists should be 
drawn upon to help meet the educational and training needs identified by 
community hospital personnel. 

• In circumstances where patients receive curative or life-prolonging 
treatments which are being given with palliation in mind, this should be 
clearly established between the tertiary or secondary care specialists and 
the primary care team so that communication is clear with patients and 
families. 

• Contract terms of out of hours medical services stipulate the provision 
of suitable system of clinical information transfer between the patient's 
practice and out of hours service for palliative care patients in the 
terminal stages of illness who will die at home. 

• Differences in actual service provision for out of hours services should be 
avoided by being clear about the way services are organised in each 
locality and ensure quality of service to patients is not compromised. 

• Funding assistance from external agencies to establish good facilities 
amenable to palliative care provision. Flexible usage recommended 
especially in small units so that maximum benefit can be derived by local 
population. 

• Gaps in equipment provision which reduce service to patients should be 
remedied by those running community hospital facilities. 

• Inadequacy of accommodation for patients and their relatives should be 
addressed. 

• Provision should be made to enable access to alternative and/or 
complementary therapies. 

• Provision of some form of day care facilities for all patients in community 
hospital areas. 
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The majority of general practices in the United Kingdom that have used the Gold 

Standards Framework felt that it strengthened their provision of palliative care in the 

community (King, Thomas, Martin et al., 2005). 
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The Preferred Place of Care (2004) document was produced in Lancashire at around the 

same time and is a patient held document that monitors care choices and services received by 

terminally ill patients with cancer. This was later updated (2005) and is now called the 

Preferred Priorities for Care and recommends: 

• Advance care planning is discussion between an individual and care 
providers, documented, regularly reviewed and communicated to key 
persons involved in care. 

• Advance care discussion includes the individual's concerns, values and 
goals for care, understanding about illness and prognosis, preferences for 
types of care or treatment that may become available in the future. 

• Part of a regular care plan review. 

• Promote use of Preferred Priorities for Care at the earliest opportunity to 
allow planning to occur. 

• Preferred Priorities for Care documents belong to the person and can be 
taken with them when transferred to a different care setting. 

• Sharing of iriformation can only take place with the consent of the person 
whose plan it is. 

Meanwhile, the United States of America was carrying out its own audit of palliative 

care services (Arnold, Berger, Billings et al., 2004) and their recommendations are that there 

should be a: 

• Plan of care based on a comprehensive interdisciplinary assessment of the 
patient and family. 

• Care plan based on identified and expressed values, goals and needs of 
patient and family, and is developed with professional guidance and 
support for decision making. 

• An interdisciplinary team provides services to the patient and family 
consistent with the care plan. 

• The interdisciplinary team may include appropriately trained and 
supervised volunteers. 



• Support for education and training is available to the interdisciplinary 
team. 

• Palliative care program committed to quality improvement in clinical and 
management practices. 

• Palliative care program recognises the emotional impact on the team 
providing care. 

• Palliative care programs should have a relationship with hospices and 
other community resources to ensure continuity of care across the illness 
trajectory. 

• Physical environment in which care is provided should meet the 
preferences, needs and circumstances of the patient and family to the 
extent possible. 

• Pain, other symptoms and side effects are managed based upon the best 
available evidence, which is skilfully and systematically applied. 

• Psychological and psychiatric issues are assessed and managed based 
upon the best available evidence, which is skilfully and systematically 
applied. 

• A grief and bereavement program is available to patients and families, 
based on the assessed need for services. 

• Comprehensive interdisciplinary assessment identifies the social needs of 
patients and their families, and a care plan developed in order to respond 
to these needs as effectively as possible. 

• Spiritual and existential dimensions are assessed and responded to, based 
upon the best available evidence, which is skilfully and systematically 
applied. 

• The palliative care program assesses and attempts to meet the culture 
specific needs of the patient and family. 

• Signs and symptoms of impending death are recognised and 
communicated, and care appropriate for this phase of illness is provided 
to patient and family. 

• The patient's goals, preferences and choices are respected within the 
limits of applicable state and federal law, and form the basis of the plan of 
care. 

• The palliative care program is aware of and addresses the complex ethical 
issues arising in the care of persons with a life-threatening debilitating 
illness. 
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• The palliative care program is knowledgeable about legal and regulatory 
aspects of palliative care (p. 16-19). 

31 

The Comprehensive, Adaptable, Life-Affirming, Longitudinal (CALL) Palliative Care 

Services model of care (London, McSkimming, Drew et al., 2005) was designed for people 

with cancer, heart disease, respiratory disease or dementia. CALL care families received a 

comprehensive assessment from which an individualised plan of care was developed using 

appropriate interventions as follows: 

• Comprehensive included physical, emotional, psychosocial and spiritual 
assessment of needs and provision of services both inside and outside of 
traditional health care designed to help patients live fully. 

• Adaptable - the plan was flexible over time and specific to the patient and 
family regardless of the funding stream. Patient specific links were 
developed in the community to existing services and innovative solutions 
to care needs were developed 

• Life Affirming - the focus was on helping the patient and family live as 
fully as possible despite the severity of the patient's illness. Patient and 
family life goals were included in care planning with the focus on 
facilitating meaningful activities. 

• Longitudinal -people were enrolled from the time they met the inclusion 
criteria and care and services continued for the family through the 
bereavement period Care management included a continuity of care 
advocate who continued to assess needs and issues and arranged for 
appropriate services (p. 1219). 

Patient experience 

CALL Care team 

Referral 
to CALL 

Care 

Death 

Enroll 
Team plans care, Assess and assist 
arranges services family 

Assess patient 
and family 

Re-Assess, Continue services to 
modifY care family 

FIGURE 1: CALL Care Living with Illness Model 
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Enrolment for this model of care included two unexpected admissions to hospital, two 

emergency department visits, two episodes of aspiration pneumonia, unintentional weight loss 

of greater than 10% within the prior six months or use of oxygen at home for at least twelve 

hours daily. People could refer themselves as well as by a clinician, caregiver or family 

member. Carrying out an evaluation of a CALL programme for patients with cancer, cardiac 

disease, respiratory disease and dementia, London et al, (2005) concluded that this 

intervention was effective, resulting in improved pain and symptom management. Use of 

hospice care increased, and there were fewer unnecessary hospitalisations with people more 

likely to die at home. 

The expectations of a good quality palliative care service as expressed by Teno and 

Connor (2009) were as follows: 

• Evidence based symptom palliation and psychological support. 

An interdisciplinary team of physician, nurse, social worker, 
pharmacist, spiritual counsellor, and others who are certified 
and participate in ongoing education. 

Skilful screening, assessment with standardized measures, and 
formulation of a care plan that meets the goals of the patient 
and appropriately monitors that plan. 

Anticipates and prevents problems. 

Education of the patient and family regarding pharmacological 
and non-pharmacological interventions to promote patient 
comfort and emotional well-being. Patient and family are 
educated about what to expect, what they should monitor, and 
when to contact health care clinicians for concerns. 

Routine patient and family coriferences. 

Coverage 24 hours a day, 7 days a week. 

• Promotes shared decision making and patient choice in care; supports 
family and caregivers. 

Educates patient and family about prognosis and about the 
benefits and risks of treatment. 

Patients or their appropriate representative are involved in 
medical and everyday decisions such that care reflects their 
values and expectations. 



Provides emotional support and appropriate referrals for 
additional services when needed 

• Treats the patient and family with dignity and respect for cultural 
values. 

Compassionate care that respects the values and cultural 
traditions of the patient. 

Provides access to translation services. 

• Attends to the needs of the patient and family for practical, financial 
and legal assistance. 

Provides services and referrals to obtain assistance in paying 
for medical care, completing advance directives, making a will, 
arranging for a funeral. 

• Coordinates care across health care settings and disease trajectory 

Ensures that one health care clinician (preferentially, the 
patient's primary care physician) is charged with overseeing 
medical care (p. 655). 
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While their case study was centred on a person with cancer and his family (as is much of 
the literature in regard to palliative care services), these expectations of palliative care 
services are equally applicable to care for non-malignant conditions. They are the ideal. In 
reality, both formal and informal caregivers do the best they can with varying levels of· 
success. 

Informal Caregiving 

Gomes and Higginson (2008) analysed national trends in place of death in the United 
Kingdom and found that home deaths are decreasing and will still be unlikely for the majority 
of people who are dying in the future with a gap between preference and reality. They 
concluded that there is an urgent need for planning and resources to accommodate the 
palliative care needs of an increasingly older population from 2012 onwards. 

Literature reviews carried out in 2007 focused on the development of coping strategies 
(Berg & Upchurch, 2007; Skinner & Zirnrner-Gembeck, 2007). The former looked at the way 
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couples used a dyadic model5 of coping as they manage the stressors of dealing with illness, 
and the latter identified coping strategies as being adaptive, episodic and interactional. 
Measuring the impact of palliative treatment on family care givers, Juarez et al (2008), found 
that care givers had disruptions similar to patients in all areas of quality of life domains, that 
is, physical, psychosocial and spiritual. The needs of family care givers are complex and 
require ongoing assessment to provide interventions to help them cope and improve their 
quality of life. 

On average, informal carers spend more than eleven hours a day providing care. When 
interviewed, these carers frequently identified the need for information and advice. Most 
carers got satisfaction from their role but expressed some discomfort on carrying out certain 
tasks depending on the relationship they had with the patient (this was also a feature in the 
present research). Carers gave a higher priority to the patient's needs than their own, 
therefore were at greater risk of developing other health issues. Formal health services needed 
to recognise this tendency and provide support to enhance the caregiving role without 
replacing it (Zapart, Kenny, Hall et al., 2007). 

The question is do family caregivers rely on health professionals to assist them in 
crossing the liminal space between person to patient? Health Care professionals have done it 
before, and are 'expert' yet the need for good communication is a recurring theme throughout 
the literature, especially in regard to planning for end of life care and support for care givers. 
This is in contrast to previous research calling for health professionals to abandon the role of 
expert and allow patients to educate them (Wright, 2003) following on from earlier work 
(Callanan & Kelley, 1992) examining how people who are dying often try to express their 
needs and/or share their experiences with those who care for them in different ways. 
Communication may occur by way of unusual behaviour, symbolic language and out of 
context references, thereby teaching the people looking after them. 

Weiner and Roth, (2006) carried out a thematic literature review aiming to define 
unintended consequences of clinician behaviours which impact discussions about end of life 
care and decision making with patients and family. They concluded that understanding the 
challenges of communication would facilitate development of more effective approaches to 

When couples face stressors, both partners activate stress management resources to maintain 
homeostasis in the individual, the marital relationship and other social contacts (Berg & Upchurch, 2007). 



shared decision making thus reducing the instance of depression, anxiety and grief in the 

patient and the survivors. 
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In order to establish the mechanism for the burden of terminal illness and to identify 

possible interventions, Emanuel et al (2000) found that substantial care needs imposed a 

considerable economic and social burden on households with ten per cent of household 

income being spent on health care. Training physicians to listen and increase home care 

services without increasing expense for families could relieve economic and other burdens. 

This paper raised the question for me about how much household income is involved in the 

pursuit of complementary and alternative therapies and/or futile treatments. A search ofthe 
literature using the key words complementary and alternative treatments, futile and cost, only 
elicited one paper and that was a survey of patients' out of pocket payments for 

complementary and alternative medicine therapies carried out in the United States in 1996 

(Bridevaux, 2004). This paper was not published until2004 and concluded then that the 

reported amount paid for complementary and alternative therapies was probably 

underestimated. I would suggest that in 2008, even more expenditure has been incurred by 

individuals and families as knowledge about complementary and alternative therapies has 

become more widespread. 

For home care to be feasible for people with cancer, families undergo financial and 

social costs. Home care should be part of a comprehensive setting of care offering the 

flexibility needed for the management of multiple symptoms (Mercadente, Fulfaro, & 

Emanuel, 2000). Twenty-four hour availability of clinical staff, readily available resources 

such as palliative care beds and care provider knowledge about pain and symptom control 

were seen as being important to avert crises (Mantz & Crandall, 2000). Recognising the 

considerable commitment required of family caregivers, Hudson (2003) outlined issues 

related to home based palliative care and recommended ways to enhance the quality of care. 
Previous work identified the need for family caregivers to look after themselves (Murrant, 

Rykov, Amonite et al., 2000; Rainer & McMurry, 2002). 

While a home death may be preferred by patients and promoted by health care agencies 
as being cost effective, supportive care strategies need to be put in place to ameliorate 

challenges facing families. Meeting the needs of families is vital to good palliative care but 

the reality is that there needs to be collaborative partnerships developed between government, 



36 

service agencies, general practitioners, families and researchers to explore appropriate 

evidence based best practice approaches to home based palliative care. Strouse (2004) also 

noted the need for a palliative care programme that provided culturally and ethnically 

sensitive bio-psychosocial clinical services across the spectrum of care with the right people 

available at the right time to do the work. Good care coordination with continuity of care on 

nights and weekends have also been identified as important in providing care for people who 

are dying in semirural areas (Fanos, Gelinas, Foster et al., 2008). 

Caregivers differ in understanding about what caregiving entails and are often ill 
prepared for this role and tend to underestimate the amount of time required. Understanding 

the stress of caregivers, particularly in relation to caregivers of men with AIDS showed that 

there were three types; those who engaged in care giving where the needs of the person who is 

dying take priority; those who felt obligated to provide care and it was delivered as necessary 

but there was a clear recognition of the need to look after oneself, and those who were 

distanced, offering emotional support but did very little hands on care (Wrubel, Richards, 

Folkman et al., 2001). Reciprocal versus obligatory caregiving by male caregivers had been 

the focus of earlier work by Neufeld and Harrison (1998) who concluded that the perceptions 

of obligation might be better understood in the context of ethical principles of justice and 

carmg. 

Sources of stress in care giving included uncertainty about treatment, lack of knowledge 
about patient care, role changes in the family, lack of transport and social support and fear of 

being alone. Caregivers suffered from a lack of control over everyday life with decreased self 

confidence and were more likely to postpone their own health needs. More research is needed 

to develop interventions that focus on the negative aspects of providing care (Aoun, 

Kristjanson, Currow et al., 2005). 

Cohen et al (2006) developed a measure of care giver quality of life, which asked carers 

what was important to their own quality of life rather than focusing on the changes and 

burdens related to caregiving. Family caregivers of patients in advanced stages of cancer 

experience a high level of psychological distress which increases as the patients lose 

autonomy. Prevention of caregiver burden should be part of good palliative care (Dumont, 

Turgeon, Allard et al., 2006). Care giving at the end of life and the impact on families needs 

to be appraised so that interventions target several points in the process. Clinicians need to be 
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aware of these needs and intervene using input from multidisciplinary teams (Hebert & 

Schulz, 2006). In order for this to happen however, the awareness of patients and caregivers 

about the progression of the illness needs to be understood. Despite awareness of the illness 

trajectory, misconceptions persist in caregivers and people with cancer, chronic obstructive 

pulmonary disease and congestive heart failure, suggesting that changing prognostic 

awareness might be difficult (Fried, Bradley, & O'Leary, 2006). 

Many diseases previously identified as terminal are now managed as chronic diseases 

however this can be problematic (Bodenheimer, Lorig, Holman et al., 2002). The ways 

care givers cope with the burden of living with a life threatening illness particularly in relation 

to marital relationships and coping with congestive heart failure was investigated by 

Rohrbaugh et al (2002) who found that women coping with congestive heart failure bore a 

greater burden than men regardless of whether the women were patients or spouses. 

Caregivers may benefit from information about what to expect as a way to relieve burden 

(Mangan, Taylor, Yabroff et al., 2005). Gender specific role expectations in chronic 

obstructive pulmonary disease found that couple oriented interventions needed to start on 

admission to enhance coping (Low & Gutman, 2003). Ways of coping have been the subject 

of further research (Carter, MacLeod, Brander et al., 2004). The capacity to see stressors as 

manageable and the importance of taking charge rather than just coping (Redinbaugh, Baum, 

Tarbell et al., 2003) and the 'shiftiness' of the way a person copes as death shapes the person 

who is dying and the person who is dying shapes death, thus abandoning the notion of 

prescribed models of coping (Wright, 2003). 

Exploring the effects of loneliness experienced by people who are dying and their 

care givers, Rokach et al (2007) show that loneliness is experienced differently in and out of 

hospice and by the patient and care givers. Contributing to a sense of loneliness could be the 

sense of abandonment in end of life care where patients and families may feel abandoned by 

their primary physician despite not being left without care (Back, Young, McCown et al., 

2009; Ran & Amold, 2005). Describing the experiences of family members participating in 

support groups, Milberg et al, (2005) found that meaningful dialogue helped with everyday 

problems, particularly taboo subjects that could not be discussed in the home. They concluded 

that support groups for families seemed to be a valuable contribution to overall palliative care 

however attention needed to be given to the way the support group finishes with participants 

experiencing a feeling of abandonment. 
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Using a family systems illness model which is based on the concept of systemic 

interaction between an illness and family that evolves over time, Rolland (1994) found that 

the onset of illness challenges the emotional and physical boundaries of intimacy, particularly 

with couples, where it is important to discuss ways of negotiating relationships to include 

issues of disability and loss. He suggested meeting with couples together and separately as 

part of the initial assessment to get a better sense of what issues can be openly shared and 

which are closely guarded. 

Good palliative care should include the recognition of family caregiver burden. In a 

study to determine the extent to which family caregivers experience psychological distress, 

Dumont et al (2006) found that family caregivers distress increases as the patient's mobility 

and autonomy decrease. Health care policies and programmes need to take this reality of 

patients and their families into account. 

Changes in everyday life and an increasingly restricted social interaction can trigger an 

existential crisis and the experience of isolation for people who are dying. Other triggers can 

include being left alone when needing support, and being treated disrespectfully by health 

professionals (Sand & Strang, 2006). This was something experienced by some of the 

participants in this present study particularly with regard to being left alone. 

Describing caregiving as "jumping ... into the abyss of someone else's dying" (p. 80), 

family care givers discussed their experiences of providing end of life care to family members 

facing death. End of life care giving starts long before the person is actively dying and nursing 
guidance is needed earlier than is usually provided. Nurses providing care in any setting 

should be ready to offer early education in the practical, technical and emotional dimensions 

of end of life care giving. "Although care givers acknowledge that death is inevitable, they 

need to know that suffering in dying need not be" (p. 96) (Phillips & Reed, 2009). 

In the last twelve months, the literature has focused on coping, especially in spousal and 

sibling caregiving (Brannen & Petite, 2008; Brazil, Thabane, Foster et al., 2008; Furlong & 

Wuest, 2008; Will yard, Miller, Shoemaker et al., 2008). Place of death has been revisited. 

Agar et al (2008) explored the difference between home as a preferred place of care but not 

necessarily preferred place of death. They found that there may not be agreement by patient 

and carers about place of death. This was something further explored by Grande and Ewing 
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(2008) who found that even if the patient's choice was to die at home, this doesn't happen if 

the carer preferred the death to take place elsewhere, despite highly motivated service 

providers and policies to enable people to die at home. Grande (2009) also noted that while 

hospital or hospice are the most likely places where people die, evidence needs to be provided 
from evaluations of practice and assessments of what makes "excellent care" so that it can be 

translated to other settings. 

A systemic review of informal care givers needs in providing home-based end of life 

care for people with cancer found that little attention has been given to the practical needs of 
informal caregivers. Nurses and other health providers could assist home-based carers better 
by providing information and skills training (Bee, Barnes, & Luker, 2008). However James 
et al (2009) identified that family carers have practical knowledge that they use in different 

ways when they encounter professional care, creating a tension. In medical care, the 

knowledge of the professionals shapes the care and family caregivers' knowledge could be 

excluded. The authors concluded that family caregivers' knowledge needs to be made visible 
treated with respect and included in discussions about planning care. Hudson et al (2009) 

examined the effectiveness of family meetings facilitated by palliative care nurses. What they 
found was that families reported that they found these useful and that there was a significant 

~c. increase in having their care needs met. They were undertaking further research to confirm 

these findings and to validate the guidelines used. 

Summary 

Caregiving, whether formal or informal, is not easy, especially when looking after 

people who are dying and their families. This literature review elucidated many studies 

looking at the burden of care giving and the needs of patients. Models of care and access to 

services were suggested in different care settings, for example, in the home, hospice or 

hospital. 

Defining when a person moves from active treatment to palliative care (Farquhar, 

Grande, Todd et al., 2002; Weissman, 2003), the experiences of patients and family members 

(Carter, MacLeod, Brander et al., 2004; Friedrichsen, Strang, & Carlsson, 2001; Wright, 

2003); continuity of care (Burge, Lawson, Johnston et al., 2003; Murray, O'Connor, Fiset et 
al., 2003); and caregiving (Bruera, Sweeney, Willey et al., 2003; Sinding, 2003) was the focus 
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ofliterature from 2001 to 2003. Caring by informal caregivers seems to be the focus of 

studies carried out throughout 2004/2005 looking at place of death (Thomas, Morris, & Clark, 

2004), caregivers (Grunfeld, Coyle, Whelan et al., 2004; Holtslander, Duggleby, Williams et 
al., 2005; Passik & Kirsh, 2005) and supportive care (Cherlin, Fried, Prigerson et al., 2005; 

Clayton, Butow, & Tattersall, 2005). The overarching theme of these years was that effective 

communication about end of life issues was important so that patients and families can be 

supported in their decision making about the most appropriate care at the end of life. More 

recent literature looked at the sense of burden experienced by the recipient (McPherson, 

Wilson, & Murray, 2007). Quality in health care should be driven by the needs of patients 

and families rather than by political rhetoric and be related to the structure of the service, that 

is, available resources, the process of how people are moved through and out of the health 

care system and provision of care (McPherson & MacLeod, 2007). Bereavement follow up for 
families in the year following the death of the patient had been noted to be important 

(Milberg, Olsson, Jakobsson et al., 2008). 

Despite all of this, population based research monitoring end of life care by general 

practitioners in Belgium found that while most people who are dying have both formal and 

informal care givers, the provision of specialist palliative care is less likely. The transition to 
palliative care often occurred late in the dying process and sometimes not at all resulting in 

care needs not being adequately met, especially psychosocial and spiritual (Van den Block, 

Deschepper, Bossuyt et al., 2008). 

I got a sense while working on this literature review that the more things change, the 

more they stay the same. The themes identified in this review recurred frequently in a cyclical 
manner and I have been left with a sense of frustration that despite the evidence and despite 
the development of interventions that have been shown to be useful, the use of these tools 

seems to be driven by the needs of the providers of services and financial constraints, rather 
than those of the individual and their family care givers. 

The preponderance of research involving people with cancer has influenced the way 

services have developed. It is recognised that more research is required for those with non

malignant disease however the studies that have been done show that the needs of caregivers 
of people with non-malignant disease are at least equal to those of malignant disease, 

something that is exemplified in this present research. 
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Section Ill: Diagnostic Categories 

This section of the review focuses on the literature relating to the diagnoses of the 

participants of this present research. Because this thesis examines the impact of a diagnosis 

of life limiting non-malignant disease on the lives of people living with these diseases, and 

whether or not palliative care would be useful to them, I restricted the search to the named 

diagnosis and palliative care. From the perspective of this search, there is much more written 

about people with cancer which reflects the way in which palliative care has evolved. 

Respiratory Disease 

Chronic Obstructive Pulmonary Disease 

The Thoracic Society of Australia and New Zealand (Town, Taylor, Garrett et al., 2003) 

define Chronic Obstructive Pulmonary Disease as, 

a chronic respiratory condition presenting as slowly progressive 
breathlessness, often associated with cough and sputum production. It 
includes both chronic bronchitis and emphysema in variable proportions in 
any one patient (p. 3). 

Since 1998, several studies have compared the symptom burden of people with Chronic 

Obstructive Pulmonary Disease with that of people with lung cancer (Edmonds, Karlsen, 

Khan et al., ~001; Gore, Brophy, & Greenstone, 2000; Hill & Muers, 2000; Skilbeck, Mott, 

Page et al., 1998; Solano, Gomes, & Higginson, 2006). All of these identified that the 

physical and psychosocial burden on individuals with Chronic Obstructive Pulmonary 

Disease and their families was at least equivalent to, or greater than, those with lung cancer. 

All agreed that palliative care involvement would be useful and beneficial yet access was 

variable. There seemed to be no coherent holistic approach to end of life care for people with 

Chronic Obstructive Pulmonary Disease. 

Barriers to good end of life and palliative care in people with Cystic Fibrosis and 

Chronic Obstructive Pulmonary Disease included difficulties in predicting when dying will 

occur. The focus of treatment on staying alive also made it difficult for physicians to initiate 

discussions about end of life care, treatment preferences, and place of death. The influence of 

new procedures such as transplant maintains a sense of hope. There is also a fear of opiate 
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addiction and risk of adverse effects of long term medications (Curtis, Engelberg, Wenrich et 

al., 2005; Jones, Kirby, Ormiston et al., 2004; Yankaskas, Marshall, Sufian et al., 2004). 

These barriers have also been identified for people with other non-malignant diseases who 

have a shortened life expectancy. 

Elkington et al (200 1) surveyed general practitioners to examine how general 

practitioners see their role in discussing prognosis and whether such discussions influence 

their management of people with Chronic Obstructive Pulmonary Disease. The doctors 

acknowledged difficulties in communicating risk. A palliative care approach is not applied 

routinely, yet Jones et al, (2004) studying the needs of patients dying of Chronic Obstructive 

Pulmonary Disease in the community, found that while general practitioners felt that their 

patients were receiving palliative care, the patients identified the need for more knowledge 

about the illness. Poor symptom control and the burden placed on informal carers were an 

issue. Examining patient/physician communication and identifying specific areas that could 

be improved, Curtis et al, (2004) isolated these as prognosis, dying, spirituality and religion. 

Identifying the need for palliative care specialists to work with general practitioners, 

chest physicians and respiratory nurse specialists, Shee (2005) noted that patients with 

Chronic Obstructive Pulmonary Disease were more likely to have clinical depression and 

anxiety with problems of social isolation and financial burden than lung cancer patients. In 

examining the health care needs of patients with Chronic Obstructive Pulmonary Disease in 

the last year of life, Elkington et al (2005) also noted a heavy physical and psychological 

burden. While a minority of people did receive the required assistance, most people with 

Chronic Obstructive Pulmonary Disease received inadequate health care. He suggested that 

new models of care needed to be developed that accounted for diagnostic uncertainty, 

addressing unmet needs, and would provide relevant information as and when required by 

patients and their families to enable advance care planning. 

Ruffin et al (2000) measured symptom prevalence in a self-reported questionnaire as 

predictors of quality of life in patients with chronic lung disease. Not surprisingly the 

conclusion was that physiological measures alone are not adequate to measure quality of life. 

This was further discussed by Guthrie et al (200 1) who suggested that existing instruments to 

measure quality of life might not capture the true experience of people living with Chronic 

Obstructive Pulmonary Disease. Specific items relating to mood and psychological state are 
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not set in the biographical, social and interpersonal context in which people live. Even in life
threatening disease, other life events might dominate, such as having to take early retirement. 
They concluded that reliance on outcome measures could further fragment treatment and 
obscure the full extent of distress and disability these patients suffer. Ignorance and the 
negative attitudes of professionals working in the home added to the suffering of people with 
respiratory disease dependent on home mechanical ventilation (Lindahl, Sandman, & 
Rasmussen, 2006). 

More recently, instruments to evaluate quality of life have been the subject of several 
studies (Chen, Eisner, Katz et al., 2006; de Torres, Casanova, Hemandez et al., 2006; 
Jablonski, Gift, & Cook, 2007; Puhan, Guyatt, Goldstein et al., 2007; Zimmermann, 
Carvalho, Silveira et al., 2007), all of which conclude that a multidimensional approach to 
evaluating health related quality of life in people with Chronic Obstructive Pulmonary 
Disease is important. 

Many of the studies examined in this literature review indicated the need for further 
research (Curtis, Engelberg, Wemich et al., 2005; Curtis, Engelberg, Nielsen et al., 2004; 
Edmonds, Karlsen, Khan et al., 2001; Elkington, White, Higgs et al., 2001; Lawton, 2003; 
Mitchell, Nakielna, Tullis et al., 2000). Agreement that a palliative care approach would be 
useful (Edmonds, Karlsen, Khan et al., 2001; Gore, Brophy, & Greenstone, 2000; Hill & 
Muers, 2000; Robinson, 2000), led to the suggestion that a palliative care model be developed 
that would work for patients with non-malignant disease (Elkington, White, Addington-Hall 
et al., 2005; Shee, 2005; Solano, Games, & Higginson, 2006; Town, Taylor, Garrett et al., 
2003). Communication about end of life was something many identified as a particular issue 
(Curtis, Engelberg, Wemich et al., 2005; Curtis, Engelberg, Nielsen et al., 2004; Elkington, 
White, Higgs et al., 2001; Jones, Kirby, Ormiston et al., 2004; Yankaskas, Marshall, Sufian et 
al., 2004). 

Palliative care for people with Chronic Obstructive Pulmonary Disease needs to begin 
when life expectancy is less than twelve months. The unpredictable nature of the disease 
trajectory can mean that patients and caregivers do not recognise the terminal nature of the 
disease. Combining the clinical skills of an interdisciplinary team to provide the best therapy 
and patient education, would improve symptom burden and quality oflife (Rocker, Sinuff, 
Horton et al., 2007). Barriers to the delivery of palliative care for people with Chronic 
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Obstructive Pulmonary Disease have been identified by Spence et al (2009). As identified in 
earlier research, these included a reluctance to discuss end of life and a lack of understanding 
about the prognosis by patients and families. Palliative care was seen as a specialist role 
rather than a component of care. They concluded, (as have many others before them) that 
educating and training was needed for health and social care professionals to provide quality 
end of life care. 

Cryptogenic Fibrosing Alveolitis 

Also known as Idiopathic Pulmonary Fibrosis, Cryptogenic Fibrosing Alveolitis is, 

a distinct and specific form of chronic jibrosing interstitial pneumonia of 
unknown cause, limited to the lung and characterised by jibroblast 
proliferation and extracellular matrix accumulation, leading to irreversible 
distortion of the pulmonary architecture (p.65) (Fellrath & DuBois, 2003). 

Published articles on this condition are few and there has been very little research 
carried out. Two projects, one in 1996 (Hubbard, Lewis, Richards et al.), and another in 
2001 (Harris, Cullinan, & McDonald), attempted to establish causation from occupational 
exposure to metal and wood dust. The former concluded that exposure to metal or wood dust 
are independent risk factors, but in a later report Hubbard et al (2000) noted that while there 
was no significant association between Cryptogenic Fibrosing Alveolitis and individual metal 
exposures in a cohort of metal workers, there was some association with lead exposure and 
that this occupation in particular needed further investigation. The latter study aimed to look 
for evidence in specific occupation groups and geographically related environmental factors. 
They found no significant evidence of any important causation in the armed forces, miners 
and quarrymen, service, sports and recreational workers and electrical and electronics 
workers, however felt that the electrical and electronics workers needed to be examined 
further. 

Quality of life in people with Cryptogenic Fibrosing Alveolitis was assessed by 
Tzanakis et al (2005), who wanted to evaluate whether respiratory specific and health related 
quality oflife questionnaires were suitable for evaluating the health status of this group. 
These instruments were useful and the level of dyspnoea appeared to be an important 
influence on health status related to the physiological parameters and duration of the disease. 



However further investigation is required to assess changes in health status of this group of 

people over time. 
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The inclusion of new cases in a cohort study led to a significant over-estimation of 

median survival for people with Cryptogenic Fibrosing Alveolitis. In newly diagnosed cases 

median survival was 2.9 years and expected life span was reduced by about 7 years (Hubbard, 

Johnston, & Britton, 1998). Night time hypoxaemia affected the quality of life in people with 

Cryptogenic Fibrosing Alveolitis associated with decreased energy levels and impaired 

daytime social and physical functioning. Overnight oxygen supplementation could be useful 

as a potential palliative treatment however this needed to be assessed further (Clark, Cooper, 

Singh et al., 2001). 

A more recent study involved a secondary data analysis of information from 588 

patients with clinical Cryptogenic Fibrosing Alveolitis (who were initially investigated in 

1997) where data on treatment, lung function response and survival were taken. A third of 

patients showed an improved lung function after commencing corticosteroid or 

immunosuppressive treatment however overall survival was poor despite this (Rudd, Prescott, 

Chalmers et al., 2007). In the Editorial of the Journal where this paper was published, Wells, 

Hansell and Nicholson (2007) criticised Rudd's use of old fashioned diagnostic criteria for 

Cryptogenic Fibrosing Alveolitis. They recognised that the variability of the disease in 

people with Idiopathic Pulmonary Fibrosis was not best served by the indiscriminate final 

diagnosis of Cryptogenic Fibrosing Alveolitis, affirming the use of a new term such as 

'Cryptogenic Fibrosing Alveolitis clinical syndrome'. 

Apart from the suggested use of oxygen as palliation, there were no articles that I could 

find when searching for the key words Cryptogenic Fibrosing Alveolitis and palliative care. 

This differs from Chronic Obstructive Pulmonary Disease where it was concluded in many 

papers that palliative care would be useful as people with Chronic Obstructive Pulmonary 

Disease and their families had similar needs to those with lung cancer. However I would 

argue that people with Cryptogenic Fibrosing Alveolitis and their families equally have need 

for palliative care as the disease progresses. 
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Summary 

The main themes identified in this review of literature in relation to respiratory disease 

and palliative care, are that there needs to be improved communication between physicians 

and patients about prognosis. The palliative care model has been developed around cancer 

care and needs to be adapted to fit non-malignant disease. Barriers to good palliative care 

include health services organisation and understanding roles and responsibilities of health 

care providers. Non-malignant disease makes similar demands on patients, families and 

general practitioners yet malignant disease is more likely to have the terminal phase 

identified so that people can access palliative care services. There needs to be more 

education for people working in services as facing up to issues of dying may be difficult for 

individuals working in an environment where the focus is on active treatment, not on 

enabling a 'good death'. 

Renal Disease 

The National Kidney Foundation defines chronic kidney disease by the Glomerular 

Filtration Rate Stage 1 to Stage 5, with Stage 5 being end stage renal disease6 requiring 

haemodialysis to survive (Cohen, Moss, Weisbord et al., 2006). Individuals with Chronic 

Kidney Disease have a high burden of disease, with death more likely from other organ 

systems failure. The National Kidney Foundation has stated that Chronic Kidney Disease has 

emerged as a major public health issue in the United States with patients 34% more likely to 

experience a heart attack or stroke, other life threatening consequences of their disease (2009). 

As early as 1998, it was noted that there were going to be considerable challenges 

around the capacity for demand for dialysis and transplantation with economic and funding 

disparities within and between countries (DeVelasco & Dinwiddie, 1998; Maiorca, 1998) 

Maiorca, in particular, noted the ethical foundations that needed to be considered in the 

selection of patients for dialysis and the decision to withdraw from dialysis. There were two 

extremes, 'therapeutic obstinacy'- where the physician holds the power and never gives up, 

and 'therapeutic laxity' where the physician risks underestimating the patient's desire to live 

and the patient accepts the restrictions imposed. Eibach and Schaefer (1998) recognised the 

End stage renal disease is now referred to as Chronic Kidney Disease- 5, or CKD5. 
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need for frequent clinical input in medical and ethical considerations around supporting 

discontinuation of dialysis. They made the distinction between extending life by medical 

treatment that provides a life acceptable to patients and stopping dialysis when the dying 

process has begun. "The goal of medical treatment is not to fight against death but to provide 

for life that is acceptable to the patient and not just a technical extension of the process of 

dying" (p. 1155). 

The conflict between patient autonomy and physician beliefs about what is right for the 
patient is discussed by Lelie et al (1999) who noted that initiation ofthe conversation about 
patient wishes in regard to dialysis and death is difficult and may change when a hypothetical 

situation becomes real. They illustrated the need to continually weigh up the patient's 

preferences and the doctor's professional views when making decisions about end of life care. 

The decision to undertake dialysis is one where a person enters dependency on a 

machine to support life. Analysing the narratives often people receiving dialysis, Martin

McDonald, Biemoff, & Frauman (2002) found that the move from health to illness crossed 

boundaries into a place where life will never be the same. The authors discuss the usefulness 
of the rites of passage model and how it can inform health professionals to become more 

aware of how life changes for people starting dialysis. This was one of the few studies that 

referred to the rites of passage model as people transition to a different form of life from that 

which they had experienced prior to their diagnosis. 

The Renal Physicians Association, the American Society ofNephrologists and the 

American Nephrology Nurses Association recognise that the palliative care approach is the 

optimum method of care at the end of life. They encourage nephrologists and nurses to get 

the education and skills in palliative care so that they are comfortable addressing end of life 

issues with patients and their families (Danko, 2002). 

Recognising the need for hospice care of people with end stage renal disease, Soltys, 

Brookes & Serey (1998) discussed the need for education ofhospice staff about quality oflife 
for people who are dying from renal disease, to break down the sense of the unknown. 

Palliative care input for patients with renal failure is outlined in a study examining palliative 
care involvement in patients withdrawing from dialysis. Support and terminal care was 



positive for the majority of people with their symptoms being well controlled. The use of 

medication was similar to that of other hospice patients (Rich, Ellershaw, & Ahmad, 2001). 
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The issue of shared decision making and initiating discussion about end of life care 

involving the patient, family and renal care team is addressed by Price (2003) who noted that 

every patient should be helped to achieve a good quality of life for the remainder oftheir life 

and the way their dying is managed be defined by the patient and his/her family. The way 

that hope determines the goals of care in the context of advanced care planning was also 

discussed in a study of patients who were expecting to need dialysis within twelve months 

(Davison & Simpson, 2006). Reliance on health professionals to initiate end of life 

discussions and a daily focus on clinical care were seen as barriers. They found that timely 

appropriate information can have a positive impact on hope but that current disclosure 

practices do not meet the needs of patients. 

It would appear, according to Pruchno et al (2005), that better communication is needed 

between patients and spouses with regard to starting and stopping dialysis with spouses more 

likely to want to continue. There needs to be continuing education strategies put in place to 

improve patient awareness and family expectations and improve advance care planning, 

bereavement support and hospital collaboration (Cohen, Reiter, Poppel et al., 2005; Poppel, 

Cohen, & Germain, 2003). This followed on from an earlier paper (Cohen, Poppel, Cohn et 

al., 2001 ), which discussed the development of a Dialysis Discontinuation Quality of Dying 

tool7 that measures what they considered to be a 'good death' in end stage renal disease. 

These domains also define a 'good death' in any life threatening disease. 

A workshop on the quality of life of patients on dialysis was facilitated by the Robert 

Wood Foundation (2003) where recommendations were developed for those working with 

people on dialysis. They identified three subgroups (1) Quality oflife, the burden of dialysis 

and interventions that would improve end of life care; (2) Quality of dying -the lack of 

information about the process of dying and no consistent policy about honouring 'Do Not 

Resuscitate' preferences; and (3) education. This workshop revealed a gap in the curricula of 

training programmes. The authors recommended education on the process of dying to enable 

optimum end of life care and decision making in conjunction with people with renal disease, 

families and care givers. 

7 The five domains include pain and symptom control, advance care planning, peacefulness and use of 
time. 
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Fainsinger, Davison and Brenneis (2003) proposed a model of palliative care for 

dialysis patients which included physicians, nurses, pastoral care, social workers, 

rehabilitation workers and pharmacists with the nephrologists providing ongoing assessment 

and management including the family doctor, that is, a multidisciplinary service delivery 

model within the nephrology programme. Such a service delivery model has been used 

successfully in the care of cancer patients for a considerable time within some hospice and 

palliative care programmes. 

A pilot study carried out in the United States by Weisbord et al (2003) surveyed 

nineteen dialysis patients and palliative care specialists. The researchers concluded that 

patients have a marked symptom burden; impaired health related quality of life and lacked 

advance directives. This exemplified the difficulty in initiating discussion about end of life 

care with patients and their families as mentioned earlier. Both patients and nephrologists 

perceived palliative care as favourable, however it was suggested that further research be 

carried out in a larger sample to validate their findings. 

The impact that dialysis has on people's lives was examined where people who had 

either stopped or cut back dialysis and their spouse were interviewed. The aim of this study 

was to look at the reasons why people choose this and the effect it has on the person and their 

family. Quality oflife and prognostic uncertainty influenced the decision. Families felt 

unprepared for the required changes in lifestyle. The results of this research suggested that 

earlier involvement of palliative care services might improve decision making about end of 

life care (Ashby, op't Hoog, Kellehear et al., 2005). The guidelines for withholding dialysis in 

patients with chronic renal failure are outlined in the Handbook of Palliative Care (Chesser, 

2005). The time from dialysis withdrawal to death is usually 8- 12 days. Palliative care is 

included as part of supportive treatment which includes making decisions about end oflife 

care. Dialysis extends people's lives, however many people feel that they are not adequately 

prepared for life on dialysis where they are not going to get better but hope they are not going 

to deteriorate (Russ, Shim, & Kaufman, 2005). 

The need for communication between the health care team and patients and families is 

outlined by Rabetoy (2005). She asks the question about whether patients should be informed 

about the morbidity and mortality data associated with end stage renal disease and dialysis. 

Such data should be accompanied with an explanation of its meaning and how it could be 
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interpreted and applied. By asking what patients and families want to know, the dialysis team 

can respond accordingly. A pilot study of an Advanced Care Planning Readiness instrument 

(Calvin & Eriksen, 2006) has shown that this has the potential to ease the initiation of an 

advanced care plan conversation when the patient and their family are ready, with the focus 

on living, not dying. This study generated a theory of personal preservation, the first phase of 

which involved knowing the odds and making post mortem plans while acknowledging the 

shortened life span. The second phase involved patients acquiring knowledge, combining this 

with their personal beliefs and defining their individuality as people receiving dialysis and the 

final phase described the paradox between being responsible while taking chances. 

Surveying 69 renal units in the United Kingdom, with the aim of establishing a pattern 

of provision of palliative care for people with end stage renal disease, Gunda, Thomas & 

Smith (2005) defined palliative care as beginning at the time of diagnosis and continuing 

throughout the patient's life. The results showed considerable variation in palliative care 

provision with availability of resources being a major problem. They recommended that end 

stage renal disease patients suitable for palliative care should be identified at multidisciplinary 

team meetings with assessment of symptom burden and management, advance care planning, 

timely referral to palliative care teams and hospices, and access to bereavement services. 

Noting that end stage renal disease has a mortality similar to prostate or colon cancer, 

Hutchinson (2005) suggested that the psychosocial and spiritual transition in end stage renal 

disease patients is a cause of suffering and asks the question how can dialysis and 

transplantation enable healing of such suffering? He, too, recognises the need to have 

supported discussions with patients about the issues involved in end stage renal disease. 

Further research is required to provide evidence that transitions between different phases of 

the disease trajectory are a problem. Better technical care is not always the solution. More 

resources should be available to overcome the challenges and provide the best possible quality 

of life and prevent unnecessary suffering. 

Some of these quality of life challenges revolve around chronic pain and depression. 

How these influence the decision to withdraw from dialysis is discussed by Davison and 

Jhangri (2005). While not showing a direct correlation between chronic pain, depression and 

insomnia, they concluded that health care providers needed to pay more attention to pain 
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assessment and management to improve depression. They too indicated a need for further 

research about end of life decision making for people on dialysis. 

Chronic pain in end stage renal disease and its impact on health related quality of life is 

typically under-treated. Pain is just one symptom of multiple complex symptoms. End of life 

issues may interfere with psychological, social and physical coping and all need to be 

adequately addressed to help relieve chronic pain (Davison, 2006), echoing Cecily Saunders 

(1989) concept of 'total pain' which includes psychosocial, spiritual and physical attributes of 

pam. 

Health related quality of life in the care of patients with chronic kidney disease is 

discussed by Weisbord and Unruh (2006) and Davison, Jhangri & Johnson (2006). The 

former concluded that it is important for renal teams to understand the importance of quality 

of life and there should be routine incorporation of surveys in clinical practice to monitor this. 

The latter applied a modified Edmonton symptom assessment tool8 used in palliative care 

settings to assess physical and psychological burden of people with end stage renal disease. 

They concluded that the use of this tool would improve symptom recognition and positively 

impact on health related quality of life. 

A comparative study of symptoms and quality of life in cancer patients and patients 

with end stage renal disease was carried out by Saini et al (2006). Both groups reported 

similar levels of symptom burden and impairment of quality of life. The conclusion was that 

palliative care would benefit end stage renal disease patients. The authors suggested more 

collaboration between nephrologists and palliative care teams was needed to identify patients 

who would benefit from palliative care input. This input was something also identified by 

Siegler et al (2002) who felt that nephrologists were in the best position to assess this. 

Nurses helping patients and their families make informed choices about end of life was 

discussed by Dethloff (2004). Nephrology nurses work with patients and families who 

discontinue dialysis and often take a leadership role. A case study of nursing input into the 

decision to withdraw dialysis shows how the health care team can assist where there is a 

8 The Edmonton symptom assessment tool was originally developed to assist in the assessment of nine 
symptoms common in cancer patients: pain, tiredness, nausea, depression, anxiety, drowsiness, appetite, 
well-being and shortness of breath (Bruera, Kuehn, Miller et al., 1991). 



discrepancy between what the patient wants and what the family want, thus being able to 

assist and manage a 'good death' (Danko, 2004 ). 

52 

As dialysis has become more readily available, older people with co-morbidities are 

being treated and increasingly, patients are electing to either not start dialysis or to 

discontinue it. Therefore the need for palliative care for people with end stage renal disease is 

becoming increasingly recognised, with renal teams more involved in symptom control, 

advance care planning and end of life choices, traditionally the domain of the palliative care 

team (Brown, 2007; Germain, Cohen, & Davison, 2007). 

A retrospective record analysis of 129 patients over 75 years with chronic kidney 

disease aimed to evaluate survival once the decision for or against dialysis was made, and to 

identify which variables might be independently associated with survival. The conclusion was 

that further research needed to be carried out to confirm and clarify how eo-morbidity with 

patients older than 75 years reduces survival and whether it should be one of the main 

considerations when advising for or against dialysis (Murtagh, Marsh, Donohoe et al., 2007). 

Discussing renal supportive care as an emerging concept available from diagnosis to death, 

Noble et al (2007) suggested that this underpins renal service development which will allow 

patients, carers and multidisciplinary teams to work together to achieve the complex goals of 

end of life care and enable patients with end stage renal disease to have a 'good death' in a 

place of their own choosing. 

Many patients with End Stage Renal Disease and their families do not have advance 

directives and few use palliative care services despite guidelines being available to the 

nephrology community about end oflife issues. Nephrology nurses are ideally placed to 

coordinate and facilitate a patient's transition from chronic to terminal care however in 

practice this is unlikely to happen either due to inadequate education about the topic or 

emotional discomfort (Haras, 2008). However McKeown et al (2008) identified a well 

established referral practice between the Nephrology service to the Specialist Palliative Care 

team in the North West of England. Issues around the psychosocial aspects of care were 

identified, especially preferred place of care. The authors noted that implementation of end of 

life care tools, such as the Liverpool Care Pathway9
, the Gold Standards Framework10 and 

9 

10 
See page 23 
See page 23 
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Preferred Priorities ofCare11 needed to be ongoing. Figure Two exemplifies the deterioration 

and recovery during the trajectory of dying from organ failure. Often, the deterioration is 

accompanied by a hospital admission and return home however there is an inexorable decline 

towards death over time. 

High Organ Failure 

Low 

Ttme 

FIGURE2: The trajectory of dying from organ failure (Lunney, Lynn, Foley et al., 2003) 

Summary 

There is an increased recognition of the need for palliative care input for people with 

Chronic Kidney Disease Stage 5. This needs to be initiated by the nephrologists at an earlier 

stage of the illness trajectory to relieve the burden of disease and address challenges that arise 

during the dying process using a traditional multidisciplinary care team palliative care model. 

Neuroscience 

The non-curative nature of neurodegenerative diseases may be interpreted by 

neurologists as meaning 'nothing more can be done', however a palliative care approach has 

much to offer. Such an approach aims to improve the quality of life of individuals facing life

threatening illness and their families by addressing physical, psychosocial and spiritual needs. 

However barriers to the use of palliative care have been identified as a belief that it is only 

offered in the final stages of illness, discomfort with discussing end of life issues, and 

11 See page 25 



ignorance about what palliative care does. There needs to be widespread dissemination of 

information and education about palliative care to general practitioners, nurses and other 

allied health professionals to ensure a palliative approach that meets the physical and social 

challenges facing patients and their families to enhance their functioning and quality of life 

(Kristjanson, C, & Dawson, 2003). 
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The complexity of neurodegenerative disorders requires different professional input at 

different times along the disease trajectory. Many of these disorders share common physical 

and emotional demands on patients and families. Good palliative care input at the time of 

diagnosis can help maximise patient function and comfort and address psychosocial issues 

(Hicks & Pearse, 2005). However in order for this to occur, new concepts of palliative care 

need to be developed to enhance the relationship between palliative care and neurological 

services (Borasio & Voltz, 2005). Identifying the needs of Australian people with 

neurodegenerative conditions and their families was the focus of research where people 

diagnosed with Motor Neurone Disease, Multiple Sclerosis, Parkinson's Disease and 

Huntington's, and their families, completed a questionnaire asking about their needs and the 

extent to which existing services met these needs. While the response rate was low (25.6% 

patients; 19% carers), service provision involved many agencies. However they often seemed 

fragmented with poor communication and delays in detection of early symptoms. The authors 

concluded that despite the results being limited by the low response rate and under

representation of individuals with more severe illness, more individualised and flexible 

models of care were needed taking into consideration the unique illness trajectories and long 

term demands on carers. There was a lack of information about services and physicians 

needed to be alert to the supportive and palliative care needs of patients and carers to ensure 

that these are addressed (Kristjanson, Aoun, & Yates, 2006) 

A literature review carried out of377 articles published in a Neuroscience Nursing 

Journal over a ten year period showed that neuroscience nurses care for patients at end oflife 

in a variety of settings with a variety of disease and it was surprising that death was not 

discussed in their speciality literature (Neatherlin & Fox, 2006). The authors recommended 

that palliative and end of life issues should be addressed when articles are being written and 

reviewers should assess the need for such a discussion and suggest its inclusion. Future 

research should identify the types and amount of palliative and end of life care nurses are 

actually providing in the clinical setting and examine how nurses actually perceive the 
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importance of such care. Education in palliative and end of life care concepts and practices 

needs to be provided for nurses who care for patients and their families and caregivers, 

"Death is a part of life, and neuroscience nurses need to be aware of the principles of caring 

for all those touched by death- dying patients, their families, their care givers and even 

themselves" (p. 348). 

In common with the previous literature pertaining to life limiting illnesses, there is a 

long recognised need for a palliative care approach to be used for people with 

neurodegenerative disorders and their families and a call for the development of models of 

care with collaboration between special ties that address the issues of provision of palliative 

care in these settings. This review will now examine the literature relating to neurological 

disorders as they relate to the participants in this research study, Multiple Sclerosis, Muscular 

Dystrophy and Motor Neurone Disease. Ian Maddocks, in his book Palliative Neurology 

(2005), applies the principles and practices of palliative care to people with neurological 

conditions. He notes that many of the degenerative conditions identified in neurology would 

be amenable to palliative care. 

Multiple Sclerosis 

Multiple Sclerosis is a "chronic inflammatory disease of the central nervous system 

which may lead to increasing disability, loss of multiple physical functions and has significant 

psychological implications" (p. 1 09) (KUmpfel, Hoffmann, Pollmann et al., 2007). The 

process of diagnosis and treatment brings with them a shrinking social and geographical 

world which does not provide opportunities for the exchange of information with others. 

Biological definitions mediate access to services which are often based on eligibility rather 

than need (Dyck, 1995). Improving liaison between health professionals in different settings 

and the availability of resources would be an important way to facilitate early referral to 

palliative care services given that there was more negativity towards Motor Neurone Disease 

than Multiple Sclerosis among' health professionals (Carter, McKenna, MacLeod et al., 1998). 

How care givers, who were spouses of people with Multiple Sclerosis, developed 

strategies for coping with stressors was discussed by O'Brien (1993) who found that as the 

demands of the stressors increased, so did various forms of coping behaviours which were 

more focused on action as a way to manage and control the situation. Writing on her own 
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experience ofliving with multiple sclerosis for thirty years, S.Kay-Toombs (2004) described 

how she dealt with the progression of the disease which, at the time of writing, had reached a 

point where she needed to use a motorised wheel chair all the time. She discussed concepts of 

dignity and self worth and how they related to decision making about end of life care. 

The necessity for palliative care for people with severe multiple sclerosis is discussed 

by Klimpfel et al, (2007) who used a case based approach. Two people who had severe 

multiple sclerosis with varying symptoms were described, both of whom lived in difficult 

circumstances. The first refused all treatment and finally took his own life. The second was 

admitted to a palliative care unit where the complexity of her symptoms was addressed. On 

discharge she had regular follow up visits to the neurologist and palliative care unit. The 

authors concluded that a palliative care approach could contribute to the quality of life of 

people with multiple sclerosis. Social isolation, depression, pain control and psychological 

support are the most frequent unmet needs. Additional research needs to be carried out on the 

role of palliative care and the needs of severely affected people with multiple sclerosis and 

their care-givers. 

Figure Three illustrates the recurrent relapses typical of Multiple Sclerosis and the 

progressive nature of the disease (Maddocks, Brew, Waddy et al., 2005). These relapses are 

accompanied by increasing disability which can take place over many years, culminating in 

death. 

FIGURE3: 
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The illness trajectory characteristic of Multiple Sclerosis (Maddocks, Brew, 

Waddy et al., 2005) 



Motor Neurone Disease 

Motor Neurone Disease is defined. as, 

a disease with no known cause and no known cure. It is a progressive 
degenerative disease of motor neurones causing muscle weakness and 
paralysis. Median survival from diagnosis is approximately four years. 
Treatment is palliative aiming to maximise quality of life (p. 173) (Clarke, 
McLeod, Smith et al., 2005). 
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A multidisciplinary approach was seen by Parton et al (1999) as transforming the care 

of people with motor neurone disease although this approach was not universally available at 

the time. Good management was seen as focusing on the individual with preservation of 

autonomy, dignity, good symptom relief and early intervention. Hospice involvement in 

palliative care for people with Motor Neurone Disease was found to be variable. Many 

hospices provided terminal care only although a few did provide care from early on in the 

disease process. The involvement of a multidisciplinary team also varied. Collaborative 

relationships needed to be developed between disciplines and services in response to the 

needs of patients and their families (Oliver & Webb, 2000). 

Dysphagia is one of the symptoms that develop as motor neurone disease progresses. A 

dysphagia training nurse scheme provided by a speech and language therapist was developed 

by Kirker & Oliver (2003) who carried out an assessment of the standard of care in a 

palliative care unit. They found that hospice nurses often had little knowledge of swallowing 

difficulties. The results of the training showed a significant improvement in staff confidence 

with management of dysphagia with the speech and language therapist being seen as an 

essential member of the multidisciplinary team. 

The social aspects of caregiving for people living with Motor Neurone Disease in 

Australia was the subject of research carried out by Love et al, (2005). They noted that, in 

common with previous research, prolonged caring for others living with progressive 

degenerative disease had considerable emotional costs to the caregiver. They identified a 

need for interventions designed to maintain and improve social support to caregivers 

throughout the caring trajectory. 
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A literature review on the palliative care service needs of people with Motor Neurone 

Disease established that the general impression was that palliative care should start at 

diagnosis rather than end stage. However there are challenges to implementing this. Different 

forms of Motor Neurone Disease mean that patients have individual requirements, so a 

flexible approach needs to be taken. General practitioners need access to resources for further 

education and hospices need staff who understand the potential needs of people with Motor 

Neurone Disease. The burden of care on caregivers needs to be recognised with respite care 

available and the recognition that service needs change over time. The use of a liaison field 

worker was seen as an important role to facilitate provision of services (Goodyear-Smith, 

2005). 

Identifying services available through hospices in New Zealand for people with Motor 

Neurone Disease found barriers to accessing care which included the nature of the service 

contract; bed availability, time and resources, complexity of care, appropriately skilled carers 

and knowledge about the disease process. The relationship with hospice should begin at an 

appropriate time in continuity with other services and support staff should have a well 

developed knowledge base (McKenna & MacLeod, 2005). 

FIGURE4: 
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Schematic Diagram of available services for a person with Motor Neurone 

Disease in New Zealand (McKenna & MacLeod, 2005). 

In response to this, Williams (2005) wrote about her own experience of having been 

diagnosed with Motor Neurone Disease in Australia, noting the disparity of services and 

treatment available between Australia and New Zealand. 
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Hughes et al (2005) addressed the lived experience of people with Motor Neurone 

Disease. Motor Neurone Disease has a multiple impact on people's lives and there are many 

health, social and palliative care needs that have to be understood. Meeting these needs is best 

achieved through good sources of information, improved integration ofhealth, social and 

palliative care policies and practices and the use of social research to inform practice and 

improve quality of life. 

Comparing the psychosocial and physical functioning in people with Motor Neurone 

Disease and metastatic cancer, Clarke et al (2005) found that compared to people with cancer, 

those with Motor Neurone Disease had greater physical impairment, grief and depression and 

required greater social supports. People with cancer had greater pain requiring increasing use 

of analgesia but had many similar psychosocial issues. The conclusion was that more targeted 

models of intervention needed to be developed. 

Progress in medical treatment has led to an improvement in the survival of people with 

some neurodegenerative conditions who have longer periods of dependency on others. 

Comparing the needs of people with Muscular Dystrophy and Motor Neurone Disease and 

their families, Dawson & Kristjanson (2003) found many similarities. These included the way 

in which families react and respond to the diagnosis and disease trajectory and interact with 

the health care system and health professionals. This research showed evident gaps in 

supportive care and strategies for day-by-day management, and provided further evidence for 

the necessity of a palliative care approach to address the complex requirements of people with 

these conditions and their families. Barriers to achieving this were the perception that 

palliative care is terminal care and acceptance of palliative care by families may be in conflict 

with hope for a cure. 

Muscular Dystrophy 

An Expanded Academic Database search using the words Muscular Dystrophy and 

Palliative only found two articles. The first was published in 1999 and discussed an 

Australian study of family members of individuals with muscular dystrophy or spinal 

muscular atrophy. What was found was that there was a lack of coordination of care and 

access to skilled competent carers, with lack of support for siblings, inadequate bereavement 

care and limited options for discussing support by ventilator and advance directives. The 
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authors concluded that terminal care for people with muscular dystrophy and their families 

needed to be improved and although many will die following an acute event, palliative care 

services may be appropriate for those who require terminal care at home (Parker, Maddocks, 

& Stem, 1999). The second article reported on a study carried out in the United States on 

palliative care services for males with Duchenne Muscular Dystrophy. Most families had 

never heard of the term palliative care, and of the six palliative care services surveyed, only 

attendant care and skilled nursing services were used in 50% of cases. Less than 25% of the 

respondents had any form of advance directive in place and only 6% had guardianship papers 

in place for the care of their son should the parent die or be incapacitated. The conclusion was 

that there was a need for improved counselling and education for families about palliative 

care services in this population (Meaney, Pandya, Andrews et al., 2007). 

Summary 

The development of a multidisciplinary model of palliative care that recognises the need 

for improving quality of life for the patient in active partnership with their caregiver and 

clinicians is needed in neurodegenerative conditions with clear and open communication 

about end of life and treatment options (Elman, Houghton, Wu et al., 2007; Lanoix, 2009). 

Lanoix, in particular, noted the importance of negotiating the interface between chronic care 

and palliative care in a way that recognises the vulnerability of family care givers and the role 

they play in the multidisciplinary model of care. 

While there are many similarities in these conditions, the way they are viewed by 

society is different. Multiple Sclerosis is viewed as chronic despite the fact that at least as 

many people die from Multiple Sclerosis as from Parkinson's disease. It is the disease 

trajectory that is different. Some neurological conditions have a very predictable course while 

others may continue for decades. However an uncertain prognosis shouldn't preclude access 

to palliative care that commences from diagnosis onwards in conjunction with primary care 

services (Liao & Arnold, 2007). This literature also identifies the need for a palliative care 

approach to be applied from the diagnosis of neurodegenerative conditions to a greater or 

lesser extent depending on the needs of individuals and their families. As with other non 

malignant conditions, the majority of the literature is published in palliative care journals 

rather than the neurology journals. 



Cardiac Disease 

Chronic heart failure is defined as, 

a clinical syndrome in which heart disease reduces cardiac output, 
increases venous pressures and is accompanied by molecular abnormalities 
that cause progressive deterioration of the failing heart and premature 
myocardial cell death (p. 331) (Home & Payne, 2004). 
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The findings from the Study to Understand Prognosis and Preference for Outcomes and 

Risks of Treatment (SUPPORT) carried out in the United States suggested that patients with 

heart failure weren't adequately cared for as they approached the end oflife with functional 

depression, severe pain and dyspnoea increasing as death approached. The findings indicated 

that there was a different model of care needed to cater for individuals with chronic heart 

failure (Gibbs, McCoy, Gibbs et al., 2002; Gibbs, Addington-Hall, & Gibbs, 1998). Despite 

this, it has only been in the last few years that working models have been developed, usually 

in an ad hoc pragmatic way as the needs of people with chronic heart failure have become 

more evident (Daley, Matthews, & Williams, 2006; Gibbs, Khatri, & Gibbs, 2006; Goodlin, 

Kutner, Connor et al., 2005; Jaarsma, Stromberg, De Geest et al., 2006). 

Formal education for health professionals in palliative care has been shown to be useful 

in improving communication with patients with chronic heart failure (Addington-Hall & 

Altrnann, 2000; Zapka, Hennessy, Lin et al., 2006). People with chronic heart failure who 

were interviewed showed a need for more open and honest communication from their doctor 

about their prognosis. These studies identified several barriers of access to palliative care 

services which included the perception by patients that their symptoms were due to 

advancing age and the perception that there is nothing that can be done (Rogers, Addington

Hall, Abery et al., 2000). Despite patient disclosure of problems being equally high in those 

with heart failure and those with lung cancer, many were not addressed- in the palliative care 

patients 83% physical, 43% social/functional, and 52% psychological; in heart failure patients 

60% physical, 30% social/functional and 28% psychological with attendance to cardiac 

problems being a priority (74%) (Anderson, Ward, Eardley et al., 2001). 

A retrospective review ofthe medical records of 150 patients aged over 65 who died 

from heart failure over a two year period showed the difficulties in establishing end stage 

heart failure (Forrniga, Espel, Chivite et al., 2002). This was something also identified in 
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studies involving doctors and consultants. These groups identified barriers such as the 

organisation of health services and doctors understanding of roles and responsibilities 

(Hanratty, Hibbert, Mair et al., 2002); difficulties in identifying end oflife and diagnosing 

dying (Gibbs, McCoy, Gibbs et al., 2002; McKinley, Stokes, Exley et al., 2004); lack of 

planning, discomfort in dealing with death and dying and lack of awareness of palliative care 

philosophies and resources (Davidson, Introna, Daly et al., 2003). Many patients and health 

providers do not see heart failure as a life limiting illness but therapies that postpone death do 

not necessarily relieve the burden of illness nor meet the needs of patients and their families 

(Goodlin, Hauptman, Arnold et al., 2004). The way people perceive disease may originate 

both from the individual and from society (MacLeod, 2003). This was also identified in an 

earlier study (Rogers, Addington-Hall, Abery et al., 2000) and problems with communication 

about conveying diagnosis in a later study (Barnes, Gott, Payne et al., 2006). 

The unpredictable nature of chronic heart failure makes it difficult to adequately 

prepare people for their impending death (Brannstrom, Brulin, Norberg et al., 2005). Despite 

chronic heart failure being a common condition with a poor survival -half of patients 

diagnosed with heart failure die within five years of diagnosis with half of the deaths being 

sudden (Pantilat & Steimle, 2004), people with heart failure die with a similar burden as those 

with cancer but few are referred to palliative care services (Home & Payne, 2004). A position 

statement published by the American College of Chest Physicians (Selecky, Eliasson, Hall et 

al., 2005) states that the College, 

strongly supports the position that palliative and end-of-life care of the 
patient with an acute devastating and chronically progressive pulmonary or 
cardiac disease and his/her family should be an integral part of 
cardiopulmonary medicine. This care is best provided through an 
interdisciplinary effort by competent and experienced professionals under 
the leadership of a knowledgeable and compassionate physician (p. 3599). 

Heart failure care is constantly evolving with improved medications and device 

therapies changing the prognosis. This makes referral to palliative care services difficult 

(Reisfield & Wilson, 2007b ). Physicians can help their patients by initiating advance care 

planning discussions before a crisis occurs or following hospitalisation. Educating patients 

and families about the unpredictable nature of heart failure and ascertaining goals of care such 

as quality of life compared to the length of life and dying at home compared to dying in the 
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hospital, is important as is discussing options for achieving these goals (Reisfield & Wilson, 

2007a). 

Hauptman & Havrenek (2005) proposed the integration of a palliative care approach 

early in the course of heart failure treatment. The need for a greater mutual understanding of 

hospice care and heart failure care had been identified by Goodlin et al (2005) who carried out 

a national survey of 70 medical directors of hospices. They identified the need for further 

work on barriers to hospice access by heart failure patients which included a lack of 

understanding of the complexity of heart failure with staff needing greater experience in heart 

failure care. 

Yet a palliative or at least a supportive approach was identified by Brush et al (2006) in 

end stage heart failure. They identified an abrupt decline in function at the time of diagnosis 

(1 ). When standard therapies are initiated, function improves (2) however after initial 

stability, exacerbations occur and the patient never returns to full function (3). This means 

advanced therapies such as cardiac transplantation, mechanical support and/or end oflife 

planning ( 4) and eventually exacerbations become more frequent and stabilisation more 

difficult leading to the initiation of supportive care measures which include hospice and home 

care until death (5). 
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In the United Kingdom, heart failure nurses and hospice palliative care teams 

collaborated by mutual education and attendance at multi-disciplinary team meetings to 

successfully provide palliative supportive care to heart failure patients alongside active 

treatment (Daley, Matthews, & Williams, 2006). Despite this, a postal survey of British 

palliative care services showed a wide variability with one in ten specialist palliative care 

services not accepting heart failure patients. The authors noted that better dissemination of 

local collaborative initiatives would improve this situation (Gibbs, Khatri, & Gibbs, 2006). A 

two-phase descriptive study of 673 hospitals in 43 countries showed that only a few have 

organised programmes for heart failure care and follow up. The most prominent differences 

were the degree of collaboration with home care and general practitioners, available funding 

and the role of palliative care (Jaarsma, Stromberg, De Geest et al., 2006). 

Selman et al (2007) investigated specialist palliative services for people with chronic 

heart failure in hospital based, community based and hospice based situations. They identified 

challenges in setting up palliative care provision for people with chronic heart failure. These 

included a reluctance of specialists to 'hand over' patients. Much of palliative care knowledge 

was focused on cancer care and little was known by palliative care teams about the needs of 

people with chronic heart failure. Patients were resistant to palliative care due to 

misperceptions and stigma and the uncertainty about prognostication and salvageable events. 

Organisations also experienced interdisciplinary conflict over who should have the 'difficult' 

conversations with people with chronic heart failure and their families. Difficulties working 

together in the community with palliative care teams and lack of time for training along with 

fiscal constraints were identified, amongst others. The recommendations were that there 

needed to be collaboration between teams and organisations to ensure successful service 

delivery that respected the roles and responsibilities of everybody involved. However a study 

of older people with heart failure noted that translating the palliative care philosophy of a 

'good death' was a problem for participants because the palliative care model of a 'good 

death' has been shaped by cancer care and therefore has limited applicability to other groups 

"improving the end of life experiences of older people must involve addressing the 

problematised nature of aging and old age within contemporary society, whilst 

recognising ... cultural effects that influence attitudes to death and dying" (p. 1121) (Gott, 

Small, Bames et al., 2008). 
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In order to fill the evidence gap over what works in chronic care management, 
Sochalski et al (2009) reanalysed data from ten randomised controlled trials of management 
of heart failure programmes. What they found was that patients enrolled in programmes that 
used multidisciplinary teams and in-person communication12

, had significantly reduced 

hospital admissions. They suggest these programmes become part of health policy for 
chronic care management. It is interesting to note that a palliative approach as such was not 
discussed in this paper, perhaps reflecting the difficulties in identifying the palliative phase in 
heart failure care. 

In summary, there is a well recorded recognition of the need for palliative care services 
for people with chronic heart failure. There has been a slow progression from the 

identification of barriers and needs to the development of collaborative initiatives and 
education programmes for health professionals caring for heart failure patients and their 

families and the provision of palliative care. 

Cancer 

In this section, I examine some of the literature pertaining to the palliative and 
supportive care of people with cancer and their families. As mentioned earlier, the inclusion 
of people with malignant disease in this present study is intended as a comparative group. 

With earlier diagnosis, improved treatment and management of people with cancer, 
many are surviving much longer than expected (Schroevers, Rancher, & Sanderman, 2006). 
However the fear of having cancer continues to influence people's perception of the disease. 
Does the fear of having the disease put one in a liminal space prior to actual diagnosis? 
Breitbart (2006) describes a personal situation where the family have a ten week wait for a 
diagnosis of a family members symptoms. He allies his experience with the theory of stress 
which is "that a stressful event leads to appraisal of one's goals and values, one's beliefs 
about oneself and the world We then attempt to cope with the event" (p. 313). 

The trajectory of dying from cancer has, in part, been relatively predictable with a 

terminal phase that meets the public expectation of dying and the health care requirements for 
hospice care (Lunney, Lynn, Foley et al., 2003). 

12 In person communication is face-to-face, rather than via telephone. 
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How people manage to live with cancer is a feature ofthe literature of more recent 

years. This seems to me to coincide with the increasing longevity experienced by people with 

cancer and their families. Gathering the experiences of people living with cancer was the 

focus of several studies (Coyle, 2006; Lethborg, Aranda, Cox et al., 2007; McKechnie, 

MacLeod, & Keeling, 2007; Radin, 2006; Schroevers, Ranchor, & Sanderman, 2006); and 

even the role that rehabilitation therapy plays for people with cancer as a management 

strategy to preserve function and enhance quality of life thereby lessening the medical and 

economic burden of cancer is discussed (Cheville, Khernk:a, & O'Mahony, 2007). 

There is a large amount of literature with regard to cancer and what I have chosen in 

this brief review illustrates how the focus of research has changed over time from quality of 

life in dying from cancer to quality oflife in living with cancer, which reflects, as mentioned 

previously, the way in which research on cancer has driven improvements in treatment and 

survivorship. However the fear that the word cancer engenders in people still remains as they 

continue to inhabit a liminal space while waiting for diagnosis, enduring treatment and either 

waiting to die or living with the disease. 
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Section IV: Liminality 

The Development of the Concept of Liminality 

Derived from the Latin 'Limen', meaning 'threshold', liminality is classically defined as 

"the threshold, betwixt and between, where ritual is experienced as an action that 

restores"(V an Gennep, 1960). Anthropological interest in the concept is generally first 

attributed to work done by Van Gennep in the 1950s. In examining rituals as rites of passage, 

Van Gennep (1960) noted that ritual separated specific members of a group from everyday 

life and placed them in a state of limbo - a place that was not anywhere they were in before 

and yet not a place they would be in the future. The ritual process then returns them changed 

in some way to day to day life, usually for the better, in his opinion. Typical rites of passage 

included three distinct phases: the preliminal, or beginning of the relationship, the liminal, 

where the action takes place that transforms, and the post-liminal, or the emergence of the 

individual changed in some way. Despite individual variations, the underlying arrangement is 

always the same and denotes the passage from one social position to another, with a clearly 

demarcated liminal space between each. 

Examining Van Gennep' s constructs in more detail in reference to rites of passage, 

Turner (1969) notes that while in the liminal, the subject passes through a realm that 

combines the experience of the past with hopes for the future. He suggests that these subjects 

become liminal personae or "threshold people" who have an ambiguous social status. They 

are yet to emerge changed. Their behaviour is normally passive, obeying instructions and 

accepting what is being done to them. While in this space, they tend to develop comradeship 

with those sharing the experience. In later work, Turner (1977) used the term 'liminoid13 

phenomena' to distinguish between collective events such as drama and sports which are a 

production of a liminoid zone of culture produced and consumed by known individuals or 

masses. 

Turner (1986) later expanded Van Gennep's idea ofliminality to being at the threshold 

of a change in status where the ritual process itself constructs a threshold between secular 

space and sacred space. Inhabiting the liminal can be private and/or public where the rituals of 

performance are either secluded from the public gaze or the public are included. Continuing 

to develop the concept of liminality, Turner (1990) describes liminal activities as being 

13 Liminoid is like the liminality of ritual but not identical to it. For example, secular or cultural situations 
that take place on the margins of the liminal, such as specialised arts or sports events (Turner, 1977). 
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neither here nor there and having no status, until transformed by ritual. For individuals and 

groups, social life involves the experience of"alternating exposure to structure and 

communities and to states and transitions" (p. 149). Turner uses the term 'communitas' to 

describe the breaking through of the norms that govern social relationships and develops as 

individuals form groups with shared understandings and experiences. Turner speculates that 

certain kinds of liminality may be more conducive to the emergence of communitas than 

others as it occurs both in structured and unstructured situations. Turner adhered to the old 

idea that human life has inherent biological limits, however Squier (2004) noted that Turner 

failed to represent the complex ways that culture produces nature while nature shores up 

practices that we have come to think of as cultural. The liminal challenges us to negotiate 

meaning and both the form and the trajectory of our lives can be reshaped at will, whether our 

own or another's. 

Arguing that Turner does not adequately address the notion of liminal embodiment, 

Graham St John (2001) takes issue with the unqualified application of communitas. He used 

the term 'alternative cultural heterotopias' as a way of analysing public space and described 

liminoid realms as thresholds of the creation of alternative identities. Heterotopia was a 

concept partially developed by Foucault (1993). Coming from the study of anatomy, it refers 

to ''parts of the body that are either out of place, missing, extra, or alien". Foucault later used 

the term to refer to unsettling ambiguities in social spaces. St John expands this further 

describing temporary event spaces as liminal realms where alternate identities can be created. 

These spaces of 'othemess' can be contested because of the large range of alternative 

discourses and practices among the various expectations held by the inhabitants. 

'Otherness' implies 'matter out of place' which has previously been discussed by Mary 

Douglas (1990) who viewed it as disorder that symbolised both danger and power reflecting 

Van Gennep's view of transitional states as dangerous which must be mediated by rites of 

reconciliation. While the 'other' can be applied to physical matter, it can also be applied to a 

chaotic state, where individuals attempt to construct a stable world which is recognisable and 

reassuring. Becker (1997) refers to this in relation to the illness experience where people who 

are ill try to make sense of what is happening to them. People use the limbo metaphor as a 

way of negotiating the disruption uncertain illness trajectories create to enable them to find 

meaning and try to regain a sense of order, not only for the individual concerned, but also 

those around them. 
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What has been noted in other work looking at how rites of passage successfully enable 

individuals to move into new states ofbeing is that, as noted by Van Gennep, everybody's 

experience is unique yet the process has identifiable stages with a similar end result (Slater, 

Maloney, Krau et al., 1999). I would argue that there are defined rites of passage during the 

medical encounter as the person becomes a patient and, if cured, becomes a person again, 

albeit altered due to the experience. This is reminiscent of the classical definition of 

liminality as betwixt and between social classifications. The incidence of disease disrupts the 

flow of natural social processes in the person's life world. 

Using both Turner's and Douglas' notions ofliminality, the former being "betwixt and 

between" and the latter being "matter out of place" Jackson (2005) discusses these ideas in 

relation to people who suffer from chronic pain. She notes the paradoxical nature of pain and 

the ways in which Parson's (1952) 'sick role' delineates what is acceptable behaviour and 

what is not, so that those people suffering some forms of chronic pain inhabit a kind of 'no 

man's land' between the real and the imaginary. 

Because there is no structure in the liminal, or perhaps, more provocatively, the liminal 

has its own unformed and indeterminate structure, creativity as a specific action can occur 

through ritual which confers status and special identities on the participants. The liminality of 

the ritual denotes the between-ness of time and the discourse that provides power becomes 

knowledge (Roberts, 2004). The ritual of the medical encounter provides knowledge that 

explains the habitus of the 'no-man's land' or the 'between-ness of time' experienced by 

people who are suffering. 

Referring to Turner's analysis of the liminal state, Meyer and Land (2005) discuss the 

application of threshold concepts as a framework to teaching and learning. They note that 

rituals and states ofliminality tend to be transformative and usually involve individuals or 

groups being altered from one state to another. This notion oftransformationalleaming 

derives from Mezirow' s (1991) work about how learning transforms the way we think. He 

regarded learning that changes the amount of knowledge as informational while changing the 

way we think about things transforms us. Our frame of reference is challenged (Burton, 

2006). (I would suggest that this occurs while in the liminal zone.) As a result ofthe ritual, 

participants acquire new knowledge and therefore a new status and identity in the community 

however this transition can often be problematic. Once the liminality stage is entered, there 
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may be a temporary regression but no full return to the preliminal state. The threshold is the 

entry point looking towards a transformational and pre-ordained end. Liminality is less 

predictable as it both transforms and is transformed by the learner as they move through it. 

There is a suggested connection between liminality, creativity and problem solving which 

deserves further investigation. 'Pre-liminal variation' is a way ofunderstanding why some 

students productively negotiate liminal space and others have difficulty (Meyer & Land, 

2005). While Meyer and Land's work examined the learning experiences of students, this 

construct could also be applied to people who are given a life threatening diagnosis and why 

some individuals and families are able to negotiate the liminal space while others find it 

difficult to comprehend the situation in which they find themselves. 

Rogue (2006) further develops the concept of liminality in relation to funeral rites, 

noting that 

liminal times and spaces function to prepare participants for a new life to be 
lived under very different conditions or demands, in some cases actually 
reshaping their identities. But between 'before' and 'after' inevitably there 
appears a gap of uncertainty and disorder (p. 5). 

At the heart of rites of passage, liminal times restructure social relationships and move 

people on to a new social order as a part of life's journey. 

Place and Space 

Discussing Durkheim's (1968) model of reconstituting place, Smith (1999) noted that 

the traditional distinction between idiographic14 and nomothetic15 forms of sociological 

enquiry begin to unravel. He identified four categories of place; sacred, one which generated 

awe and excitement; profane, which is the opposite of this and associated with unease or 

revulsion; mundane which is associated with everyday life and mediated between the sacred 

and the profane; and liminal, which provided an alternative point of mediation outside of the 

everyday rules of life. 

Health geographers suggest that more creative thinking needs to be done with regard 

to the relationships and practices that occur in diverse health care settings. For example, it is 

14 Idiographic relates to the unique traits or functions of individuals (Encarta Dictionary: English (U.K.). 

15 Nomothetic refers to the discovery of universal laws (Encarta Dictionary: English (U.K.) .. 
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assumed that hospitals contain the 'right' sort of care yet to understand the way these sorts of 

care are accessed, there needs to be a deconstruction of formal health care systems. A way of 

doing this would be to examine these, starting from a liminal viewpoint that teases out the 

complexities inherent in each liminal space and the varied ways in which people who are sick, 

their friends, families, colleagues, and health professionals inhabit that space (Parr, 2003). 

With regard to the classic definition of liminality, the hospital could be seen as a liminal space 

where the medical encounter takes place. However for those working in such an environment, 

that is their place of work and therefore they do not experience it in quite the same way as 

people who are sick and their families. 

The relationship between time and space within the liminal is beginning to emerge in 

the literature. Hofmeister (2002) discussed the significance of these to transitions which link 

together what is separated. Because transitions are not predetermined, they can become 

liminal spaces of communication, connection, encounter and renewal on different levels, for 

example, economic, sociocultural, and ecological. Bulow and Hyden (2003), as noted 

previously, discussed how people used various forms of time for different purposes, 

particularly in relation to the illness narrative. 

Time as lived experience while undergoing the transition through the liminal zone has 

been the topic of several studies. The use of time changes as new strategies are required to 

manage time, especially after diagnosis (Rittman, Faircloth, Boylstein et al., 2004). From the 

earlier concepts of liminality as discussed by Turner being very prescriptive, more recent 

discourse has developed in relation to the 'othering' of people who inhabit liminal space, 

seeing them as liminal subjects moving around in an ambiguous way on the margins, 

temporarily out of place because they are seen to be attacking the natural order of things 

(Jackson, 2005). Liminality itself can be characterised as a transitional state between different 

ways of being. People in liminal positions can move between different communities and 

experience different frameworks so that new ideas and knowledge emerge (Jeyaraj, 2004). 

More recent literature discussed the liminality of public spaces, especially in regard to 

the ways people discover and engage in public spaces which have the potential to transform. 

The generalliminality of the city has physical and social dimensions where strangers 

converge on thresholds to manipulate and enjoy the liminal spaces that other people are 

moving through and may become actors or audience. The social content is always shifting and 



unpredictable. Public spaces offer opportunity because of the conditions of liminality 

(Stevens, 2007). 
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With regard to liminality as a sacred space, Franks and Meteyard (2007) use biblical 

metaphors of liminality to describe it as a sacred space where people are transformed. They 

state that because the experience is anxiety provoking, those in liminality need to be 

accompanied through the experience not only to retain a sense of normality for them, but also 

to bring solace by listening and trying to make meaning real which can bring freedom, peace 

and relief. 

How liminal spaces are negotiated is vital to a person's sense of professional 

meaningfulness. Exemplifying the complexities of the liminal and how it can be vital for the 

creation of knowledge, Hurlock et al (2008) describe the liminal as both a threshold and a 

transition. They also identify the shadow of the liminal space where moving from one liminal 

space to another is tainted by the shadow of past experience or fear of the unknown. 

Involuntarily entering such a space can make individual identity unrecognisable in the attempt 

to integrate what is known with the conflict ofletting go preconceived ideas. 

To summarise, liminality can be applied in various ways. One is as spaces and places 

which are in themselves slightly different. Space has a time element to it which is activity 

based, with both mundane and profane activities. Another distinction is that it is personally 

and socially experienced, for example, the social transitions of puberty, marriage and other 

rites of passage and those specific to illness such as the sick role. The following literature is 

more subjective and phenomenological in the context of illness. 

Liminality in Health 

People who are diagnosed with a life threatening illness are marginalised as liminal 

characters living in a liminal zone outside society and outside ordinary economic activity. Yet 

society itself creates liminal zones, for example, ritual activities where individuals are 

changed into something else, reflecting Trubshaw's (1995) and Froggat's (1997) discussions 

about boundaries and temporary liminal states. The concept of boundaries is deeply rooted in 

cultural and ritual preoccupations in an attempt to create distinctions between illness and 

health for example. The use of concepts of liminality to describe progress from one state to 
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another is delineated by boundaries of space and time where the experience of liminality is 

temporary as a person transforms from one social state to another (Trubshaw, 1995). Froggatt 

(1997) uses the concept of a temporary liminal state to describe people who are dying as 

passing through life to death. 

Anticipation of death and the condition ofthe liminal state of not yet dead as it relates to 

Foucault's (1993) 'medical gaze', created historic conditions through which life and death 

could be constituted as biological processes. Knowledge and information about life and death 

allow transformations in cultural practices which shape not only life and death but also the 

constitution of a person and opportunities for life and health. Biomedical techniques and 

economic structures legitimise and make possible extensions of life, prolongation of dying 

and the creation of new forms of life. For example, increasing numbers of liminal beings 

hover between life and death such as the long term comatose, severely demented, or the 

unconscious (Kaufman & Morgan, 2005). 

Beginning the medical construction of the patient's story, health professionals focus on 

measurable abnormalities and behaviour that identifies a particular disease or injury. This 

story is recorded and may be reconstructed and represented at a later time. There are two 

parallel narratives relating to this construct, the patient is speaking of an intimate experience 

drawing on their sense of self, whereas the physician is often engaged in solving a problem. 

The practice of patient centred medicine may mitigate this and provide a relational context for 

the patient and their doctor. The person as self becomes person as patient, inhabiting a liminal 

space ofthe in-between (Montgomery-Hunter, 1991). 

The medical record becomes the story of the transition from person to patient accessible 

by other health professionals involved in the care ofthe person who is ill. Does it then 

become the story of that transition as the person undergoes the rites of passage of the illness 

trajectory through liminal space? Berg (1996) would go further, suggesting that the medical 

record is a fundamental constitutive element of medical practice in that it mediates the 

patient's trajectory, not merely recording the journey through the liminal zone. 

Narrative in medicine has been used to study not only biomedicine but also the illness 

experience in a thematic, theoretical and methodological way in social science. Narrative 

itself is defined·as having a beginning, a middle and an end emphasising the temporal 
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ordering of events that are associated with change (Hyden, 1997). One purpose of narrative is 

to impose an order on time in the construction of people's lives. Watson (2008) discussed 

how the story in time can determine the commonplace and therefore becomes suspended 

between the expected and the unexpected. This raises the question, does the narrative itself 

inhabit a liminal zone? There is the expected sequence of events that will take place during a 

lifetime and then there are the unexpected events which change the life course such as the 

illness experience which can change the planned expected future to an unexpected future of 

life with illness. Tamboukou (2008) implies a liminal aspect to narrative where the self is 

always suspended between the past and the future. Stories can be told in a variety of genres16 

and analysis needs to focus on the unfolding of the story as meaning rather than as a 

sequential structure with the self on the threshold. 

Applying the concept of liminality to the experience of cancer, Little and Jordens (1998) 

describe liminality as a process which begins with the first manifestation of malignancy. 

People use narrative as a way of understanding the process of the illness trajectory. A cancer 

diagnosis is a confrontation of mortality. The identity of the person may change to that of 

being someone with cancer who may feel alienated from friends and family. They may seek 

to make contact with other people with cancer finding it difficult to communicate with those 

who have not had a similar experience. They surrender their social roles and experience an 

accompanying loss of empowerment as they are taken over by a medical system which 

controls their lives and time. Something Foucault (1993) discusses in his examination of the 

discourse around the development of the 'clinical gaze'. 

Little and J ordens (1998) believed that the state into which a survivor of serious illness 

enters is one ofliminality and this persists for the rest of the patient's life. They are described 

as being 'in remission', never cured, which reinforces this. Understanding liminality in this 

context has a significant contribution to make in the course of an illness because it captures 

what is told in the illness narratives and provides a way of explaining the ever changing 

process of adapting to the illness experienced by the patient. It preserves the link between 

medical discourse and individual suffering by making the body translatable into clinical 

knowledge and practice and it provides a way in which health workers can communicate and 

16 See, for example, Arthur Frank (1993) who suggests that the use of illness narrative is a way to present 
who the ill person has become. In a later work (2005) he identifies these narratives of illness as, 
'restitution', or getting well again; 'chaos', where the illness continues without respite; and 'the quest for 
a cure'. 



understand their patients and why they behave as they do at particular times in the illness 

trajectory. 

75 

Discussing rites of passage as they relate to patients on dialysis, Martin-McDonald, 

Biemoff and Fraumrn (2002) explored how dialysis rituals changed the social world of people 

with end stage renal disease who have crossed the boundary between health and illness into 

the unknown. The liminal stage involves living with renal disease and death as people move 

from the preliminal not requiring dialysis to the liminality of dialysis dependency. 

Communitas occurs as these patients bond with each other through the sense of being in a 

similar situation. The value of communitas is that stories are shared, advice given and, over 

time, people become increasingly expert on their body and where they can push the 

boundaries and where they can't. As a social grouping, this exemplifies Rabinow' s (cited in 

(Hacking, 2006) concept of biosociality17
. This sharing during reincorporation encourages the 

dialysis dependent person to take control and re-emerge as an expert on their own bodies. 

This is not only relevant to people with renal failure, it occurs in people with malignant 

disease as well as other non-malignant diseases such as any number of neuromuscular 

disorders for example. 

Describing the concept ofliminality as both a state ofbeing and a process, Purves and 

Suto (2004) discuss the results of a qualitative study on patients in a discharge planning unit 

which revealed how such patients in a liminal environment created meaning in the disruption 

to their lives. In transitioning from their former to their future selves, they "leave a liminal 

space but are not leaving liminality" (p. 180) as they are never likely to return to their homes 

and the lives they experienced before. 

Liminality is not just a matter of acquiring knowledge and becoming one thing or the 

other, but it is also essential in monitoring socio-cultural processes and structures. For 

example, women who, following notification of abnormal smears, become liminal, being 

neither sick nor well (Forss, Tishelman, Widmark et al., 2004). This sense of being 

suspended between two worlds where women who are screened are not described as cancer 

patients nor discharged as healthy is also discussed by Scott et al (2005). They noted a 

paradox in that the liminal state imposed upon people who are in screening programmes 

appeared highest among people categorised as low risk. Consideration needs to be given to 

17 Rabinbow coined this term to describe human beings as being both a biological animal and a social 
being (Hacking, 2006). 
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the way people connect to their views of the life world, the way they organise their health care 

and seek resources around their particular health needs. It is clear that genetic risk 

assessments and screening disrupt the life world of the patient. Simply being 'at risk' can 

position a person in a liminal world between health and illness. The notion of liminality can 

co-exist across mundane and super-mundane18 dimensions oflife. 

Interviews with Israeli patients receiving hormone treatment for advanced prostate 

cancer (Navon & Morag, 2004) found that all participants considered themselves to be 

healthy, sexually competent males leading satisfactory lives prior to treatment. Following 

treatment they no longer defined themselves as such. They felt they lived in an ongoing 

liminal state where they had achieved recovery without well being. The side effects of the 

treatment removed their masculinity and the feminisation of their bodies undermined their 

sense of maleness with loss of libido and for some, self-abhorrence. The authors concluded 

that patients in such a liminal state needed to be better understood by health professionals and 

the difficulties of side effects of treatment needed to be considered and clearly discussed in 

the choice of medical interventions. 

Temporary liminal states are identified by Crowley-Matoka (2005) and Menkes et al 

(2005). The former described this in patients living with kidney transplantation and the latter 

in patients who received stereotactic radio-surgery for brain lesions. Patients were expected 

to pass through this state as they leave the time limited sick role to reclaim their social roles 

and obligations. However, some move into what was termed 'persistent liminality' where, 

rather than taking up a normal healthy productive life, they are forced into a 'betwixt and 

between' state of health and illness. This is a useful discussion of temporary and persistent 

liminal states. People are willing to undergo a temporary liminal state in order to become well 

again, but often unexpectedly remain in that state and never return to the wellness they 

experienced before. This is consistent with Frank's (1999) narrative genres. Menkes et al 

(2005) identify acute liminality, which begins with the patient's suspicions of the diagnosis 

and consequent investigations, moving to a sustained liminality, where recovery from active 

treatment moves them forward to a remission, but often with continuing risk of recurrence. 

Living in a persistent liminal state is the subject of research by Coy le (2006) who 

examined the work of living with advanced cancer from the patient's perspective. What was 

18 Super mundane is the extra-ordinary as opposed to the mundane which is the ordinary. 
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found in this research was the sense of needing to come to terms with the changing self as the 

physical world narrowed. Patients faced dying alone and needed to work hard to maintain a 

sense of identity and control to create safety and plan for a peaceful death. 

Liminality as experienced by patients has become the focus of recent research. The 

stories of people with chronic kidney disease have highlighted the complexity of living with 

end stage renal disease. Living with end stage renal disease is filled with diverse liminal 

spaces and acknowledging these may help health professionals support patients and their 

families (Molzahn, Bruce, & Sheilds, 2008). Another study gathered the stories of people 

living with AIDS-related dementia and found that rather than being a transitional space, 

liminality became a way of life for participants. The authors in this study used the term 

'living loss' as a conceptual category to understand new ways ofloss and grief experienced by 

these individuals. Living loss contributes to an understanding of liminality as a permanent 

social space rather than simply as an in-between space. The narratives structured the way in 

which participants experienced this liminal space (Kelly, 2008). To get a more complete 

understanding of the experiences of people living with late stage Parkinson's Disease, 

Williams and Keady (2008) used the concept of 'bridging' to explain how people living with 

Parkinson's disease are able to maintain a sense of stability and control. They described three 

stages of bridging- building on the past, bridging the present and broaching the future. In 

fact these could be alternative descriptors for the preliminal, liminal and post-liminal stages of 

the rites of passage outlined by V an Gennep and discussed earlier in this chapter19
. 

Because the literature relating to palliative care is so extensive, this review has been 

limited to that pertaining to the focus of this thesis which is the lived experience of palliative 

care for people with selected types of non-malignant disease in the community. The review 

has provided a background of information from which a framework for the following chapters 

is based, particularly around the way people's life worlds are affected as they make the 

transition from person to patient and interact with the health care system. This included a 

definition of palliative care and what it means for health practitioners, people who are dying 

and their families. It also focuses on previous research and identifies the need for further 

research to be carried out in the New Zealand context and in my discussion and conclusion I 

will elaborate further on that. With the current trend of keeping people in their o\vn homes for 

as long as possible, the provision of palliative care in the community needs to be evaluated 

19 See page 63 
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and assessed so that the best possible care is provided. The literature on caregiving, both that 

provided by health professionals and that provided by families and models of care that have 

been developed internationally has also been identified and is further discussed in the chapters 

to follow. The literature about diagnostic categories and whether or not palliative care is 

appropriate has also been reviewed and barriers to care have been identified. Finally I 

reviewed the literature about the anthropological concept ofliminality, defining it and what it 

means in the context of this thesis. 

The next chapter describes the methodology used in the present research followed by an 

introduction to the participants, their lives before their diagnoses, the diagnostic process and 

their lives after their diagnoses. 



CHAPTER Ill METHODOLOGY AND DESIGN 

From a phenomenological point of view, to do research is always to 
question the way we experience the world, to want to know the world in 
which we live as human beings. And since to know the world is profoundly 
to be in the world in a certain way, the act of researching - questioning -
theorising is the intentional act of attaching ourselves to the world, to 
become more fully part of it, or better, to become the world. p. 5 (Van 
Manen, 1990). 

Introduction 
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This chapter discusses the methodology and procedures of this research. First I outline 

the development of the research proposal, then issues around gaining ethical approval to 

conduct sensitive research in this area, before moving on to describe the research design and 

methods of analysis. 

Development of the Research Proposal 

As noted in the introduction, the inspiration for this PhD research developed out of my 

Masters research in which I talked with women with cancer who were emolled in a hospice 

programme. Not all patients who are diagnosed with a life threatening illness emol in a 

hospice programme however and this was something I intended to explore in this present 

research. I wondered if the narratives of such patients might yield insights about existing 

barriers to access to services that would be useful for their caregivers and for service 

providers. As well, given that hospice services have been developed around the care of people 

with malignant disease, I started to consider people who had been diagnosed with non

malignant disease and wanted to explore their perceptions of palliative care in the community. 

The aim of the research was to 

• gather and analyse the narratives of people who are dying in the community with 

respiratory disease, renal disease, cardiac disease, neurological disease and cancer; 

• gather and analyse the narratives of people caring for and about those who are 

dying, both formal (health professionals) and informal carers; 

• identify barriers to the provision of palliative care for specific populations; 
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• assess the extent to which the gap in care identified in previous research exists in a 

larger sample. 

• use a phenomenological approach to describe how people experienced their life 

world while receiving palliative care in the community. 

As the research evolved and recruitment barriers were identified, the focus of the 

research changed to look at the experiences of people as they transitioned from person to 

patient and how that affected them as their disease progressed, using the anthropological 

concept of liminality as a way of explaining and illuminating this transition. 

Something that was identified in my previous research (McKechnie, MacLeod, & 

Keeling, 2007) was a perceived lack of follow up of patients by general practitioners after 

being discharged from active hospital treatment. Before being admitted to the hospice 

programme, participants were unsure who to turn to in the event of deterioration in their 

condition, having had very little contact with their general practitioner since they had been 

referred to the specialist services. This present research aimed to assess the extent to which 

that gap may be experienced in a larger community sample, and to explore the issues for 

people who have been diagnosed with a life-limiting non-malignant condition, including 

barriers to palliative care. 

The setting for this research included both urban and rural areas of Otago. Not only did 

this provide a larger sample from which to recruit participants, but also enabled exploration of 

issues of isolation and distance from services that may affect quality of life for people who are 

suffering from life limiting illnesses. 

Research Design and Methods 

Quantitative research is based on the physical sciences, that which can be seen and 

measured with the researcher as an observer. Theories are tested and the intent of the research 

is to make generalisations that will help predict, explain and understand the phenomenon of 

interest. Qualitative research, on the other hand, assumes that reality is subjective. Experience 

is seen as valuable and there is a recognition that many realities exist in a phenomenological 

and interpretive sense. The researcher interacts with the informants with meanings 

emphasised and theories developed. The analytical process reflects an approach whereby the 



81 

majority perspective or each individual's comments can be given equal weight (Woodgate & 

McClement, 1998). 

Comparing qualitative versus quantitative research methods in palliative medicine, 

Strang (2000) noted that each addresses a different kind of research question. While both 

methods require critical reflection and ways to safeguard validity and reliability, the 

underlying assumptions of each are different. As outlined above, quantitative research seeks 

conclusions that can be generalised to the population based on representative samples, while 

qualitative research seeks to understand patient experiences. For example, quantitative 

methods measure and describe causes and effects such as pain and other symptoms. 

Qualitative methods, on the other hand, examine experiences and perceptions that can 

facilitate understanding in social settings. 

Recognising that quantitative methods may not be appropriate for the challenges in 

using research instruments and analytical techniques in palliative care research, research 

designs needed to be creatively adapted beyond the traditional models of biomedical research 

(Penrod & Morrison, 2004). This need for developing an effective and appropriate research 

methodology has been the source of much debate (Aoun & Kristjanson, 2005; Hopkinson, 

Wright, & Corner, 2005; Kelly, McClement, & Chochinov, 2006; Mitchell & Abernethy, 

2005). This discussion appears to me to be grounded in an attempt to adapt quantitative 

methods to palliative care research. I noted that after initially attempting to make quantitative 

methods 'fit' palliative care research in the late 1990s, early 2000s, research in the latter part 

of 2000s tended to use qualitative methodologies, while more recently there has been a swing 

back to quantitative methods. 

Health practitioners trained in the medical sciences have been exposed 
primarily to quantitative experimental methods designed to test hypotheses 
and seek out universal laws. By contrast, qualitative methods, seeking to 
explore particular settings and experiences, rest on induction and holistic 
inquiry (p. 398) (Bamard, Towers, Boston et al., 2000). 

A qualitative approach was considered to be the most appropriate for the present 

research as it aimed to explore the ways in which people diagnosed with life limiting 

conditions manage their life world. This included their close and extended family, work, 

activities, spirituality, health and home. 



Qualitative methods allow us to explore the social world with the 
assumption that day-to-day realities are both variable and complex. They 
enable us to understand everyday experience and how people organize and 
interpret various aspects oftheir lives" (p. 399) (Bamard, Towers, Boston 
et al., 2000). 
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In my opinion, palliative care is a difficult area of research. Not only do the participants 

die, it does not lend itself well to the strict boundaries behind which a researcher can hide. 

The blurring of those boundaries is a constant presence as the researchers become entwined in 

the lives of the participants and often their families. Talking with people who are dying takes 

an emotional toll on the researchers, whose own vulnerability and fears about illness and 

dying have to be addressed. This can only be done so by the quality of supervision and 

available resources. 

Kathleen Rager (2005) states "Qualitative enquiry is not a purely intellectual exercise, 

but rather one for which researchers enter the world of their participants and, at least for a 

time, see life through their eyes". (p. 24). After experiencing conflicting emotions herself 

when carrying out research, she has suggested practical strategies for emotional self-care. 

Training and education given to research students does not adequately prepare them for the 

potentially emotional nature of qualitative research in a particular field. Self care strategies 

should be as carefully planned as other aspects of the study tailored to meet the needs of the 

researcher and the participants. 

I have beenforturiate while carrying out this research that my supervisors have a broad 

range of experience, one in palliative medicine and the other in anthropological enquiry. I 

also had access to external counselling should the need have arisen. 

Consultation with Maori 

One of the requirements in carrying out research in New Zealand is that "the principles 

of partnership and sharing implicit in the Treaty ofWaitangi are respected by researchers 

and incorporated in all health research proposals" Health Research Council (2008). 

A Memorandum of Understanding signed by the University ofOtago in 2003 provided 

the framework for consultation with Maori in research and developed a protocol that 

recognised the Treaty ofWaitangi partnership with regard to the relationship with Ngai Tahu 



83 

(the iwi of the southern part ofNew Zealand) and established the Ngai Tahu Research 

Committee. What this means for researchers is that the process for consultation was set in 

place with on-line research consultation forms being provided on the University of Otago 

Web site (Brunton, 2006). This research proposal was submitted to the Ngai Tahu Research 

Consultation Committee on-line in July 2005. While their response was written in August 

2005, I did not receive the copy ofthe letter until February 2006. The response stated that, 

The Committee would encourage Maori participation be included in this 
study. It would be important to consult further with a range of Maori 
organizations and groups to assist in the development of this research 
project. The Maori Patient Advocacy Service may be of assistance to you in 
regarding how best to move forward. 

Accordingly I approached Peter Ellison, the Maori Liaison person on the Otago District 

Health Board as to who best to contact in the Maori Patient Advocacy Service. He suggested 

I write to Te Runanga o Otahau who would forward my request on to the Manawhenua Health 

Group who dealt with health consultation matters. In July 2006, they responded by saying 

that they no longer had the resources to support the administration of the Manawhenua Health 

Working Party and suggested I contact Peter Ellison for assistance. 

In the meantime, the Regional Ethics Committee had met to consider my Ethics 

Application and advised me that the Maori Patient Advocacy Service no longer existed. I 

relayed this information to Peter Ellison who named Noi Hudson as the Maori Patient 

Advocate at Dunedin Hospital and suggested I contact her. I had a very productive meeting 

with her where she advised me on tikanga, or best practice, for Maori admitted to health 

services. 

It seemed to me at the time that the process of Consultation with Maori was difficult as 

the key people seemed to change all the time. However the appointment of a Facilitator 

Research Maori by the Research Advisory Group of the Otago District Health Board and 

Dunedin School of Medicine should make the consultation process smoother. 
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Ethical Considerations 

Ethical guidelines in palliative care have been the subject of ongoing debate for many 

years. Ethical challenges to palliative care research in the literature revolved around the 

vulnerability of research participants, their ability to make informed consent and whether they 

were agreeing to take part in the research voluntarily. None of these issues are unique to 

palliative care research and have been addressed in other fields, however may change as 

patients draw closer to the end of life. Planned research therefore must be ethical and 

consistent with researchers being well informed about end oflife care (Casarett & Karlawish, 

2000). Research among the population of those who are terminally ill is both valuable and 

ethical and can be a positive experience for participants (Barnett, 2001 ). 

The exposure of ethics committees to not only qualitative research methods, but also 

palliative care research, should improve their understanding of the ethical challenges 

pertaining to such research. Protecting vulnerable patients, safeguarding principles of 

autonomy and justice and potential distress and having support mechanisms in place are 

ethical issues that are not unique to palliative care research. All health researchers need to 

demonstrate the importance and relevance of the research and appropriate methods to produce 

beneficial results (Casarett, Knebel, & Helmers, 2003). The unfamiliarity of review boards 

with end of life care may mean that policies based on other research methods are being 

applied inappropriately20
. Researchers should be aware of this and plan accordingly (Koenig, 

Back, & Crawley, 2003). 

Clarifying participation in research for people at the end of life, Agrawal (2003) noted 

the need to be careful not to let misguided concerns increase the disadvantages and burdens of 

patients by making it more difficult to participate in research. Labelling patients at the end of 

life as inherently vulnerable should not be equated with coercion. Investigators should be 

trained to be particularly sensitive to subtle forms of pressure, especially unintentional, when 

asking patients to participate in clinical research. If patients at the end of life are in an 

institutional setting, special protections, for example, obtaining informed consent by someone 

not involved or ensuring the patient could say no, should be in place (Agrawal, 2003). 

20 Ethical guidelines now address these issues on the Ministry of Health web site in their guidelines to 
researchers and the review board (Operational standard for ethics committees, 2006). 
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There is no consensus amongst researchers as to what constitutes informed consent and 

whether the same set of principles and procedures are equally applicable to research among 

different groups and in different methodological frameworks (Wiles, Crow, Charles et al., 

2007). 

A relational ethics approach21 has been suggested by Larkin et al, (2008) that addresses 

how qualitative proposals are interpreted by research ethics committees. They challenge both 

researchers and committees to reframe their understanding of the roles and functions in the 

assessment of research protocols that address end of life issues. 

Ethical Issues relating to Participants 

Participants for this present research were recruited by either their specialist or their 

general practitioner who ensured that the ability to say no to participation was possible. 

Confidentiality and Anonymity - Given the sensitive nature of the topic to be explored, 

all care was taken to preserve the anonymity and confidentiality of all participants involved in 

this study. Findings are presented in such a way that the individual contributions of 

participants will not breach the anonymity of the person. 

Sensitivity to Research Focus- Participants had control over when and where the 

interviews took place. Usually the interview was conducted in their own homes and I tried to 

ensure that participants felt comfortable providing information for this project. 

Procedure for responding to issues that arise during the interview - The interviews 

were neither designed nor intended to be a therapeutic process although there could have been 

therapeutic value to participants in being able to tell their stories. However those participants 

who were 'least vulnerable' and able to sustain the research process were identified by their 

specialist or general practitioner. At the end of the interview I ensured that people were not 

feeling any distress and offered to contact a support person for them if they wished. No 

participant required this. 

21 The governance of a research project may be enhanced by shared ownership and willingness to engage 
in mutual dialogue. 
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Informed consent forms were completed in keeping with standard research procedures. 

People who wished to participate in this study were asked to complete and sign a consent 

form once they were satisfied that they understood what the study was about, what their own 

involvement would entail and what would happen to the information they provide. Two 

participants gave verbal consent on tape at the beginning of the formal interview. 

Ethics Application 

The Ethics Application for this Doctoral research project was discussed at the meeting 

of the Lower South Regional Ethics Committee at their meeting on 4 July 2006 and I, along 

with one of my supervisors, attended the meeting. The study was approved subject to 

conditions regarding Minimisation of harm; Compensation for harm; Privacy and 

Confidentiality; Informed consent; Cultural responsibility; Locality assessment sign offs and 

minor changes to the Information Sheet and Consent form. These were addressed and the 

application was resubmitted to the Ethics Committee. 

Further changes were required in their response dated August 2006 before final 

approval was given. Having attended to these, the Committee then required an updated 

information sheet and consent form. One of the locality forms had not been signed by the 

correct person and they wanted to know how the consultation with Maori was proceeding. 

Ethical approval by the Lower South Regional Ethics Committee was finally granted in 

September 2006, with a progress report being required 12 months later. 

Changes to Ethics Application 

The original intention was to recruit patients through hospital specialist outpatient 

clinics in Oncology, Respiratory, Neuroscience, Cardiology and Nephrology. There were a 

number of recruitment difficulties, and despite large numbers of people with advancing non

malignant disease passing through these clinics, few were referred. It was decided therefore to 

change the focus of the study to look at the experiences of people as they transition from 

person to patient and how that affected them as their disease progressed, using the 

anthropological concept of liminality as a way of explaining this transition. On reviewing the 

literature for people with non-malignant conditions, there appeared to be difficulties in 

identifying the need for palliative care for these patients despite the fact that they all had 
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terminal conditions. This is evident not only in the doctors but also in the patients themselves 

and it may well be that when approached by the specialists for my study, the patients didn't 

regard themselves as 'terminal' and therefore not requiring palliative care. Given the 

evidence from the literature and the apparent difficulty in recruitment, we altered the 

information sheet and consent form to reflect this change in focus and resubmitted these to the 

Ethics Committee for approval. 

This change was approved by the Ethics Committee in August 2007 and a progress 

report was submitted to the Committee as directed in September 2007. At that time, again 

due to lack of participants through the hospital specialist services, it was decided to expand 

the recruitment process to include general practitioners. The general practitioners were 

written to outlining the project asking them to identify suitable participants. Patients were 

then contacted to explain the project in more detail, enclosing the information sheet and asked 

whether they would be prepared to take part. The researcher then met with them to sign off 

the consent form and carry out the interview for the study. The Ethics Committee approved 

this amendment in December 2007 subject to receiving a copy of the amended letter of 

introduction and information sheet which were provided in January 2008 and approval of 

these further changes was confirmed. This strategy was not as successful as anticipated 

however the decision was made in July 2008, after discussion with my supervisors, that there 

may be enough data from the participants already interviewed for the analysis of data to 

proceed. However following analysis, the voices of people with malignant disease dominated, 

and it was agreed that more information was required from people with non-malignant 

disease. Accordingly, a further amendment was requested in September 2008 seeking to 

recruit participants through the Newsletters of the Neurological, Heart and Kidney 

Foundations and this was granted the following month. 

Certainly in this research project, attending the Ethics review meeting provided the 

opportunity for members to ask questions and clarify issues in relation to the research 

protocol. It is fortunate that there were several members of the ethics co~ittee who had a 

good understanding of qualitative research procedures, however despite this, I felt that when 

members who were not in attendance read the ethics application, items of clarification were 

included that resulted in a long information sheet and consent form written in a way that, 

while meeting all the ethical requirements about autonomy, justice and informed consent, I 

wondered how much participants really understood it. I spent some time at the beginning of 



each interview explaining the consent form, and obtained verbal consent on tape once the 
participant understood more fully what the study was about. 

Study Participants 

This study was carried out in Otago. The inclusion criteria for participants was 

(a) People diagnosed with a life limiting condition not enrolled in a hospice 

programme. This was adjusted later to include people who were enrolled but not 

receiving hospice services; 
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(b) People receiving active treatment with a view to improving quality of life but not to 

cure; 

(c) People aged between 25 and 70. The upper age limit was set at 70 years in order to 
exclude other age related conditions; however this was later amended to include 

people over 70 (as with some non-malignant conditions, they are not diagnosed 

until older) provided they had no cognitive impairment. 

Participants were excluded if they were 

(a) enrolled in a hospice programme and receiving hospice services; 

(b) deemed to be vulnerable and unable to sustain the interview process. This was 

decided by medical professionals and other people involved in their care, as well 

as the researcher; 

(c) aged over 70 so that their data was not skewed by age related issues, however, as 

mentioned above, this was amended during the course of the study. 

The table below lists the participants, their source of referral plus other demographic data. 
Pseudonyms have been used to protect their identity, except for Sheila who said she wanted 
her own name to be used. 
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TABLE 1: Participants 

Specialty Pt Sex Caregiver Referred by Diagnosis Age Other Interviewees 
Name 

Oncology Hilary F Partner Specialist Cholangiocarcimoma 47 Specialist 

Alison F Husband Specialist Metatastic colorectal 61 Specialist/Husband 
carcinoma 

George M Wife Specialist Cholangiocarcinoma 45 Specialist/Wife 

Wayne M Wife Specialist Malignant neoplasm of 64 Specialist/Wife 
rectosigmoid junction 
with widespread hepatic 
disease 

Respiratory Ray M Wife Specialist CORD - Alveolysis 79 Specialist/Wife 

Robert M Mother Specialist Duchenne's Muscular 23 Specialist/Mother 
Dystrophy 

Jim M Wife Specialist End stage COPD 78 Specialist/Wife 

Ann F Husband Specialist Type II resp failure 2 o 65 Specialist/Husband 
thoracoplasty for TB 

Renal Ron M Nil Specialist Renal failure 79 Nil 

Brian M Wife GP Renal failure 2° 78 GP/Wife 
Diabetes, heart failure 

Neuro Tina F Husband GP Multiple Sclerosis 57 Son 

Sheila F Formal Specialist Motor Neurone Disease 61 Daughter/Counsellor 

Cardiac Albert M Nil GP Ischaemic Heart Disease 70 Daughter 

Process for Recruiting Participants 

South Link Health22 had a database that could be accessed and this could have been 

added to if necessary by monitoring discharges of patients from Dunedin Public Hospital. 

South Link Health and the Dunedin Public Hospital were approached to assess feasibility and 

to negotiate permission to access these records. Access to the South Link Health database 

was denied when the locality assessment form required by the ethics committee was 

submitted to them stating "We wish to confirm that we support your project but we cannot 

complete the form because we do not understand either the prompts on the form or how the 

form will be used by you, or anyone else". 

However, they appeared to have an issue with the wording of the Locality Assessment 

Form rather than with the project per se and declined to fill it out. It was then decided to 

recruit directly from the Outpatient and Inpatient services at Dunedin Public Hospital and 

Kew Hospital in Southland. 

22 A not-for-Profit Independent Practitioner Association (IPA) with charitable status operating in the 
South ofNew Zealand. 
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The Otago District Health Board had its own research procedure and forms to be filled 

out and signed by all parties. This involved obtaining signatures from the five specialists 

concerned as well as the group managers. Research was not able to commence at their site 

until they had received a copy of the Ethics Committee Approval letter. This was provided in 

due course and eventually the combined Otago District Health Board and Dunedin School of 

Medicine Research Advisory Group granted approval for the project to proceed in September 

2006. This whole approval process had taken approximately nine months. 

Recruitment 

Dunedin Public Hospital 

Professor Rod MacLeod, the primary supervisor for this project, wrote a letter of 

introduction to the specialists formally asking that they help identify potential participants, 

being in the best position to determine those participants who are 'least vulnerable' and able 

to sustain the research process. I met with each specialist from Oncology, Renal, Cardiac, 

Neuroscience and Respiratory and provided them with information about the study and 

explained to them how I wanted their help. I provided them with information sheets so that 

when they identified suitable participants from their Outpatient clinics or Inpatient wards, 

they would give the person a copy. After discussing the study with potential participants, and 

obtaining agreement, the specialist provided me with the contact details. I then contacted the 

participant to discuss the aims ofthe study and what participation involved and to confirm 

that the individual agreed to take part. 

Of the five specialists, the Oncologist provided me with five patients within a few 

months, one of whom declined to take part. The Respiratory Physician also provided five 

patients over a twelve month period, one of whom also declined to take part. However given 

the level of distress that I encountered from the family member carer who declined on one 

patient's behalf, I referred this person to the hospice and the patient died there a few days 

later. There had been one referral from the renal physician and none from the Cardiac 

Physician. The Neurologist referred one person; however rapid deterioration in the patient's 

health precluded that patient being recruited. Another was referred by a different Neurologist 

after a further reminder. 



91 

I e-mailed regular reminders to these specialists who responded saying that they had 

passed on the information to their registrars. Later, after a further reminder, they said that 

suitable patients had not presented to them. I even offered to attend the ward rounds and/or 

Outpatients appointments. In discussing the most successful approach to recruitment in 

palliative care research, Kirchhoff and Kehl (2008) noted the gate-keeping23 that went on by 

both health care providers and families of patients. They recommended a flexible approach, 

with a number of strategies, the most successful of which included researchers screening 

medical records admission and diagnostic data to determine eligibility and asking the 

specialist concerned if the researcher can speak with the patient. This would be an approach 

that I would recommend for further research. 

· General Practitioners 

By now, we were in the third year of this Doctoral research. As mentioned in the 

section on Ethics approval discussed previously, it was decided to recruit participants through 

general practitioners. My research project was discussed at the weekly meeting in the 

Department of General Practice, Dunedin School of Medicine, and a letter of support 

provided by the Head of Department, himself a general practitioner. A list of nineteen 

General Practices throughout Otago was written to with the letter of introduction and a copy 

of the information sheet and research criteria. They were all contacted by phone two weeks 

later. Four practices refused, citing lack of time; four said they would phone back but didn't 

and on further contact, the receptionist said the information had been provided to the doctors. 

Six wanted more information and this was provided. All six said they would contact me 

should suitable patients arise. Four practices made appointments for me to visit and explain 

the project in person in more detail. When I did this, the doctors did give examples of 

suitable participants and two contacted me when these people came into the surgery next after 

providing them with the information sheet. In total, three general practitioners referred 

participants, all ofwhom were patients of the specialists who were part of this project. 

The literature also identified difficulties with participant recruitment through general 

practices. While general practitioners recognised the need to be supportive of research, they 

also felt they had an obligation to their patients and sought to protect them (Ewing, Rogers, 

Barclay et al., 2004). Developing rapport in the practice environment was one way of 

23 Gate-keeping used here refers to protecting the patient from external intrusions. 
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conducting research in a primary care setting (Gaglio, Nelson, & King, 2006) and this was 

something I did in offering to visit general practices. Those who did take me up on that offer, 

I provided morning or afternoon tea. Once several receptionists knew that I had previously 

worked as a practice receptionist, they became more responsive to my request for time to talk 

to the doctors about the project. 

Newsletters 

The Otago Regional offices of the Neurological, Heart and Kidney Foundations were 

contacted by e-mail enclosing an information notice with a request that this be published in 

the newsletter. I followed this up with a phone call one week later. Only the field worker 

from the Kidney Foundation returned my call. The non-response from the other offices may 

be a reflection ofthe time of year, being the start ofthe Christmas holiday season, and the fact 

that many of these organisations are staffed by volunteers. 

Interviews 

Data for the study was sought through qualitative research interviews with patients, 

their caregiver (usually a spouse) and with their medical carer (General Practitioner, 

Specialist, or Counsellor). The interviews were carried out as face-to-face interviews in an 

informal semi -structured fashion. 

The initial part of the patient interview revolved around the development of their illness 

and how their lives had been changed. I provided them with a 'Life World' chart (Figure 7) 

and explained to them that I wanted to understand how those areas of their lives had been 

affected by their condition. 

The interview schedule included questions about how they felt their family had been 

affected by their diagnosis; how much they knew about their illness; whether they were able 

to do the things that were important to them; whether they felt their home had ceased to be 

private, and what would make the process easier for them. The interviews were semi

structured and most of the questions were answered with minimal direction from the 

interview. This approach is commonly referred to as a 'guided interview'. Most of the 

interviews lasted approximately one hour. 
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FIGURE7: Life World Chart 

I also asked their permission to talk to their Health Practitioner about their particular 

illness and if so, who they would nominate that would know them best. Because I wanted to 

interview a family member who looked after them, I also gained their consent to do this and 

again asked them to nominate the person. In most cases this was their spouse, and three 

nominated their adult children. For several of the interviews, the spouse was interviewed 

jointly. While I felt that this may preclude things the spouse might want to say in front of the 

patient; I wanted the participant to retain control of the process as much as possible and in all 

cases I felt I obtained the information I needed. The spouse or family member discussed how 

the patient had changed since their diagnosis and what had they, as a family, done to adapt to 

the changes in roles and responsibilities that were required of them; what they understood 

about the illness; whether they felt they were able to do the things that were important to them 

and what would make it easier. 

I interviewed two specialists, and one general practitioner. The questions for the health 

professionals were only with regard to the particular diagnosis, how well they knew the 

patient and had they given a prognosis? Did they think the patient was suffering, and did they 

think the patient understood the diagnosis? What was their interpretation of the transition 



from person to patient and whether they would refer the patient to palliative care or hospice 

services? 
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I was able to review the health records of the participants with respiratory disease and 

with cancer. At the time I did this, all but one of the people with respiratory disease had died 

and only one of the people with cancer. The health record was not particularly helpful to me 

because some of the case notes were incomplete and the handwriting in some instances 

difficult to decipher. What it did tell was the story of the patient's journey through the liminal 

zone of the medical encounter. This will be discussed further in the chapter on liminality. 

Being primarily a clinical document, it did verify the patient's narrative of events as they took 

place but provided no insight into how the life world of the patient had been altered. I 

therefore did not pursue this avenue for the remainder of the participants. 

Missing Data 

One participant agreed for her partner to be interviewed and had discussed it with her. 

She indicated that she was happy to talk to me however I was not able to arrange a suitable 

time. She never returned my calls. Meanwhile the participant died, so I felt it inappropriate to 

pursue the matter. Of the participants who were single (one divorced and one a widower) 

both nominated one of their adult children to be interviewed and spoke to them about the 

study. I interviewed -the latter's daughter, however again, I had difficulty arranging an 

interview time for the son of the former. Another adult child, who had agreed with their 

parent to be interviewed, moved overseas in the interim and prior to the move, would not 

return my calls to arrange an interview. 

It is interesting to note that rather than just declining to be interviewed, these people 

ignored or evaded my attempts to contact them to arrange an interview time. In a further case, 

a participant agreed to be interviewed but never confirmed the arranged time and did not 

respond to my attempts to contact him. I had a policy of not pursuing them after the third 

phone call so as not to become an annoyance to them at an already difficult time. 
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Analysis 

Because this research is about how people experience their life world while living with 

a life-threatening illness, the analytical process for this research was interpretive and thematic 

within a phenomenological framework. The application of a phenomenological approach in 

qualitative research is discussed by Giorgi (1997), and Seymour and Clark (1998). The latter 

is particularly pertinent to palliative care research. The process of data collection begins with 

an accurate portrayal of the lives of individuals in the way that they engage with their 

everyday world. Van Manen (2006) reminds us about the challenging nature of 

phenomenology as a method of enquiry as it has to be constantly reinvented. He discusses the 

concept of "the gaze ... the intimation of the gaze yielded only something inimitable, ineffable" 

(p. 721). This resonates with Foucault's "medical gaze" (1993) where he describes this as a 

way health professionals view people when they enter the clinical encounter. 

Postulated by German philosopher, Edmund Husserl (1859-1938), phenomenology is a 

method of enquiry that seeks to understand the environment by description, reduction, essence 

and intentionality. Description is a way of seeing the world rather than explaining it and it 

simply describes the elements within one's environment. Reduction is the bracketing out of 

the question of existence and the question of truth which is a method of overcoming the 

naturalistic prejudice of scientific enquiry. Essence is not to be found by referring to some 

pre-conceived notion of what is real but the phenomenon represents itself rather than 

questioning its origin or status. Intentionality is where there is no such thing as mental 

activity apart from some object towards which it is directed, that is, thinking about something, 

willing to do something, feeling about something -to exist is to be part of a world (Merleau

Ponty, 1969). A pupil ofHusserl, Maurice Merleau-Ponty (1908-1961), expanded Husserl's 

philosophies of phenomenology to include existential concepts. Along with other 

philosophers and existentialists, he offered an alternative view of the object, bringing into 

being the experience of intuition and reflection. Rejecting Sartre's adherence to Cartesian 

Dualism, he stated that the individual is situated in a world constituting a structure involving 

physical, psychological and historical factors (Hodgkiss, 2001). 

Other methods of analysis were considered for this research. A general inductive 

approach (Thomas, 2006) was considered, however I did not feel that would yield sufficient 

depth of analysis for this particular study. Discourse analysis discusses how the use of 
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language is used to accomplish personal, political and social projects and Grounded Theory 

develops explanations of basic social processes studied in context (Starks & Brown Trinidad, 

2007). I felt neither of these approaches would provide adequate recognition of the life 

experience ofthe participants. Perhaps my previous experience and understanding of 

phenomenology biased me towards this approach. 

The interviews were audio-taped and transcribed with the consent of all participants. 

The tapes were transcribed by myself which provided the opportunity to familiarise myself 

with the data in preparation for analysis. Participants were offered a copy of their interview 

transcript and had the opportunity to change, delete or add any information before the 

interview was analysed. Not all participants took up this opportunity but those that did 

provided useful feedback. This is a process used widely in anthropological research and is 

seen as a way in which participants can validate the interview process. One of the challenges 

in research involving people who are near the end of life is that a sudden deterioration in 

health may mean that this process does not occur which is why the consent form includes a 

statement about the fact that if they are not able to review their transcript, it may still be used 

in the final report. 

I used computer assisted qualitative data analysis software (CAQDAS) to analyse the 

interviews. While there are many CAQDAS packages available, I used ATLAS.ti as this was 

what was available to me and I had had previous experience of using a similar package -

HyperREsearch. As a tool, software packages are useful in that they provide a way to code 

and analyse data while the researcher maintains control over how the analysis takes place. 

After reading the transcripts in depth, I undertook a coding analysis in ATLAS.ti and then 

reread the transcripts to make sure all relevant codes had been included. Once this had been 

done, I printed out the report and manually sorted the coded transcripts into categories for 

analysis as delineated in Table 2. 

I then analysed each major theme and sorted the minor themes under each category. The 

results were written up under each theme after which I reread the transcripts to ensure that the 

way I had interpreted them was an accurate reflection of what the participant was saying, 

focussing on each experience. I further categorised these into three areas, life before (Chapter 

IV), the diagnostic process (Chapter V) and life following (Chapter VI). 
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TABLE 2: Categories of Analysis 

Personal Life before Treatment Waiting time 
Experience Initial treatment 
Attitude Affect of treatment 
Activities/Hobbies Ongoing treatment 
Sense of good fortune Current situation 
Sense of uncertainty Medical follow up 
Occupation Use of complementary 

and alternative medicine 
Doing things that matter 
Home as public space 
Preparation for dying Services Cancer Society 
The future Hospice awareness 
Moving home Hospital experience 
Unmetneeds Support by services 

Diagnosis Symptoms pre diagnosis Family/Friends How family are affected 
Initial investigations Family roles 
Waiting time for diagnosis Family support 
Initial diagnosis Support from friends 
Diagnosis Other family with cancer 
Test results 
How long ago diagnosed Communication By Health Professionals 
Affect of diagnosis Obtaining information 
Changes since diagnosis 
Understanding of diagnosis Liminality Being in a liminal space 
Extent of disease Waiting time 
Further investigations Unmetneeds 

In discussing the complex nature ofhuman science research, Max van Manen (1990), 

asserts that it is not enough simply to 'present' the research in a way that the researcher 'lets 

the data speak for itself' which falls short of the interpretive and narrative nature of 

phenomenological research. The ways in which research is written up can be: 

• Thematic - where one uses emerging themes in a systematic way to explore 

meaning (p. 168). 

• Analytic - reworking the interviews into reconstructed life stories or ways of 

seeing or acting in situations so the phenomena under question can be 

meaningfully understood, starting with a description and follow through with 

investigative enquiry and describing how social science makes sense of it (p. 

170). 



• Exemplificative - making visible the nature of the phenomenon and then 

considering the various examples of the modality of the phenomenon to 

illuminate it (p. 171). 

• Exegetically- organising one's writing in line with the thinking of some other 

phenomenological author. The researcher needs to bring to the reflective 

process their personal lived experience as well as other experiential sources of 

material (p. 171). 
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• Existentially- to describe the phenomenon against the existentials of 

temporality or lived time, spatiality or lived space, corporality or lived body and 

sociality or lived relationship with others (p. 172). 

Human science research as writing is an original activity. There is no 
systematic argument, no sequence of proposition that we must follow in 
order to arrive at a conclusion, a generalisation or a truth statement, 
because that would be to see writing itself as a technical method (p173) 
(V an Man en, 1990). 

For the purposes of writing up the present research, I have used a combination of these 

approaches primarily focusing on the existential nature of the lived experience of people 

living with life limiting conditions. In identifying themes and reconstructing the participants' 

life stories, I have attempted to elucidate how they manage their life world within the 

construct of the 'rites of passage' process and an understanding ofhow the concept of 

liminality influences this. For example, do people go into a liminal zone when they encounter 

the medical system and, are hospitals liminal places where time stands still for a while? Do 

people rely on health professionals to guide them in negotiation or in crossing the liminal 

space they inhabit? Do their caregivers also enter a liminal space where their lives go on hold 

while caring for their family member? These questions will be answered in the discussion 

chapter of this thesis. 



CHAPTER IV LIFE BEFORE 

Story is one of the most significant mediums through which we define and 
shape our cultural and personal interactions. We live within and by the 
stories that we affirm and re-affirm throughout our lives from early infancy. 
Our personal and shared stories are a crucial and integral 'modus 
operandi' of human life, a means through which we define our lives, our 
identity, culture and society ( P. 654), (Bingley, Thomas, Brown et al., 
2008). 
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This chapter discusses the 'life before' as described by participants. This is important 
because it sets the scene of the participants' lives prior to their becoming ill, describing their 
pre-liminal state. This is where they were, or, more accurately, where they reminisce from 
their present situation that they were, in their lives at the time that they were diagnosed with a 
life-threatening illness. Life before diagnosis is presented by participants as a period where 
they were just normal citizens living ordinary lives, and taking pride in family, 
accomplishments, social activities, hobbies and work. There is a strong sense of wistfulness 
for this relative normality from a position of having had to adapt to a life that is far from 
normal; and having been forced to confront the fragility of 'normality'. 

The social problem of defining and demarcating normality from abnormality has long 
interested social scientists. For example, Helman (2007) discusses 'normality' versus 
'abnormality' in the light of social definitions which are shared beliefs within a group of 
people as to what is the 'proper' way for individuals to conduct their lives in relation to 
others. He notes that the classification of certain social behaviours as normal and abnormal is 
cultural as it varies among societies. Similarly, as anthropologists have often described, the 
'typical' life-cycle within any society or cultural group constitutes normative patterns that 
often include age related templates for labour and productivity, reproduction, social 
relationships, obligations and responsibilities. Individuals who do defy normative life-cycle 
expectations may be classified as deviant and attract social stigma (Reid-Cunningham, 2009). 
For example, only two or three decades ago, women who chose not to marry, to work outside 
the domestic sphere, or not to have children were often viewed as deviant (almost the other 
way now, women who choose to stay at home with children rather than working are 
considered deviant). 
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Discussing Foucault's insights on the functioning of institutions for the confinement of 

abnormal individuals, Hannah (1997) asks the questions (a) why are the rest of us so normal; 

(b) how can we feel unique and yet be so uncomfortable when faced with abnormality in our 

daily lives; and (c) how do we make the choice between public normality and private 

uniqueness. He focuses on the concept of visibility in the maintenance of normality. Using 

Hagerstrand's idea of the life path, he attempts to represent people's day to day movements 

through time and space. Removing people from their life worlds into the clinical encounter is 

a way of making individuals invisible. They are removed from their normal daily routines for 

a time and then returned in some way changed. 

How social roles are altered by illness was the subject ofTalcott Parson's (1952) classic 

work on the 'sick role' where he postulated that such a role is deemed to be a temporary thing 

and the person is expected to occupy this role for a limited amount of time before returning to 

their usual social roles. Later sociologists discuss how social roles define who people are, 

how they behave, and how they express themselves with illness threatening the world they 

inhabit (Cassell, 1992). 

The personal impact of illness has been explored by many anthropologists and 

sociologists. For example Honkasalo (2001), discusses the loss ofthe social self in the 

phenomenological experience of chronic pain. The results of her study showed that for those 

living with chronic pain, continual disruption to life becomes normal; reflecting how they 

reconcile their pain with their sense of who they are and their functional limitations. 

In the present study, life before illness is described by participants as a life of meaning 

that is different from life with illness. Describing a life of meaning retrospectively can include 

a sense of well being and balance in a person's life world, especially when one has achieved 

or is achieving the things that were set in place earlier in life. Most people seek enjoyment out 

of their work, their homes, their families, activities and all the things that contribute to being 

human and having relationships. Of course, this is perhaps an idealistic model and may not be 

true for everyone. For many, their lives are experienced as a constant struggle and becoming 

ill can be accepted as part of that struggle and they are not surprised, seeing it as a continuum 

of the life they are experiencing. Such people may look forward to a better time, such as 

making plans for retirement after an unfulfilling or unhappy career. Life with illness may 

mean incorporating illness into existing meaning structures in peoples' lives such as religion, 
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where illness and suffering offer opportunities to somehow enrich their lives. Describing a life 

with illness can include a sense of chaos and uncertainty in a person's life where looking 

forward to a better time is contingent upon how they adapt to living with illness, 

incorporating it into their life world as best they can. This can be true not only of the 

participants, but also of the people who care for and about them, their colleagues, families and 

friends. In developing a sociology ofthe body, Turner (2000) addresses the questions of 

social existence, the nature of the social actor, the social and political level of exchange and 

reciprocity and historical and cultural formations. Bodies never act in isolation but are always 

parts of multiple social networks. The emergence of the self as a project in the post-modem 

era has created debate about how self formation is connected to society and community where 

the individual is defined by a series of social roles which specify his or her position in the 

public world. 

Recognising that everybody experiences illness at some point in their lives, Sontag 

(1978) notes that disease and treatment are constructed by language which defines the way the 

process evolves. Discussing the metaphorical nature of illness, she examines how the 

language of illness (in this case tuberculosis and cancer) maintained the romantic imagery 

around tuberculosis and the ruthlessness of cancer invasion which will only be changed as the 

disease is demystified with increased knowledge and understanding about causation. 

Discussing the use of metaphors and rituals of place and time, Trubshaw (1995) 

suggests that metaphor and ritual are both a way of proceeding from the known to the 

unknown. Individuals create metaphors whereas societies create rituals. Both are ways in 

which identified features of one thing are changed into something else. Described as 

'temporary' liminality, the ritual or metaphorical activity allows a person to transfer from one 

social state to another. A person is able to cross the boundaries imposed between states, for 

example, health and illness, war and peace, the sacred and profane. Boundaries are not only 

spatial but are also oftime, such as seasons and days. Katherine Froggat (1997) continues to 

discuss boundaries as they exist in the area of life and death. In a study of rites of passage and 

hospice culture, she describes how people who are dying and/or bereaved individuals are in a 

temporary liminal state passing through life to death. She uses the concept of limen to 

explain hospice ideology as it manages the boundary between life and death. A rites of 

passage framework provides a way to explore hospice culture. The experience of 
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communitas24 is encouraged for dying and bereaved people as a way to construct order and be 

able to manage the process of dying. 

A sense oftemporality25 can be a way of dealing with the uncertainty that occurs when 

given a life-limiting diagnosis. The way people describe time in their narratives was the 

subject of research carried out by Hjelmblink and Holmstrom (2006), and Bulow and Hyden 

(2003). The former interviewed people who had suffered a stroke26 and the latter those with 

chronic fatigue syndrome27
• What these researchers found was that people experienced a 

sense of 'autobiographical disruption', that is, the event has caused anxiety about the future 

and the use oftime models help to make sense of what was happening to them. 

Specifically, time models are described as: [1] cycles of time where a certain event is 

expected to return continuously bringing stability and predictability, however in chronic 

illness, there is a need to re-establish cycled events. Some events are forced on the person 

such as home help services or treatment that constrains the use of time; [2] the exchange of 

time, which includes social activities with others, is regarded as a gift given and received 

voluntarily, yet there is a difference in the way time is valued, whether it be paid time for 

home help or for a health professional with the former not being as greatly valued as the 

latter. The health professional is seen as having a mutual commitment to creating wellness; 

and [3] exclusion from time where an event is excluded as an unwanted presence and is 

deliberately eradicated because it disturbs the present time (Hjelmblink & Holmstrom, 2006). 

In Bulow & Hyden's (2006) study, people with chronic fatigue syndrome marked the 

disruption the illness caused on a linear time line which marked the before and after. The 

diagnosis became the 'turning point' in how people interpreted their illness. The authors 

identified the concept of 'time shadows' that explain how the illness events influenced the 

24 

25 

26 

27 

Communitas is a termed coined by Victor Turner (1990), to distinguish relatively unstructured social 
relationships from structured and often hierarchical societies. 

Temporalising is describing the various ways time can be used as a discursive tool to tell about illness 
and identity (Bulow & Hyden, 2003). 

Stroke is defmed as "a clinical syndrome consisting of rapidly developing clinical signs of focal (at 
times global) disturbance of cerebral function, lasting more than 24 h or leading to death with no 
apparent cause other than that of vascular origin" (p. 6). NICE (Guideline, 2008). 

Chronic Fatigue Syndrome is defmed as "a complicated disorder charaCterised by extreme fatigue that 
does not improve with bed rest and may worsen with physical or mental activity ... may occur after an 
infection, such as a cold or viral illness. The onset can be during or shortly after a time of great stress, or 
can come on gradually without a clear staring point or obvious cause". (www.mayoclinic.com/health). 
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lives of their participants. These included foreshadowing, where future events overshadow the 

present; back shadowing where the event is understood in retrospect and side shadowing 

where options are kept open. They also identified vortex time which was described as a 

'black hole' that converges into a catastrophe. The use of time is something that participants 

in this present research also described which, in retrospect, was an indicator that they were 

about to enter into a liminal state. This will be considered further in the discussion chapter of 

this thesis. 

One of the aims of this thesis is to describe how people manage the transition they are 

compelled to make as they progress through the medical encounter and the trajectory of 

diagnosis and treatment and their emergence beyond that to palliation and/or death using the 

anthropological concept of liminality as a way of understanding the process. The way people 

manage the transition is paradoxical because they are both willing and unwilling partners; 

willing because of the desire for cure and unwilling because of the rigours involved that puts 

them in places and spaces they would prefer not to have to occupy. The places are doctors 

rooms and hospitals; the spaces are often a 'liminal' zone of waiting- waiting for tests, 

waiting for results, waiting for treatment, waiting for cure (but do they really wait for cure or 

hope for cure?) and waiting for death. It could be argued that everyone occupies this space 

because we are all between birth and death however a life threatening diagnosis imposes a 

threat to mortality with the lived experience of adjusting to a radically altered future with 

dreams and plans that are no longer possible. 

The phenomenological method used in this study raises the two questions that need to 

be answered according to Van Manen (1997). These are (a) what does the text speak about 

and (b) how does it speak? The phenomena in question, in this case the participants' 

experience ofliving with life threatening illness in the community, is placed in the life world 

so that layers of meaning may be revealed to the reader. The interview questions, revolved 

around the participants' life world28 and how various aspects of their lives had been affected 

not only by the disease but also the treatment, including discussion about how their family 

was affected, their occupation, whether they were able to do things that mattered to them, and 

28 These are home as public versus private space, close and extended family, neighbours and colleagues, 
activities, spiritual, health and how they saw themselves changing from person to patient. 
(See also page 89). 
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how they perceived the change in their home situation as they progressed from being a person 

to becoming a patient. 

The life world of an individual is personal to them. Telling their story is a way of giving 

expression to how they inhabit time and space and how they experience suffering and feelings 

of connectedness with home, family and the community (Ohlen, Bengtsson, Skott et al., 

2002). Just how much of themselves an individual is prepared to communicate to the 

researcher depends on the dynamics that occur in the interview setting. The dialogue that 

results makes possible the negotiation of identities in ways that go beyond the recording of 

participants' life stories, for example, conversation is creating a new entity based on 

expectations and past experiences (Ewing, 2006). 

Most ofthe interviews were carried out at their home and one at my place of work with 

which the participant was familiar and preferred. The intention was to interview the spouse or 

a nominated family member. In most cases, the spouse was present during the interview, 

contributing throughout and answering specific questions directed to them at the end. While 

this had the potential to preclude the spouse from saying things that might upset their partner, 

it seemed to me that participants were happy to share their experiences resulting in rich data 

being collected. While one person with cancer agreed for me to interview her partner, 

multiple phone calls did not elicit a response so I decided not to pursue the matter, hearing at 

a later date that the partner was not coping at all well with the situation. In two cases 

participants nominated their adult children as the family person to interview however despite 

several phone calls and leaving messages, neither returned my calls so the decision was made 

not to follow up any further. This missing data has been discussed in the Methodology 

Chapter of this thesis. 

I will now describe the participants' descriptions of their lives prior to their diagnosis. 

This information is important because it is the backdrop for their diagnosis and subsequent 

treatment, and their experiences of liminality associated with the illness trajectory. 

Pseudonyms have been used to protect the identity of all but one of the participants who 

wanted her own name used. Some identifying features have also been altered to protect 

anonymity. 
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Hilary, prior to her diagnosis of Cholangiocarcinoma at age 4 7, worked as a nurse in a 

developing position at [named] hospital and loved her work. Since leaving school at age 16 

and doing her nursing training, she had worked in nursing education and, after attending Art 

School, was employed as an artist in residence in hospitals in the North and South Island, 

including a mental health institution where she discovered her passion for mental health. She 

was also an artist in her own right and lived with her partner and two dogs. She had two 

sisters and two brothers. She took an active interest in the lives of her nieces and nephews. 

She graduated with her Doctor of Philosophy prior to my interview with her in December of 

2006 and was hoping to go on to do further research in the mental health field. She described 

herself as a very independent person who would do anything she liked. 

Alison, aged 61 years, diagnosed with Metastatic Colorectal Carcinoma had been very 

active in running the family holding of 14 acres while her husband worked at the local 

freezing works. She had been a hard worker all her life but had to sell the farm due to her 

husband developing heart disease. They moved into the local town and have developed their 

hobby of showing and breeding cats. She enjoyed doing the garden and described herself as 

preferring to do outside work rather than inside the house. She had had three children, one of 

whom was living in Australia and another was moving over there. The other lived in New 

Zealand. She had two grandchildren in Australia whom she had been over to visit and was 

planning another trip. Of her three siblings, two brothers have had cancer and a sister died 

. from a brain tumour at aged 18. 

George, aged 45 years, also diagnosed with Cholangiocarcinoma, managed a farm in the 

alpine region of the South Island. His wife worked in the nearby town and he had two 

children, a 14 year old and an 11 year old, both of whom travel to the local high school. His 

farm work kept him busy and he considered himself to be very fit and healthy. They enjoyed 

taking family holidays regularly, usually to Australia. 

Wayne was diagnosed with a malignant neoplasm of the rectosigmoid junction with 

widespread hepatic disease at age 64 years. He was an accountant who worked for the local 

city council. He had two daughters, a son, and two grandchildren, all of whom live in other 

parts of the country. He and his wife fostered a 9 year old who kept them busy with bike 

rides, fishing and sports. He spent a lot oftime on his garden and took great pride in showing 

me this on the day of the interview. Both his daughters were married in the garden. His 
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brother and sister both lived in the North I~land. He and his wife were planning a trip there 

when they had decided what he was going to do about retiring from work. 

Ray was aged 79 years when I interviewed him. He had Chronic Obstructive 

Respiratory Disease, specifically Alveolysis. He had always been very active in his life with 

a keen interest in sport, particularly water sports, fishing and motorbikes and had always 

taken care of things around the home. He had worked for the Power Board for 46 years until 

his retirement at age 66. He had been a smoker for only a short time, and had given up when 

he was about 30. He lived with his wife of many years and had two children, a son and a 

daughter and three grandchildren. 

Robert was diagnosed with Duchennes Muscular Dystrophy at age seven and lived at 

home with his parents. He was aged 23 at the time ofthe interview having just graduated 

from University with a double degree in Computer Science and Mathematics. During his 

time at university he went flatting although had to go home at night because there was no one 

that could be relied upon to turn him during the night. He is a very independent young man. 

As a family, they just get on and do what is necessary. He gets around in an electric wheel 

chair but, because he lives in a rural area, does not have much social interaction with his 

peers, tending to have friendships with other family members who are much younger. 

Jim was 78 years of age when I met him. He had end-stage Chronic Obstructive 

Pulmonary Disease. He had started work as a 15 year old as a fitter welder and worked for 

30 years in that industry. He was the youngest of seven children whose father died when he 

was 13 and he had to go out to work to help support his mother, being the last child remaining 

at home. He had been a smoker all his life but gave up when he was diagnosed at age 58. He 

retired at 60 and saw himself as slowly deteriorating over the years. He also had angina29 

requiring medication and needed hearing aids due to industrial deafness. He considered that 

he had had good health previously and lived a very active life, doing a lot of outdoor pursuits 

with his wife and family. He lived at home with his wife of many years having had four sons, 

three of whom lived away but visited frequently. They have seven grandchildren. One son 

was living at home when he was diagnosed but has since moved away. Jim did all the driving 

as his wife doesn't drive and they both played indoor bowls and took great pride in the house 

29 Angina is chest pain or discomfort that occurs when an area of your heart muscle doesn't get enough 
oxygen-rich blood. http://www.nhlbi.nih.gov/health/dci!Diseases/Angina! 
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and garden. His wife did the flower garden and he looked after the vegetables and other out

door jobs. 

Ann, aged 65, had had miliary tuberculosis30 as a child in Asia. She was one of five 

children, three boys and two girls. As was common in the late 1940's, her father left the 

family and came to New Zealand to work, returning home frequently. Two of her brothers 

came to New Zealand independently, both going to university, the oldest one against much 

opposition from their father. Ann came out to New Zealand with her mother and younger 

brother in 1949 and lived with her family in the North Island. When she became ill, she was 

sent away to hospital as her father thought that nobody would go into his shop because they 

would think it was contaminated. On leaving hospital she lived with her brothers and kept 

house for them. She studied at Correspondence school and later worked as a nurse aide, 

completing her New Zealand Certificate of Science at the same time. She met her husband 

when she was 16 and they married the following year after a rather fraught courtship. He was 

working as a technician at the time and they met at a wedding dance. Her father had arranged 

a marriage but she refused to go. When her father insisted that she be married, they got 

married, and presented her father with the marriage certificate. Eventually her parents 

accepted her husband. Against medical advice she had two sons, one of whom is a dentist and 

the other an engineering consultant. 

Ron, aged 79 years, was suffering from Renal Failure. He was a retired carpenter who 

had kept himself very active doing things around the house. After being self-employed he 

worked as a Technician until he retired. He had been divorced when his three children were 

little and he had brought them up on his own. He described himself as being a very fit, active 

and independent man who hated being taken care of. He had one grand-daughter and a great 

grandchild due soon. He migrated from the United Kingdom in the nineteen fifties and had a 

sister still there and a brother in Australia. He travelled frequently to Canada and England as 

and when he could afford it. 

Brian, aged 78, had previously worked as a linesman and then became the local milk 

vendor, taking on two milk runs. He had Renal Failure secondary to Diabettes. He enjoyed 

30 Miliary tuberculosis is a potential lethal form of tuberculosis resulting from widespread 
lymphohaematogeneous dissemination of Mycobacterium tuberculosis bacilli. Clinical manifestations 
are non-specific and atypical presentation often delay the diagnosis. It is associated with a high mortality 
despite effective treatment (Sharma, Mohan, Sharma et al., 2005) 
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playing bowls and belonged to the Pipe band and the Lodge. He was a keen gardener and did 

all the outside work around the home. They had two sons, and three grandchildren. One 

lived about an hour away and the other lived next door. He lived with his wife having recently 

celebrated their golden wedding anniversary. They looked after their grand nephew after 

school. He described his life as "just an ordinary life", getting up in the morning and going to 

work every day prior to his retirement. 

Tina had Multiple Sclerosis and was aged 57 when I interviewed her. She had worked at 

home looking after her three children and had previously worked in a bank. She had two 

grandchildren. Her daughter is a teacher in the North Island and her sons lived nearby. Her 

husband had been diagnosed with Parkinson's disease at a young age and she looked after 

him. She had put herself through a secretarial course in the evenings and worked in an office 

prior to her diagnosis. 

Sheila had been diagnosed with Motor Neurone Disease and was aged 61 when I met 

her, having been an extremely fit, healthy woman. She enjoyed going to the gym several 

times a week and tramped regularly. Her life was very busy. She did a regular daily shift 

volunteering at the local hospice and worked part-time in her husband's business. She had a 

large family from a previous marriage of four children and fourteen grandchildren ranging in 

ages from 8 months to 18 years. Three of her children had moved to the North Island and she 

enjoyed regular holidays to visit them. Along with her husband, who was due to retire, they 

made plans to travel overseas, something they already enjoyed and had been looking forward 

to a planned trip to Asia. 

Albert had Ischaemic Heart Disease and was aged 70 years. He left school at 15 to 

work on a poultry farm, eventually taking it over, until he put it into voluntary liquidation. 

After that he worked as a cook at the local psychiatric institution until his retirement. He 

married later in life, adopting his wife's three children and going on to have two more of his 

own. He lived in [town] all his life and his brothers and sisters still live there. Most ofhis 

children have moved away overseas but two live in a nearby town and city. He looked after 

his wife, who suffer~d from emphysema31
, until her death two years prior to our interview. 

31 Emphysema is a condition of the lung characterised by destructive changes in the walls of the terminal 
bronchioles causing undue breathlessness on exertion (Stedman, 1982). 
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The participants of this research project clearly fall into three distinct generations. 

Generation I are those aged 65 and over, Generation II, aged 40 to 64 and Generation Ill aged 

20 to 39. 

Generation I were all retired. They had all left school at a young age as soon as they got 

work and had remained in their jobs until retirement. This group had a strong ethic of 

resilience, coping and getting on with it. They prided themselves on their resourcefulness and 

ability to make do "I started off during the war years, material bits and pieces were always 

hard to get and everything we needed to do a job we had to make". 

Three had been self-employed, two of whom had gone on to giving up their businesses 

and taking on paid work. 

Most of my life I was a carpenter until I broke a bone and it was very weak 
and I couldn't do the work any more but I was fortunate, I got a job with the 
Physical Education department ... ! got more bloody money doing a job I 
liked than I did working my guts out. 

None of the wives in this group had continued working after marriage which was usual 

for this generation of women. They remained at home bringing up the children and looking 

after their husbands, fulfilling the traditional gender roles with the women doing the 'inside' 

work and looking after the flower gardens while the men did the 'outside' work and tended 

the vegetable gardens. "We have quite a big garden to keep. [Wife] does most of it but I do 

the veggie garden and mow the lawns and things" [Male], and "/used to keep all my own 

garden, mow my own lawn, around the house, I could screw in a bracket, any damn thing" 

[Male]. 

This group tended to occupy a more conservative gendered division of labour in the 

home and in the way care was provided. Women tended to be more 'hands on' while the men 

were more distant and worried about not being able to do the things they used to do around 

the home. The stories of the women who were providing care for their husbands supported 

this gendered division of labour with many of them surrendering some of their own freedoms 

and autonomy within the home, particularly as care work became more difficult for them 

(Brown, 2003). This will be expanded further in the caregiving section of the chapter on Life 

After. 
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Of the five ofthem, four had enjoyed long marriages and one was divorced but had 

retained custody of the children. In describing the longevity of their marriage (53 years), one 

person said "very seldom we have an argument here, but if we do, we sit down there and we 

talk about it and then we decided to compromise and then [wife] does what she wants to 

anyway, it works out quite good" [laughs]. 

In terms of their relationships, they all said they got on well with their family and 

friends that were around them. However if there was any family conflict, this was not 

mentioned by them, although interestingly, was alluded to by those children of participants 

that I was able to interview. Family that visited were given jobs to do and this was 

reciprocated by child minding and doing the traditional family things. The older participants 

were engaging as well with the next generation of grandchildren, becoming great

grandparents and looking forward to the arrival of these new babies. Those that had retired no 

longer had the daily contact with work colleagues but did maintain the friendships they 

developed with involvement in other activities such as the Lodge, bowls and sports. All had 

been looking forward to carrying out the plans they had made for their retirement and 

generally enjoyed being active "I was always very fit. I loved to go for a walk. You could 

walk by and say hello to people". 

Because this group were retired, they were able to spend time developing their hobbies. 

One wife talked about her husband spending a lot oftime in his fully equipped workshop. 

Another person travelled a lot, visiting friends and family "Since I retired I have been eight 

times to Vancouver in Canada. I spent three months in Canada and three in England". All 

but one of this group owned and lived in their family home where they had lived all their 

married lives. One rented a unit, having sold his house due to his wife being ill. Their homes 

were places they had all worked hard for and where they had brought up their children. The 

thought of leaving it was anathema to them. 

Generation II were very much a product of the social changes that came into being 

throughout the 1960s and 1970s. Only two of the women in this group remained at home to 

bring up children although were employed until they had had their children. The others all 

fitted having their children around their working lives. One had chosen not to have children 

ofher own. Of the men in this group, both their wives worked outside the home. Three of the 

women had done additional study, completing a Doctorate, Postgraduate Diploma, and the 
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children. One of the men was an accountant, and another a farmer, both of whom had 
completed university degrees in their chosen fields after leaving school. 
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This group were equally as hard working as the previous generation; however both 
partners contributed to the family income, perhaps a reflection of the feminist revolution 
where women started looking outside the home for occupational fulfilment. They had all 
reached senior levels in their occupations and all owned their own homes. The farmer, whose 
home came with the job, also owned another home where they had previously lived. Home to 
this group was equally as precious, being a private place where family life continued on a 
normal day by day basis. This concept of home will be discussed later in this thesis. 

The third generation of participants are those aged from 20 to 39 and includes the young 
man with muscular dystrophy who had been cared for at home by his mother. Because he has 
lived with his disease from childhood, he didn't see himself as disabled and described himself 
as ''just a normal kid". 

This group also includes the children of the people who participated in this research. 
The nature of the questions to this group revolved around how the diagnosis has changed the 
roles and responsibilities within the family, what had the family done to adapt to those 
changes and how much they understood about the condition. 

Three adult children were also interviewed; the son of the woman with multiple 
sclerosis; a daughter of the man who had a cardiac condition; and a daughter ofthe woman 
with Motor Neurone Disease. As mentioned above, two of these children alluded to family 
conflict. Perhaps, not surprisingly, given differences in generational perspectives, both 
described their parents in a different fashion to how they themselves had described their lives 
before in the initial interview. The former described his mother as being a very active, 
intelligent and assertive woman with whom he had been able to have discussions about all 
manner of things "I always enjoyed having a good conversation with her. We had some quite 
interesting arguments about different topics and that was good fun". Despite this apparent 
sense of closeness however, he later mentioned that she had not discussed her plans to sell the 
family home and move into a care facility. He only discovered this when he noticed the For 
Sale notice on the fence. There appeared to be a distancing between them that belied the 
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closeness he had described earlier. This may be due to an historical lack of acceptance of his 

step-father, or simply that his mother was attempting to maintain a sense of control and 

autonomy in light of her progressive decline as a result of multiple sclerosis. 

One daughter described her father as having become "such a grumpy irritable person 

that not many people wanted to -you would say you would have to go and visit dad and you 

really didn't want to" and he (the father) described himself as "I wasn't as helpful to people 

as I thought I should be". She noted that her brother did not visit their father while he was in 

hospital despite being 'critical' and driving past the hospital every day on his way to and from 

work. Their father, however, identified this son as "he couldn't be better; he is like a brother 

to me". He also talked about ongoing support from his other daughters in America yet this 

daughter identified an historical conflict with one of them that had continued for some years 

and had never been resolved. 

The third child described a very close family offour children, two girls and two boys, 

three of whom lived in the North Island. One of the brothers already lived locally and two 

others moved when they discovered the extent of their mother's illness. She herself had 

arrived with her children prior to Christmas and, because of her employment situation was 

able to continue working from a distance. She planned on going home to settle her teenage 

children back into school in the New Year and then come back to help look after her mother 

until she died. She described a family who enjoyed spending time with their mother, 

appreciating that that time was limited but also mourning the changes 

Christmas was extremely hard because mum has always done things - like 
she makes certain things, bakes certain things and that didn't happen this 
year. For the first time ever we didn't have the truffles or mum's 
shortbread, or anything from mum - we are nearly at the end of mum's 
bottled fruit [started crying]. 

Summary 

It is clear that participants were recollecting life before from a current position in a 

liminal zone, looking back, and using their memories to make meaning about the position 

they now find themselves in. The quotations I have used in this section exemplify the way 

participants experienced their life world and are part of the narratives they presented about 

their 'life before'. This is discussed in the literature, particularly by Becker (1997) and Frank 
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(1993). The former writes about how illness disrupts a person's life world, throwing them 

into a sense of chaos for a time while they try to regain a sense of order. The latter, in writing 

about his own experience of illness, suggests that the use of illness narrative is a way to 

present who the ill person has become not only to himself but also to others. Bulow and 

Hyden (2003) also examined the organisation oftime in narrative as a way oftemporalising 

illness not only by the participants, but also by the researcher. 

Allowing the participants to speak for themselves illuminates deeper meaning through 

the reconstruction of their life stories so that their experience can be understood in a 

meaningful way (Van Manen, 1990) as they stand at the threshold of the liminal space they 

are about to enter. 

In this chapter I have introduced the participants and outlined their pre-illness and pre

liminal narratives. In the next chapter I will describe the diagnostic process, including the 

symptoms leading up to the diagnosis and how they managed the medical encounters in the 

liminal space that they have entered in the clinical setting. 



CHAPTER V DIAGNOSIS 

In short, these were encounters with plural complexities, with shifting 
heterogeneities and with shockingly new meanings that dislocated and 
displaced, that confirmed rupture, that invited or demanded cultural 
contestation by calling the meanings of locally pre-existing practices and 
social relations into question, and thereby calling individual and collective 
identities into question (p. 124), (Pred, 1997). 
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In this chapter I discuss the symptoms pre-diagnosis, the diagnostic process, and the 

effects of the diagnosis on the person, their family and colleagues and the negotiations that are 

required in the interactions with health professionals and medical systems. This period in 

respondents' lives assumes great significance as previously every day normal aches and pains 

become potentially ominous. This is the period when participants describe becoming someone 

with a life-limiting illness. In Section I, I outline each diagnostic group with a brief 

description of the condition. Unlike the literature review, which has a broader explanatory 

framework of the diseases suffered by the participants, the definitions in this section will be 

only in relation to their individual diagnoses. Section II examines the symptoms leading up to 

the diagnosis and the diagnosis itself which were different for each group. Section Ill follows 

with a discussion about the diagnosis and how participants managed their lives as they 

transitioned from the pre-liminal space they occupied pre-diagnosis to the liminal space of the 

medical encounter which was, for most, unfamiliar territory. 

Section I: Cancer 

While the focus of this project is on people with life-limiting conditions other than 

cancer, I decided to include a group of people with cancer. This enabled a comparison ofthe 

impact a diagnosis of cancer had on families and the support that is available to them within 

the framework of liminality. 

The Oncologist was the first to recruit participants for this research. According to the 

protocol, he discussed the project with them and, with the patient's consent, forwarded their 

details on to me. I then contacted them by telephone to confirm their willingness to participate 

and posted them an information sheet, arranging to telephone them again after they had had 

the opportunity to read that, and to arrange a time to carry out the interview. Of the five 
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participants who were referred by the oncologist, one declined to take part. Three were 

females and two males. Two participants were from rural areas, one at Central Otago, one at 

North Otago and the others lived in the urban area ofDunedin. 

Cancer accounted for 28.4% of deaths in New Zealand in 2004. The figure below gives 

the figures for deaths from all forms of cancer over a seventeen year period and shows an 

overall downward trend, especially for males. This reflects the literature that shows there are 

more people living with cancer as a chronic disease due to improvements in diagnosis and 

treatment. 
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FIGURES: New Zealand Death rates from cancer by sex, 1987-200432 

The people with cancer who were referred to the present research tended to be younger, 

with an age range from 4 7 to 64 years. Their diagnoses varied, two had cholangiocarcinoma, a 

relatively rare form of bile duct cancer; one had metastatic colorectal carcinoma with 

secondaries in the liver and lungs and one had a malignant neoplasm of the recto-sigmoid 

junction with widespread hepatic secondaries. Three of the four were still alive twelve 

months following these interviews, one having died six months afterwards. Now, two years 

later, only one ofthe four is still alive. 

32 Rates per 100,000 population, age-standardised to Segi's world population. 
(Mortality and demographic data 2004, 2007) 
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Respiratory disease 

The Respiratory Physician recruited people for this study. According to the protocol as 

outlined above, he discussed the research with them and, with patient consent, forwarded their 

details on to me. 

Five participants were referred with respiratory disease. One had initially agreed to take 

part while an inpatient in the hospital, but when I contacted her, her daughter answered the 

telephone and declined to participate on her mother's behalf, saying that her mother was too 

ill. On further discussion, it seemed to me that this daughter was experiencing extreme 

distress in coping with her mother's illness and looking after her, so I recommended that she 

contact the hospice. The mother died there a few days later. Because the exclusion criteria for 

this study included hospice involvement, this immediately precluded her from participation. 

While intervention was not my role as a researcher, on hearing the daughter's distress, I felt I 

could not leave things as they were as I believed both mother and daughter to be at risk. 

Of the remaining people referred from the respiratory specialist, one had Chronic 

Obstructive Pulmonary Disease, one Cryptogenic Fibrosing Alveolitis, and one with 

respiratory insufficiency following treatment for Miliary Tuberculosis. Another had 

Duchenne's muscular dystrophy, however following the analysis of the transcript from this 

person, I felt he would be best included in the Neuroscience group because his illness 

trajectory was quite different, having lived with the diagnosis from childhood. All but the 

latter had died within three months following the interviews. 

Respiratory disease is common in New Zealand. Chronic Obstructive Pulmonary 

Disease affects approximately 15% of adult New Zealanders over the age of 45 years and is 

the fourth leading cause of death after cancer, heart disease and stroke (Town, Taylor, Garrett 

et al., 2003). 

The definition of Chronic Obstructive Pulmonary Disease varies in time and place and 

has resulted in an under-estimation ofthe prevalence of the disease in deaths and hospital 

data. The American Thoracic Society (1995) defines Chronic Obstructive Pulmonary Disease 

as, 



a disease state characterised by the presence of airflow limitation due to 
chronic bronchitis or emphysema. The airflow obstruction is generally 
progressive, may be accompanied by airway hyper-reactivity and may be 
partially reversible (p. 121 S) (Mannino, 2002) 
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The European Respiratory Society (1995) defines Chronic Obstructive Pulmonary 

Disease as "reduced maximum expiratory flow and slow forced emptying of the lungs which is 

slowly progressive and mostly irreversible to present medical treatment"(p. 121 S)(Mannino, 

2002). The Thoracic Society of Australia and New Zealand (Town, Taylor, Garrett et al., 

2003) define Chronic Obstructive Pulmonary Disease as, 

a chronic respiratory condition presenting as slowly progressive 
breathlessness, often associated with cough and sputum production. It 
includes both chronic bronchitis and emphysema in variable proportions in 
any one patient (p. 3). 

This latter definition recognises the variability of symptom burden in a particular 

patient. Mannino (2002) suggested a definition based on objective measures might be more 

useful than symptom based definitions in more accurately assessing the prevalence of the 

disease. 

Also known as Idiopathic Pulmonary Fibrosis, Cryptogenic Fibrosing Alveolitis is, 

a distinct and specific form of chronic jibrosing interstitial pneumonia of 
unknown cause, limited to the lung and characterised. by jibroblast 
proliferation and extracellular matrix accumulation, leading to irreversible 
distortion of the pulmonary architecture (p. 65) (Fellrath & DuBois, 2003). 

Characterised by cough, difficulty with breathing on exertion,·crackles, restricted 

pulmonary function tests, honeycombing on Computerised Tomography scan and histological 

diagnosis on lung biopsy, Cryptogenic Fibrosing Alveolitis has a poor prognosis with death 

occurring within three to eight years of symptom onset. Treatment has little benefit and the 

cause is unknown although suggestions have been made that it could be due to "lung injury 

leading to a cycle of chronic alveolar inflammation eventuating infibrosis"33 (p. 406), or, that 

it may be that "sequential alveolar epithelial cell injury is likely to be a key event" causing an 

"aberrant host response to wound healing with exaggerated abnormal epithelial and 

33 Fibrosis is the hardening or scarring oflung tissue. 
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mesenchymal interactions, alteredfibroblast34 phenotypes, proliferation and excessive 

deposition of collagen and extracellular matrix" (p. 406),(Selman, Thannickal, Pardo et al., 

2004). The difficulty is that people often don't seek medical treatment until their dyspnoea 

has increased to the point where it is disabling them. Other factors associated with shortened 

survival are being older at diagnosis and male. However more research is needed to elucidate 

this (Fellrath & DuBois, 2003). 

One of the few studies that have examined the quality oflife35 of people living with 

idiopathic pulmonary fibrosis as opposed to Chronic Obstructive Pulmonary Disease 

identified that dyspnoea was the most important variable and managing this should be given 

greater priority in clinical settings. Other variables that correlated to health related quality of 

life were quite different from those in Chronic Obstructive Pulmonary Disease patients, but 

because this study included patients with mild to moderate disease only, the authors suggested 

that further research needed to be carried out as the disease progresses (Nishiyama, Taniguchi, 

Kondoh et al., 2005). 

"Miliary Tuberculosis is a potentially lethal form of tuberculosis resulting .from massive 

lymphohaematogenous dissemination of Mycobacterium Tuberculosis bacilli" (p. 415), 

affecting the oxygen saturation in the body. It is usually treated by anti-tuberculosis drugs but 

there are very few randomised controlled trials to assess the efficacy of this World Health 

Organisation standardised form oftreatment. Treatment regimens usually involve six to nine 

months hospitalisation (Sharma, Mohan, Sharma et al., 2005). While this may not necessarily 

be the case for New Zealand at the present time, the participant who had tuberculosis had 

spent a considerable period of time in hospital in the past after the family had migrated to 

New Zealand. 

What differentiates these participants from those with cancer is that they all had long

standing chronic conditions that gradually deteriorated over time, and as that deterioration 

progressed, they developed co-morbidities as well, usually heart failure. Two participants, one 

who had Chronic Obstructive Pulmonary Disease and the other Cryptogenic Fibrosing 

Alveolitis, considered their disease was caused by their occupation, which was welding, and 

34 

35 

Fibroblasts are cells that produce connective tissue 

The researchers used the St George's Respiratory Questionnaire to 41 consecutive IPF patients and 
examined various physiological variables to identify factors that were correlated to health related quality 
oflife. 
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was exacerbated by smoking. One had given up smoking on diagnosis and the other some 50 

years prior to the interview. Only one obtained some assistance from the Accident 

Compensation Corporation36 and that was after a doctor, who had previously been employed 

at an aluminium smelter, took an interest in his case because of a proven history oflung 

problems in workers from the smelter. The other person had no Accident Compensation 

Corporation assistance despite being in a similar occupation. Accident Compensation 

Corporation assistance was a frustration too for the family of the young man with Duchenne's 

Muscular Dystrophy pointing out that if he had suffered a spinal injury through an accident 

and become paralysed, he would get the help he needed however because this was a genetic 

condition, there was no assistance forthcoming. The issue of Accident Compensation 

Corporation assistance for people with medical conditions such as this case has been the 

subject of a petition put to the New Zealand Parliament in 2007. This is relevant because of 

perceived disparity in services available to people who suffer similar consequences of illness 

or injury requiring participants to inhabit 'different' liminal places and spaces. 

Renal disease 

"Renal failure results from various diseases damaging both kidneys and leading to a 

decrease in the glomerular filtration rate37 (GFR)" (p. 1 03)(Cohen, Reiter, Poppel et al., 

2005). The National Kidney Foundation defines chronic kidney disease according to the GFR 

in five stages, with Stage 5 being end stage renal disease requiring haemodialysis to survive 

(Cohen, Moss, Weisbord et al., 2006). The transition to dialysis for patients with end stage 

renal disease and their families is one that can sometimes take place quickly (something not 

uncommon in many life threatening disorders) and they need to be supported through that by 

the health care team with renal nurses in particular being able to assist (Germino, 1998). 

Two people with renal disease have been referred, one by the specialist and one by the 

general practitioner. As with those with respiratory disease, they were older, and had co

morbidities including heart disease and diabetes. Both had had operations for ischaemic heart 

disease and felt they had never fully recovered from these. 

36 

37 

The Accident Compensation Corporation is a government body set up in 197 4 to compensate 
individuals who had been injured due to an accident. 

The glomerular filtration rate (GFR) is an estimate of the filtering capacity of the kidneys. It is usually 
expressed as millilitres (mL) per minute (ruin) and adjusted to a "standard" body size with a surface area 
of 1.73 meters. The normal GFR ranges between 95 -120 mL/min/1.73m2 but it varies depending on age, 
gender and body size. http:/ /kidneydiseases.about.com/od/diagnostictests/a! Article0051.htm. 
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Neuroscience 

Three people who fit the category ofNeuroscience were referred, one with Duchenne's 

Muscular Dystrophy (as mentioned above) who was referred by the respiratory physician; one 

with Multiple Sclerosis who was referred by her general practitioner and another with Motor 

Neurone Disease referred by a Neurologist. 

Muscular Dystrophies are generally inherited and involve degeneration of different 

muscle groups. Duchenne's type is the most potentially fatal of these with proximal muscle 

weakness and involves the heart. Becker's type is similar to Duchenne's but is a less serious 

form with a longer life expectancy. Treatment generally includes prevention of complications, 

physiotherapy, surgery for scoliosis38 and artificial ventilation (Hicks & Pearse, 2005). 

Multiple Sclerosis is a "chronic inflammatory disease of the central nervous system 

which may lead to increasing disability, loss of multiple physical functions and has significant 

psychological implications" (p. 1 09) (Kiimpfel, Hoffmann, Pollmann et al., 2007). The most 

common symptoms are diplopia and fatigue early on, progressing to more invasive sensory, 

motor and cognitive difficulties. Progression of the disease may be rapid or slow. In a study 

to examine how illness intrudes into the lives of people with Multiple Sclerosis, Mullins et al 

(200 1) showed how the variable nature of symptoms of multiple sclerosis provided significant 

lifestyle disruptions, using the term 'illness intrusiveness~ which is defined as "the 

psychological adjustment to chronic illness". They concluded that multiple sclerosis is a 

highly intrusive illness that compromises quality of life. Individuals with multiple sclerosis 

are at significant risk for adjustment difficulties and intervention needs to be focused on the 

enhancement of valued life activities and education on ways of reducing the uncertainty 

associated with the disease. I would argue that other life limiting conditions are equally 

intrusive on the lives of those people that experience them. 

Maddocks et al (2005) identifies the uncertainty that accompanies this disease 

suggesting that sixty per cent of people with Multiple Sclerosis can lead a productive life for 

years. However they are subject to unpredictable relapses and slowly deteriorating function 

which impacts on the recognition of the need for palliative and supportive care. 

38 Scoliosis is a curve in the spine which can cause the rib cage to press on the lungs impairing respiration. 



Motor Neurone Disease is defined as, 

a disease with no known cause and no known cure. It is a progressive 
degenerative disease of motor neurones causing muscle weakness and 
paralysis. Median survival from diagnosis is approximately four years. 
Treatment is palliative aiming to maximise quality of life (p. 173) (Clarke, 
McLeod, Smith et al., 2005) 
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Motor Neurone Disease was the first non-cancer diagnosis to be accepted in palliative 

care units. Dame Cicely Saunders recognised that a palliative approach to caring for people 

dying from Motor Neurone Disease was appropriate with the same psychosocial and spiritual 

support being needed by patients and their families (Maddocks, Brew, Waddy et al., 2005). 

However despite this, many palliative care units and hospices still focus their services on 

those with malignant disease, and certainly in Otago, that is the case, with only approximately 

three per cent of admissions to the local hospice being people with non-malignant disease.,and 

the majority (that is 49/50) of referrals to the palliative care team at the hospital for a six 

month period were for people with malignant disease. This issue is considered further in the 

Discussion chapter of this thesis. 

Cardiac disease 

Chronic heart failure is "a clinical syndrome in which heart disease reduces cardiac 

output, increases venous pressures and is accompanied by molecular abnormalities that 

cause progressive deterioration of the failing heart and premature myocardial cell death" (p. 

331) (Home & Payne, 2004). Ischaemic heart disease is a condition where the cells lining the 

wall of the coronary arteries accumulate fatty deposits leading to progressive narrowing and 

hardening of the arteries resulting in inadequate oxygen getting to the heart muscle causing 

damage. 

Figure nine shows the New Zealand death rates from Ischaemic heart disease. Those 

for males have tracked downwards over an eighteen year period, whereas those for females 

less so. Despite this, Ischaemic Heart Disease was the second leading cause of death after 

cancer in 2004. 
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One person with heart failure was referred by his general practitioner. He had 

undergone a quadruple bypass fifteen years ago and had recently experienced deterioration in 

his health requiring a further bypass to be done. 

Summary 

In this section I have described the conditions the participants in this research study 

were diagnosed with along with statistical information about the prevalence of these 

conditions in New Zealand. I also described the recruitment process for the participants 

themselves. In the next section I will examine the diagnostic process, their symptoms pre

diagnosis, the circumstances of their diagnosis, the effects and how they interacted with the 

health professionals with whom they came in contact. 

Section 11: Symptoms pre-diagnosis 

In concordance with findings in a previous study (McKechnie, 2005), symptoms prior 

to diagnosis were vague and varied from general tiredness to the need for hospital admission. 

For those with cancer, the time in the present study from the first symptoms to diagnosis 

ranged from three months to two years. Initially, participants rationalised their symptoms "I 

was trying to diet and I was starting to lose weight which was good I thought; now it should 

be getting easier" and "I started getting itchy on the surface of my skin and it was like I was 

39 Rates per 100,000 population, age-standardised to Segi's world population. (Mortality and demographic 
data 2004, 2007) 
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allergic to something". In fact this person's GP started him on antihistamines and treatment 

for allergies. 

Similarly, one participant put her fatigue down to completing her Doctorate "I 

wouldn't have said I was sick but I was really tired because I was finishing my PhD and I was 

writing all hours of the night and sitting at the computer and struggling to keep a balance 

with home life". 

Another discussed the work required in preparing his garden for both his daughters' 

weddings. These gardens were extensive and a source of great pride. 

We had both our daughters married, they both had their weddings out in the 
garden there and we were quite busy up until then and I had noticed during 
that time that I was feeling a bit more tired than usual and just put it down 
to the activity of getting ready for the wedding, we had a marquee out in the 
paddock and getting the garden ready. 

Participants with non-malignant disease described symptoms developing gradually over 

time. The woman with multiple sclerosis said she just noticed that she couldn't stand as 

straight as she used to and was unable to close her eyes completely. The woman with 

Tuberculosis had symptoms which were thought to be asthma "There were one or two 

symptoms that, had we known, were definitive for this , we always had to have the fan on 

· because she felt short of breath and that developed to the stage where she had to sleep sitting 

up". 

The one with Motor Neurone Disease noticed she wasn't able to lift the weights in the 

gym with her left hand and that her knees were becoming weaker. She then had a fall after 

which .she realised she hadn't put her arm out to save herself. She was initially told she might 

have cracked her hip but the x-rays did not show this. About a month or so afterwards, she 

noticed pins and needles in her left arm with general weakness and was admitted to hospital 

because her doctor thought she was having a stroke. All the scans she had were normal and 

she was referred to a Neurologist. She was admitted to the hospital rehabilitation unit "for a 

bit of rehab to see if we could get her back up on her feet. It became quite clear this woman 

wasn't going to go down without a fight and discharged herself and went on holiday". This 

was the first time militaristic language was used to me in relation to non-malignant disease, 

and that was by the therapist, not the person concerned. 
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Two participants, one with Cryptogenic Fibrosing Alveolitis and one with renal disease, 

had become ill while on holiday overseas and on their return sought medical assistance. The 

former said "I don't know what happened, when I came back, I was puffing like an old horse" 

although admitted to having had chest pain on and off for many years. This gentleman 

expressed some anger about the attitude of his employers towards people taking time off sick. 

I had been off crook, and it was not very often that I was, he said 'where 
were you yesterday' and I said I was home crook, he said 'if you aren 't 
going to bloody work, get the hell out of here'. I could have hit him on the 
head with a hammer, what a thing to say to a fellow. That sort of thing 
doesn't go down with me; you look after your work mates. 

This person had so much accumulated sick leave that when he retired, he remained on 

the payroll for 18 months. The latter was referred to hospital for a mitral valve replacement of 

his heart which he now regretted and from which he felt he never recovered. "I would like to 

go back to that day and throw all my bloody pills away and say let nature take its course 

because what has happened since then, I have really gone down hill all the way". 

The participant with Chronic Obstructive Pulmonary Disease noticed a gradual 

deterioration over the years which culminated in an asthma attack. 

I was on puffers before I retired. It was just one of those things that over the 
years I suppose it just gradually got worse ... then I had that real bad attack. 
I think when I look back now, I should have been sent to hospital but I 
wasn't, he [General Practitioner] was treating me at home. 

For the young man with muscular dystrophy, his mother noticed when he was about six 

or seven at a school sports day that there was something wrong with his running and had to 

struggle to get her concerns recognised. 

We had been wondering if there was anything wrong and we just thought it 
was our imagination because there was no family history ... he went to 
school and he wasn't going to go in this race but we made him and we went 
and watched the race and I saw [R] running and I realised there was 
something terribly wrong and I mentioned it off and on but it was all 
dismissed but I knew, I said no, there is something wrong ... the headmaster 
of the school agreed with me and he was the only person that ever agreed 
with what I thought. 
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The other person with renal disease had had a small heart attack which resulted in 

bypass surgery from which, as with the person who had had the mitral valve replacement, he 

felt he never recovered. The gentleman with cardiac disease said his symptoms came on 

without any warning "I had my first heart attack in 1992 and I was still working then but 

ended up in hospital". 

Such events as described above were all given new meaning through the 

'retrospectroscope' following their diagnosis. This reflects the discussion in Chapter 1 about 

the way people use time shadowing when reflecting on their illness (Bulow & Hyden, 2003). 

In these cases, they were using 'backshadowing', where they are trying to understand and 

make sense of the signs and symptoms they had experienced prior to their diagnoses. Asthma 

attacks were now not asthma and therefore 'normal'. Tiredness and lack of energy were not 

due to over exertion at that time but were now known to be signifiers of impending illness. 

The participants (and their families) had a sense of standing at the threshold of illness that was 

about to change their lives and bring them face to face with their mortality, entering a liminal 

zone of living with the consequences ofbeing diagnosed with a life limiting illness. 

Making meaning is a way for people to understand the chaos that such a diagnosis 

precipitates. People use the limbo metaphor as a way ofnegotiatingthe disruption uncertain 

illness trajectories create to enable them to find meaning and try to regain a sense of order not 

only for the individual concerned but also those around them (Becker, 1997). This seems to 

me to be a way that people themselves recognise that they inhabit a liminal zone while they 

are going through this process. Marcu (2007) questions how cultural beliefs, roles and norms 

influence the process of coping with loss and how integration or conflict can arise in families. 

Making meaning is a dynamic process as people use different strategies to make sense of what 

is happening to them. 

Circumstances of diagnosis 

All participants vividly remembered when they were finally diagnosed. George had 

been admitted to hospital under the Gastroenterologist who told him the test results in a public 

place. 

When he ordered the first CAT scan, he came out and said 'what are your 
other symptoms', and he just sort of said 'well you have got lesions and it 



looks like a tumour on your liver, it could be cancer, won't know until you 
have had a biopsy, can't tell you any more than that'. That was all he said 
to us in the waiting room. 

Hilary's diagnosis was made after a lot of discussion following her admission to 

hospital for tests. 

First of all I had a kidney stone they thought, and then diverticulosis and 
then lymphoma and then [Oncologist] came and saw me and said 
lymphoma ... that was sort of really quite strange because one day I was just 
sitting in bed and in walked [Oncologist] and I knew who he was and I 
thought 'oh shit what is he doing here'. 

Even after the initial diagnosis had been made, this was changed after treatment had 

been commenced. 

The diagnosis that was made was that it was collecting duct cancer of the 
kidney tubules and that the tumour was a tumour which has got cells of a 
certain shape and in actual fact that was the diagryosis that was made then 
but since the first round of chemotherapy we have had all of our notes and 
scans passed on to oncologists in another hospital and they have come up 
with a different diagnosis so it has been changed ... the cancer that I have 
now been diagnosed with is cholangiocarcinoma. That's bile duct cancer, 
originating in the bile duct. 
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Sheila was initially diagnosed with a stroke, and then Parkinson's Disease and treated 

accordingly. However the diagnosis was changed to Motor Neurone Disease when the 

treatment made no difference to her symptoms. She was in hospital at the time and had all 

sorts of muscle tests and examinations, all of which were inconclusive., She was told by the 

Physiotherapist that it was thought she had Motor Neurone Disease. When she challenged the 

specialist about that, he said she shouldn't have been told that and he hadn't made up his 

mind, but when she went back to him several weeks later, he said she did have Motor 

Neurone Disease and that it was a particularly fast moving form. 

Ann had been diagnosed some years previously with respiratory failure due to her 

thoracoplasty 40 and Jim had been living with emphysema for many years and was referred to 

the specialist by his general practitioner after initially treating him herself. 

40 Thoracoplasty is remodelling the osteomuscular wall of the thoracic cage in order to control the 
underlying inflammatory process. (Molnar, 2007). 



The local doctor sent me in there to get an x-ray, ECG and see him, so in 
the end I saw [specialist] and he said did you smoke and I said yes but I said 
I was a welder for over thirty years, oh, that's all he said and I come home 
with that [indicates oxygen tube]. 
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Robert's mother had discussed her concerns to a family friend who advised her to see 

her general practitioner. 

We have a friend who is a doctor I just sort of mentioned it in passing that 
we thought he was a bit uncoordinated so I went to the GP and I said I want 
you to look at his legs because there is something wrong and he realised 
there was so that's how it came about. 

The participant with cardiac disease was more straight forward "I ended up in hospital 

and had four bypasses and I was in hospital for eight weeks". 

Most participants with non-malignant disease were diagnosed quickly using blood tests 

and x-rays, having had symptoms that were much more definitive and typical of their disease. 

Over the years [following thoracotomy and lobectomy] the chest muscles, 
as you get older, they get tired but because these ones weren't working 
properly, they got even more tired and unbeknown to her, just a few years 
back, they started to get to the stage where they weren't working properly at 
all and she was starting to retain C02 and that carries on to affect the heart 
and so on. So the heart was compensating for this problem by enlarging and 
it wasn't until about three years ago now, that the initial symptoms started 
to come up. There were one or two symptoms that had we known, were 
definitive for this. 

In all cases, there had been a progressive deterioration over a long period of time except 

for Sheila, whose disease progressed rapidly. Another participant had a steadily increasing 

need for supplemental oxygen, and identified environmental factors that affected how he was 

able to function "You get a damp, drizzly sort of a day, that knocks the heck out of you ... two 

of the things that affect me is wind and that sort of dampness". Brian' s renal failure was a 

complication of undiagnosed diabetes which he was told he had had about twelve years before 

it was discovered. Because of the close association with the heart, people with respiratory 

disease often developed heart problems as well that were unable to be treated because of the 

condition of the lungs "I have only between a half and a quarter's of one lung's worth, so it is 
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not going to get any better ... if I had to have an operation, they wouldn't give me one because 

my lungs are in such a bad state". 

Effect of Diagnosis 

The effect ofthe diagnosis was profound. Participants described the impact of the 

diagnosis as life altering "It has changed our lives" in which identities were challenged and 

sometimes lost "I have lost my job, I have lost my sense of myself as a contributing person". 

Futures were erased "It wasn't what we expected when we retired" and where 'normality' is 

constantly being overtaken by a sense of impending disaster. "You wake up in the morning 

and everything is normal for a few minutes and then you suddenly remember you have got 

cancer and it is going to be something that is a disaster". This last comment reflects 'vortex 

time41 which was identified in Bulow and Hyden's study (2003) discussed in Chapter IV, 

where there is a sense that something catastrophic is about to happen. 

While those who were health professionals were familiar with clinical spaces in their 

working lives, as patients, their perceptions changed. 

I felt really disappointed I suppose being a nurse, when [surgeon] said he 
wasn't going forward with surgery and called me back in ... and he said he 
needed to talk to the oncologist and that will not happen until after he had 
finished his surgery and came out of theatre, so it was very clear that he 
wouldn't be back for some hours and we were left in that room two to three 
hours. Nobody came in, nobody. 

At this point in time, this particular person was yet to be diagnosed and staff therefore 

had no instruction about what to do, therefore they did nothing. The expectation ofthis nurse 

was that somebody should care as much as she believed she would in such a situation and so 

she felt bereft, not only from her perception of the practice of caring but also from the 

camaraderie that develops among nurses. This may be a reflection of the biomedical model 

adopted by clinicians where the body comes under the 'clinical gaze' and becomes the 

"object of observation, supervision, review and control, something that nurses are trained 

and socialised to" (p. 156) (Almerud, Alapack, Fridlund et al., 2007). 

41 Vortex time is described as a 'black hole' that converges into a catastrophe (Bulow & Hyden, 2003). 
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Waiting was a feature, especially for those with malignant disease, and this is something 

that I will discuss further in relation to being in a liminal space and place. There were several 

waiting experiences that were common to participants. These relate to waiting to see 

specialists, waiting to have tests and investigations, waiting for results, waiting for follow up 

visits and so on. Participants described waiting as ''just hell" where they hovered between 

being well and not well. This sense of hovering between health and illness characterises being 

in an embodied state ofliminality. Patients are subject to the uncertainties and loss of social 

identity that the experience of living with illness engenders (Gardner, 1998). 

The following quotations from participants' interview transcripts elucidate how people 

experienced this sense of being in a liminal place and space, the place being subjective, how 

they were feeling at the time and the space being objective, the physical space of the general 

practitioner's rooms, the outpatient clinic or the hospital ward. 

Interacting with health professionals 

In the first instance, participants waited for test results "I was told after the CAT scan 

that I had to wait 18 days and that was really tough, having to wait 18 days was just hell". 

Waiting to see doctors wasn't always easy. Their own general practitioners weren't always 

available "I have to wait to see the same person simply because I worry about the continuity 

of things but I saw during the time I was sick, I saw three or four different doctors" and 

specialists didn't arrive when they said they would "He said he would be around in the 

morning to see us ... well he didn't come until jive o'clock". This person was due to be 

discharged from hospital and planned on returning home to the rural area in which they lived, 

(a trip of some four hours) that afternoon. This delay meant they had to stay an extra night 

disrupting travel plans and child minders. This raises the issue about access to health services 

for people who live in rural areas. 

Y antzi et al (200 1) examined the impact of distance from hospital in a secondary data 

analysis of children and their families to highlight how families coped with living with 

chronic conditions in rural areas. While concluding that further research was needed, their 

results showed that distance from hospital was a key factor in maintaining the cohesion of 

family relationships. This would be especially so in the cases of people at the end oflife 
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where resources would be limited. The impact of living at distance from health care will be 

discussed in more detail in the next chapter. 

Initial investigations were much more invasive for those with malignant disease 

requiring colonoscopies, scans and exploratory operations. Some test results were returned 

with nothing abnormal being detected, resulting in nearly all participants in this group initially 

being misdiagnosed, only going on to further investigations when their initial diagnoses 

turned out not to be the case "They did an awful lot of mucking about and then they decided 

that they would do an exploratory because none of the tests were really conclusive". In this 

case the person had exploratory surgery. 

All the tests were inconclusive so I had a liver biopsy, that was 
inconclusive, ... and then I had the laparoscopy and they took a lymph node 
out and that was inconclusive and so was the liver biopsy done during the 
procedure. It wasn't until they actually tried to do a[ nother] liver biopsy 
under CT scan that they were able to get tissue from the right place so they 
could diagnose me. 

Repeated testing had to be endured by another participant which finally found the 

disease "a colonoscopy showed nothing abnormal, just a couple of polyps which they weren't 

concerned about, just biopsied and then they called me back and did another one and called 

me back again, they did it twice actually. " 

Investigations were often painful "they did the liver biopsy which is the most 

excruciatingly painful thing I have ever had, it was just disgusting, it was just awful", or 

uncomfortable "the only thing I did feel really uncomfortable afterwards was the CT scan 

where they inject the contrast medium and I felt quite uncomfortable for a couple of days". 

Wayne was to have surgery for his bowel cancer and was ready to go into theatre when 

another Computerised Tomography scan done the day before the scheduled operation showed 

more extensive disease and the surgery was called off. This caused him and his wife 

considerable distress when the Surgeon had to discuss the situation with the Oncologist. The 

wife, who was a nurse, said, 

as we were walking out after three hours the nurse came along and said 
something about support, she talked about the support available in the 
community. If I hadn't been a nurse, I wouldn't have known what support 
there was in the community. I was actually really angry about it, I just 



couldn't believe that we would be just given that sort of news and left three 
hours with the door closed. 
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This sense of abandonment after being given bad news was not uncommon, particularly 

for the participants with malignant disease "We just walked out into the street having heard 

that I had got this cancer which was untreatable ".The way in which they were told was a 

shock for another participant who had been a health practitioner. 

I couldn't believe it when that man sat there and said there was nothing we 
can do and I thought my god I can't believe it. I have worked in the medical 
and health professions for so many years and every person I have ever 
worked with, they could do something for and here they were telling me they 
couldn't do anything for me and I just couldn 't believe it, I just couldn't 
believe there was nothing in the entire tool box of what's available. 

When participants were asked about what could have been improved during this period, 

they identified lack of communication with health professionals, particularly during this 

liminal time of waiting, as being an issue 

I think missed communication, poor communication, and the waiting, 
having to wait for CAT scans or waiting for biopsies. That is the real down 
side of [health provider] but the bad communication seems to be in that 
diagnosis period. 

Once the diagnosis had been made, however, the Medical Oncologist spent 

time explaining it to them which they appreciated. 

When questioned about the length oftime for the definitive diagnoses to be made, the 

Medical Oncologist stated that going through the steps of doing blood tests, x-rays and then 

moving on to scans was necessary but felt that getting those tests done in a timely way and 

communicating the results to the patients was an issue. He expressed his frustration with the 

length of time patients take to get through the system but once under the Oncology service, he 

felt that things move pretty quickly. He regarded the situation with scans as unacceptable 

with the waiting time being much longer than it should be. The coordination of different 

investigations and the communication flow within the hospital was difficult. He said it 

basically comes down to the level of staffing and available funding. He felt some sympathy 

with General Practitioners "because they often have to make judgement calls on non-specific 

symptoms that are sometimes correct and sometimes not". 
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In discussing the diagnostic process for people with respiratory disease, the Respiratory 

Physician said that he did try to give patients an indication of what he believed to be the cause 

of their symptoms. 

I might say that I am suspicious of such and such a condition ... ! think at this 
point, the patients want to know as soon as possible what is the diagnosis, 
what treatment may involve and what are the outcomes, so I do try to give 
patients a clear indication and if that's not possible, I will explain to them 
why. 

I discussed issues around communicating the diagnosis with the Medical Oncologist 

who said that overseas there is ongoing communication training for older doctors and 

consultants to improve their communication style. There are communication courses available 

in New Zealand, but the effects tend to be short term and he felt it is an issue that hasn't been 

addressed properly. He also said that because of the nature of practice in some departments, 

with some taking a wider view and others taking a narrower view of patients, what happens is 

that ''people with cancer get treated in the same way as someone with a hernia". He felt that 

the Oncology system has made progress in meeting the communication needs of people with 

cancer, and indeed this was confirmed by the participants. However he felt that there was still 

a long way to go. He talked about the need to be transparent and to respond to patients 

concerns although some of the participants talked about not being able to spend as much time 

as they would like in the outpatient setting to be able to have their concerns addressed, being 

aware of other people out in the waiting area. While the doctor may have prompted whether 

there were any more questions, because of this awareness, they tended not to ask. 

Summary 

This section has discussed the diagnostic process and places the participants 

experiencing the 'liminoid phenomena' 42 of collective events of the medical encounter that 

revolve around rites of passage that result from an internal adjustment to the unexpected. 

They are 'natural' breaks in the flow of sociocultural processes and integrated into them 

(Turner, 1977). This raises the question of whether the ritual of the medical encounter is a 

'liminoid phenomena' rather than 'liminal'. There are defined rites of passage as the person 

becomes a patient and, if cured, becomes a person again, albeit altered due to the experience. 

42 See page 63. 



The incidence of disease disrupts the flow of natural social processes in the person's life 
world. 

The next section will examine the person's experience as a patient and includes their 
understanding of the diagnosis, how they make meaning from it and how they inhabit the 
liminal world ofthe medical encounter. 

Section Ill: Understanding the diagnosis 

Understanding of the diagnosed condition varied among participants. 
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Phenomenological understanding is experiencing the diagnosis as part oftheir lived world, 
whereas knowledge about the diagnosis is different. Knowledge is the facts about the 

condition. All participants experienced the diagnosis in a subjective sense, however the 
objective knowledge they obtained about the diagnosis varied. For some, it was on a "need to 
know" basis, while others actively researched their condition "I do feel that I suffer from a 
lack of information, partly because of the disease, and being the type of disease it is, there is 
not much to go on". This suggests the experience of being very much in a liminal zone 
which is immediate - while diagnosis is a kind of reference point for entering it, the leaving it 
is uncertain because they don't know for sure when they will die. 'I am still alive today and I 
will live today'. While this suggests that they are no longer looking forward to life in the 
future, for people with cancer, certain milestones became important as the illness progressed, 
such as the birth of a grandchild, a birthday or anniversary (McKechnie, 2005). 

Interestingly, this was different to participants with non-malignant conditions. 
Specifically, while these life events were important, they didn't look forward to them with 
quite the same intensity. There didn't seem to be the same sense of striving to be alive for the 
event. Again, as mentioned previously, this reflects the rhetoric of warfare in fighting the 
cancer, for example, 'I want to see my grandchild and won't let the cancer stop me'. Those. 
with non malignant conditions seemed to be more fatalistic and did not tend to use the same 
militaristic language in regard to their disease. With assistance from her counsellor, the 
woman with Motor Neurone Disease was writing her life story and preparing for her funeral, 
another with Multiple Sclerosis had moved into a care facility. This acceptance of the 
inevitable could be because the illness trajectory is so much more certain or unbeatable, 
whereas there is always the chance and hope that you will go into remission from cancer. 
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When asked if they understood their diagnoses, all but one of the participants 

recognised that their lives were going to be shortened "You take the day as it comes along 

and hopefully you are still there at night breathing". The one participant who did not was the 

man with cardiac disease who had recently had his quadruple bypasses redone43
, saying he 

was "good for another 15 years", thus asserting that his life had been lengthened despite the 

implication that he had been referred to this present research because he was not expected to 

survive beyond the next twelve months. His wife had died two years earlier, and interestingly, 

his daughter reported that he was making more of an effort than he did the first time he 

received bypass surgery. "This time he has learnt that he is responsible because he hasn't got 

anyone else but him to do this and he has really tried hard. A lot better than he did last time 

round when he had somebody else to do it for him". 

As previously noted, many participants in the older generation also had spouses with 

significant health problems. Coming to terms with comorbidities was difficult for one woman 

with cancer who was looking after her husband who had renal failure as a complication of 

diabetes. In the following excerpt, she puzzles over why he developed the condition "I really 

can't understand why Brian got diabetes because we are not sweet eaters, I hardly use any 

sugar and when I think over the years how we have eaten, it just makes you wonder how his 

diabetes has got so bad". In the course of the interview, she seemed to be actively seeking 

reassurance from the researcher that there was nothing that she had done that had precipitated 

her husband becoming ill. 

Acknowledging a shortened life for one person meant that they would not now do the 

things that they had expected to experience in the course of their full length oflife. For this 

person, efforts were made by his family to ensure that he did do the things that mattered to 

him and they just adapted what needed to be done to organise it "Robert knows that his 

condition means he is going to have a short life and I don 't want to focus on that because if 

you do, you won't do stuff". 

The honesty of doctors with regard to prognosis helped one participant come to terms 

with how his illness was going to proceed and he used that time to get his affairs in order. 

43 However this was only agreed to by the specialist when he refused to leave the hospital. 



It will be nice to be here but they come pretty clean with me, I mean it could 
be a week, it could be a month and I have accepted that no 
problem ... nothing can be done apparently, even dialysis wouldn't be any 
good now. They are pretty honest about it, which is nice, you know what's 
what. 
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And sometimes it didn't help at all, Robert's mother said "This doctor said there is no 

hope and I got really angry and I said blow that, that is not what I want to hear because in my 

mind it is better to be positive rather than negative so I just left because that was no use to 

me". 

Hilary, who had been told the same thing by the surgeon with regard to her cancer, felt 

an acute sense of betrayal from a health system that she had worked in all her life and was 

greatly relieved when the Medical Oncologist told her she could have treatment. "For a start 

I got given chemo. I was very grateful about that. I mean I didn't think I was going to be 

allowed to have anything". This situation was not uncommon, particularly for people with 

cancer who are told by one specialist, usually a Surgeon, that there is nothing more that can be 

done and then once they are seen by the Oncologist discover that there are things that can be 

done. It may be that the Surgeon is thinking only of surgical intervention, while the 

Oncologist is thinking more broadly in terms of other therapy alternatives. 

One participant was certain that his working conditions had contributed to his condition 

and was critical of his doctors because they did not listen to him. This person said, when 

querying the specialist about whether his condition had been caused by his exposure to flux 

while welding44
• "That's where it started, they never listened, not even my doctor would listen 

to me in the finish, that was [Specialist] oh no, you wouldn't get it from that, when I asked 

him, and he found out that I was right ... they don't tell me a great deal, they never do". 

For the young man with muscular dystrophy, because of his longevity, there is some 

question in the Paediatrician's mind as to the exact diagnosis yet there was no question about 

whether the patient and his family understood the diagnosis. The paediatrician said, 

44 It should be noted that while this has been the subject of some research (Harris, Cullinan, & McDonald, 
2001; Hubbard, Cooper, Antoniak et al., 2000; Hubbard, Lewis, Richards et al., 1996), causation in this 

particular condition (Cryptogenic Fibrosing Alveolitis) has never been proven. 



He is doing quite well in the sense that he is surviving longer than some 
people with muscular dystrophy ... he clearly has got some form, whether it 
is Duchenne 's or Becker 's is the issue. The Becker form is a bit slower ... We 
thought it was Duchenne 's to start with but the way he is managing just 
makes me wonder if that is right. 

136 

While his mother was very specific about her understanding of the diagnosis and was 

convinced it was Duchenne's because of the genetic testing that was done and the genetic 

counselling she had received 

Robert actually has his gene, the gene is actually there but the message in it 
is all mixed up so what they found is with some people with Becker 's they 
have huge gaps in their gene but some of the sequence isn't in the right 
order so they produce some but if you have got the right gene the message is 
going to say to the gene you produce dystrophin but if it has got the 
messages at the end it is going to say don't start and you are not going to 
produce so of course it stops or the starting of it might be at the end of the 
sequence so it is not going to even start producing dystrophin because the 
start of it is not at the start, it is at the end 

All the participants for this study understood their diagnoses to a greater or lesser 

extent. As previously mentioned, there is a subjective phenomenological element of 

understanding where their own understanding may be different to that of the specialists based 

on their own experiences or research, as opposed to knowledge about the condition and the 

prognosis. The participants were trying to find meaning out of their diagnosis and while the 

specialist can facilitate meaning or offer information, patients can resist specialist knowledge 

in favour of their own sources of information, not only about the facts but also the implication 

of the diagnosis. The language that was used reflected the ways in which participants made 

meaning of their diagnoses. While the group with cancer talked about doing everything they 

could to fight the disease once they were diagnosed, those with non-malignant conditions 

appeared to have accepted the diagnosis, either because the way the illness trajectory was 

explained to them was clearer or their level of fear with regard to the diagnosis was less, so 

were more open to accepting the prognosis. Cancer has the perception of being more of a 

threat to mortality than other non-malignant conditions and engenders greater fear in people's 

minds, even though there is at least an equal certainty of dying from non-malignant 

conditions. 



137 

Making meaning from the diagnosis 

All participants talked poignantly and honestly about the impact of the diagnosis. Did it 

provoke an existential crisis? As noted in the previous section, a common theme was that the 

future becomes more immediate. Instead of planning for retirement, the future consists of 

planning for the week, month or months at most. This section will discuss how people dealt 

with the diagnosis. The question that was asked was how they thought they, and their 

families, were affected by the diagnosis and what did they do to adapt. 

Ann's husband echoed the thoughts of all the participants when asked about how the 

diagnosis has affected them "It is more about emotional coping, it is very tiring. We have 

had to let our long term planning go, we didn't want to let it go, we had been saving money 

for our retirement, but won't get to spend it". 

Participants often described having to adapt to physical limitations as their bodies were 

affected by the disease. However emotional coping was described as requiring much more 

effort and seemed to centre on whether or not to share private thoughts and experiences with 

family and friends and having to then cope with their emotional responses if you do choose to 

share with them. Social coping too is a feature in how people adapt to the changes in their 

lives, either living with the 'stigma' of having such a disease "when people hear the word 

cancer they already write you off, they have already got you dead and buried It is sort of like 

they can't get rid of you quick enough" or having to change one's plans to accommodate 

living with the disease. This, too, is a major theme in this thesis and will be discussed further. 

One person had been seeking answers for his current situation and felt he was being 

punished "I must have been an awful little boy and now I am being punished for it". He 

started crying at this point in the interview and couldn't elaborate further because his wife 

countered this statement by saying that he was joking, seeming to be somewhat embarrassed 

that he had shown such vulnerability in front of a stranger. He seemed to be seeking 

reassurance from the researcher in trying to find meaning for his suffering. 

Sheila said that she had seen people with cancer in a great deal of pain and was very 

grateful that she didn't have that. She had never "gone down the 'why me' track" , and said 

that while it was a shock, she just takes it as a matter of fact, saying "why not me?". This may 
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reflect her deep religious conviction. She talked about the disease not affecting her brain and 

she can still think and take part in family life going on around her and that she is comfortable 

and enjoying life as much as she can. This was backed up by her Counsellor who said "she is 

not fighting it, she is living with it and I think that enables her to surf the changes and she 

does, she surfs them ... psychologically she has become stronger". 

For one ofthe women with cancer, her diagnosis made her more aware about other 

people and animals in her social circle who had the disease and wondered why they have been 

afflicted so much, asking the existential question 'why me, why us?' 

Mary has got breast cancer, my friend George has got bowel cancer and 
even the dog got bone cancer and I have got cancer ... amongst all the 
acquaintances that we have got, and all the people that we know, why is it 
Mary, George and me? 

When questioned about giving bad news, a general practitioner said "I don't think that 

the patients have the same perception of how sick they are and I would be failing them by not 

making that clear". When I discussed this with the specialists, one stated that he finds it 

really difficult "partly because you feel pretty helpless about it too .. .It [muscular dystrophy] 

is an awful form of bad news to have to pass on". 

None of the health professionals interviewed were prepared to prognosticate overtly 

with their patients, defining prognosis as something that is very nebulous which, in most 

cases, could be entirely wrong, so preferred to err on the side of caution. "I [GP] tend to be 

very reluctant to give people prognoses in terms of time. I give them prognoses in terms of 

outlook and in broad terms what is going to happen, but in terms of time frames I am very 

wary". Still it's clear that participants are asking why me?, why now?, all existential 

questions, and explains why they get the retrospectroscope out and look back through their 

memories for explanations. This lack of clarity around prognosis was reflected by Ray's wife, 

who said "I don't know when he comes home this time what the story will be". This could be 

an indication of the liminality of their situation, not only for him, but for her. This illustrates 

the point that meanings continually change which makes this form of liminality very nebulous 

and indeterminate. 



The Oncologist on the other hand, stated that, in order to help himself cope with the 

stress and to help the individual cope, he projects ahead in the discussion he has with them 

saymg 

This is where we are at now, this is where it might go and if it is in that 
direction, this is what we will do about it and part of that discussion is one 
of solutions and get the hospice involved ... when it actually happens, it is 
both easier on you and easier on the patient because it is not new, so I think 
by doing that, moving from active cancer therapy to active symptom control, 
it is all natural. 
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He is offering them a future path which is something in a terrain filled with uncertainty. 

One of the questions I asked myself about the concept of liminality for this thesis was, 

do health professionals guide people through the liminal zone that they are experiencing? The 

answer to this seems to vary depending on the speciality. I will expand on this sense of 

guidance further in the next chapter on Life After. 

The respiratory specialist felt that people should be congratulated for surviving, 

focusing on the positive. 

When someone survives a near death experience, I think in many ways it is 
better to congratulate them rather than look on it as a dying -you made it 
this time but you may not next time, so I don't necessarily focus on that the 
outcome is still bleak. 

And recognising the winning of a battle "To me, we were rewarded in seeing him 

recover from that and walk back into outpatients looking so fit and well". 

The use of a militaristic discourse is well entrenched in the language of medicine. 

Medical practitioners and patients talk about 'fighting' the disease; that there is an 'arsenal' of 

treatment options, and how the body 'marshals its defences' when faced with the 'attack' of 

illness. Stein (1990) discusses the metaphors within western medicine throughout medical 

training and practice that represent the waging of war against disease and the emphasis on 

doctor as hero. How this language of male macho stereotyping and militarism in medical 

training is challenged by the manner in which women practice medicine is discussed by Joan 

Cassell (1998) who, in an ethnographic study of women surgeons, noted that these women 

preferred not to think of themselves as women surgeons, they were surgeons, who happened 



to be women, noting "she can perceive of herself as one of the guys; ... seniors, colleagues, 

patients and nurses will react to her as a woman". 
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In a more recent ethnography, comparing intensive care practices in the United States 

and New Zealand, Cassell (2005) noted that doctors in the United States tended to keep 

patients longer in intensive care and then sent them off to a long term care facility, whereas in 

New Zealand, patients were kept in the intensive care unit where they knew the family and 

were able to assist them in dealing with the impending death. The quality of the dying and 

assisting the family were seen as part of their role, whereas in the United States, a person 

dying on the unit was seen as a failure and something that is best dealt with by somebody 

else. In the United Kingdom, a survey carried out on end of life decision making in intensive 

care units found that there was a wide variation in practice with no clear policies in place to 

inform consistent, morally and legally justified decisions about provision of care and 

withdrawal of treatment, noting that there needed to be more extensive discussion about 

underlying legal and ethical principles in order to ''provide rational and consistent terminal 

care to the patient, minimise the concerns of staff and provide the efficient use of the intensive 

care resource" (p. 440), (Ravenscroft & Bell, 2000). 

All the participants in this research project dealt with their diagnoses in different ways. 

Of the two with renal disease, one was quite pragmatic about it saying "You have got to 

accept it whether you want to or not, you have got no option" while the other, who had gone 

from doing everything for himself, to total dependence upon others was ready to die. 

I don't want to sleep and I don't want to wake up. I want to feel like I am 
now just comfortable. I can understand people who want the magic bullet 
and things, I have had enough, do you know what I mean? I would like to 
just go to sleep. 

Those with cancer ranged from positive attitudes and denial of negative outcomes "you 

are saying to yourselfthe chemo is working, the chemo is working ... it is a big thing the 

positive thoughts. It is so important the positive thinking and being relaxed about it and not 

stressed that it is not going to work" to a feeling of despondency and anger at feeling they 

have already been written off by colleagues, that they are socially dead "The whole situation 

is well if you have got cancer, get on with it, for god's sake, get sick, die and have a funeral 

and then we can get on with our lives". Voninski (2004) describes social death as occurring 

"when the individual's involvement in the lives of others ceases while still biologically alive". 
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This reflects the findings of Young et al (1999) who explored the role of friendship for 

women who were dying and how social relationships adjust to the social aspects of living 

with a terminal illness. They identified the complexity of the meaning of the impending death 

and how it impacts on friendships. The mode of social dying could change or even end 

friendships or, in some cases, new friendships emerge as part of the process. For some 

participants their social networks were changed, leaving them in a liminal state, particularly 

where they lived beyond the predicted time of death. People who are diagnosed with a life 

limiting illness often gravitate towards others with a similar condition "when I meet people 

that have also got cancer you feel a sort of camaraderie". This was noted particularly with 

the participants in this present research who had cancer, reflecting the earlier study on how 

the nature of relationships changed (McKechnie, MacLeod, & Keeling, 2007). It was not so 

evident in participants with non-malignant conditions, although those with neuromuscular 

disease turned to organisations such as the Multiple Sclerosis and Motor Neurone Disease 

Associations for support. 

Pragmatism was a feature of some of the participants in this group as well "we just 

really do what we have to do and don't really worry too much about the other". Hockey and 

James (2003) used an historic-biographical approach to show how the passage oftime is 

affected by history and social contingencies in a person's life. This approach acknowledges 

both the intended and unintended events of the life course where changes in an individual's 

life occur because of 'turning points' which emerge out of an individual's historical 

biography. Turning points can be major, and irrevocably alter a person's sense of identity, or 

minor, which are insignificant but turn out to be symbolic in terms of change. 

As noted in the literature review, because physicians tend not to identify the terminal 

phase of non-malignant disease, the opportunity to access palliative care services may not be 

presented despite the fact that there are similar physical and emotional demands made on 

patients and families. Certainly one of the specialists interviewed above stated that he tended 

to keep his patients under his own care in hospital rather than referring them to palliative care 

services. 
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Inhabiting the Liminal 

At the outset, it was posited that people diagnosed with life limiting illness inhabit a 

liminal zone while enduring the rites of passage of the medical encounter. In fact, what was 

found was that the liminal experience of participants and their families was extremely 

complex with many different ways in which the experience played out over the course of the 

illness. One of the aims of this thesis is to examine the transition a person makes as they 

change from being the person they were to the person they have become, that is, someone 

living with a life limiting disease. Using the anthropological concept ofliminality as a way of 

explaining this transition, participants were interviewed about the physical, psychosocial and 

spiritual aspects of their lives and how those had been changed since the diagnosis. 

Liminality, as experienced by the participants of this present research, was more 

complex than the literature would suggest. Table One depicts a multi-layered and complex 

experience of liminality as participants attempt to make sense of what is happening to them 

and to delineate the rules of engagement while in such a space. 

TABLE 3: Liminality as experienced by the participants in this study 

Pre Liminal Liminal Post Liminal 

·Level One 

Entering into the medical Waiting .. Emerging Changed 
encounter 1 

Level WO 

Hospitals as liminal spaces _ __.. Experiencing Treatment Cure vs Death 
Doing/Being Living with chronic illness 

Level' rhree 

Developing relationships C ossing Ongoing needs 
with f ealth care Using Health care met or not 

profi ssionals professionals as guides 
,. 

I 

Level Four 

Home becomes liminal Time - contracting 
ceases to be private Expanding .. The Future 
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Level One 

The first layer is the medical encounter where participants were in a pre-liminal state 

where there was a growing awareness that something was going awry with their bodies. They 

were noting deterioration in their health and increasing disability as their disease presented 

itself. "It was at the stage where I was really finding it hard to put one foot in front of the 

other and I really got quite tired and I couldn't work out why". This seemed to be true of 

both malignant and non-malignant disease. "I just found that I was not standing up so 

straight. I couldn't close my eyes completely". 

They looked for an explanation of what was happening to them and willingly stood at 

the threshold of the medical encounter where they became the subject of 'the medical gaze' 

(Foucault, 1993). 

The students came along, there were jive students and they all had a poke 
around. I didn 't mind, almost through every stage of the thing they involved 
the students. And for the second one the doctor came in and asked me if I 
would mind having one of the students doing their finals come in and 
interview me and diagnose - they didn't know what I had and they came in 
with all their gowns and things on and interviewed me. 

Their time became disturbed as they (and their families) altered their lives in 

preparation for what was to come, entering the liminal zone of diagnosis and treatment. This 

threshold marks the 'before and after' when the anticipated diagnosis propels them into a 

liminal state (Bulow & Hyden, 2003). "what happened was it made everybody stop and think 

about themselves I suppose has been that little bit of feedback, that everybody has thought 

about their own circumstances". 

The people living with cancer in this present research reflected the findings of Little et 

a1 (1998), and McKechnie (2005). While the overarching theme of the participants in the 

McKechnie study was 'uncertainty', the main theme for the participants with cancer in this 

present study was 'waiting'. This may be because the former group were all further along the 

illness trajectory and closer to death, being recruited from the hospice. This experience of 

'waiting' indicates that the group of participants with cancer in the present study do inhabit a 

liminal space to a greater or lesser extent and move between home and hospital pending test 
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results. "I got a scan which I had to wait- an ultrasound I had to wait for quite a while to get 

and in the meantime things got a lot worse". 

This raises the question as to whether these places cease to become liminal as people 

become more familiar with them, particularly in the case of the hospital, or whether they 

continue to represent liminality in that hospital appointments involve ongoing anticipation 

and uncertainty regarding the illness progression. 

That's another annoying thing is how long these treatments last for, how 
long it stays, I don't know, I haven't pushed the question at all and haven't 
asked anybody. It is one of those things where I don't know whether I want 
to know or not [laughs]". 

Once the diagnosis was made, they emerged changed, having been labelled with a 

particular disease and a treatment plan was put in place. Most, (once they had recovered from 

the shock), developed a pragmatic attitude, doing whatever they believed they needed to do to 

become well. This reflects the literature, particularly Hockey and lames (2003) who 

acknowledged how unintended life events such as a life limiting diagnosis can be 'turning 

points' in a person's life course when identities are changed and meaning is sought from the 

expenence. 

Level Two 

The second layer is the institutional practice of hospitals and clinics, whether they be 

inpatient wards, outpatient clinics or general practitioner's rooms. In reflecting on the 

hospital as a liminal zone, it is both private and public. There are public areas set aside for 

waiting and private areas where the clinical encounter takes place. 

They start their morning off out in the nurse's station and discussing me. I 
could hear them from the room I was in and it was really bizarre. It was like 
an out of body experience because there they all are gathering one by one 
in the morning trying to get themselves organized before their consultant 
arrives to get themselves clued up in case they get asked questions. 

The social relationships of the people involved are reflective ofTumer's (1969) 

liminoid phenomena, where subjects become 'threshold people' who, prior to their diagnosis, 
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have an ambiguous status. "I recall that somebody was going to come back and tell us what 

was going to happen. [Wife] Yes but nobody did". 

They become passive, obeying instructions and accepting what the 'experts' said needed 

to be done to make them well again. "They were more concerned with the liver, that they had 

to do something about that and consulted with the oncologist and decided that a course of 

chemotherapy would be the best treatment initially and we are just waiting" - the experts in 

this instance being the doctors, nurses and other health professionals who also inhabit this 

public/private space. It is no more or less liminal than any other area set aside for a particular 

purpose, in this case, a work space. It is a space that is familiar to the expert, but somewhat 

confusing for those on the outside looking in. The institution produces its own culture to be 

inhabited by known individuals, that is, people who are sick and/or dying along with those 

who take care of them "To me, [Specialist] we were rewarded in seeing him recover from that 

and walk back into outpatients looking so fit and well which is what happened" . 

Time contracts and expands as they move on to living with an illness that may very 

well be chronic but they will die from it sooner or later. People with both malignant and non

malignant illness then emerge into the post liminal zone of living with increased dependence 

as they deteriorate, affecting their quality of life. 

He [GP] said the way you are now with your kidneys and heart and bits and 
pieces, anything might happen at any time. He said you mightn 't feel ill but 
you are sicker than what you think you are and that's why I am having a bit 
of a struggle to get to grips with it. 

As people become familiar with institutionalised space, they develop relationships with 

not only the health professionals they encounter, but also their fellow inhabitants, the other 

people in the waiting rooms and wards who are undergoing a similar experience. This 

provides a fine example of communitas that Victor Turner (1990) discusses. These are groups 

of people from various social backgrounds who have had a shared experience, in this case 

people with chronic obstructive pulmonary disease who have been taking part in an exercise 

programme. "Having been with the fitness thing at the [named] building there, I go into 

hospital, all the ones that take it come and see me and they all come and have a yarn to me 

and things like that." 
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Level Three 

The next layer is the developing relationships with health professionals and how the 

patient and family use them as guides to crossing the liminal divide into a post liminal state 

where needs may be met or not. 

The concept of health professional as expert is something that is discussed around the 

idea of patient centred care. This discourse revolves around the recognition that some people 

wish to take full responsibility for their care and make fully informed decisions. Others, have 

no wish for that and will accept and do whatever the expert tells them is best in the 

circumstances. 

I think a useful thing to do to help the individuals that we deal with but also 
to help yourself cope with it, the stress, is to periodically project ahead a 
bit. So this is where we are at now, this is where it might go and if it goes in 
that direction this is what we will do about it and if it goes in that direction 
this is what we will do about ... So if you are talking ahead of yourself, when 
it actually happens it is easy. It is both easier on you and easier on the 
patient because it is not news to them. 

In this way, health professionals can be seen as offering assistance in the crossing of the 

liminal zone by the patient, who has, by now, been labelled and identified from a biomedical 

perspective, "with a lot of people, they have a biopsy and it isn't cancer but for us waiting 

three weeks, that is the time when you almost need help, someone to come and talk to". Some 

health professionals recognised that the prognosis with non-malignant disease can be worse 

than with cancer -the question was whether being in that liminal state ever ends or does it 

end when the adjustment is made. 

No, I don't think it does because the prognosis [of Duchenne's Muscular 
Dystrophy] is so bad and so fixed isn't it? You just can't change it and I 
think it is worse, much worse than cancer in a way because with cancer 

. usually within a year or two, you have either recovered reasonably well or 
you have died and there is some closure one way or the other but this goes 
on. 

I have included unmet needs in this level because much of that is related to the 

relationships that have developed with the health professionals. Several of the participants 

identified "if you could really come up with something to help people in between diagnosis 

time, I think that could be a really important thing" exemplifying the emergence from the 
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liminal stated seemed to depend on whether needs were met satisfactorily or not, "That's 

what's worried me laying here and yet having said that it is good that these facilities are 

there because I don't know where I would be living". If needs were met, then some sense of 

emergence seemed to take place 

It is like you know is it going to be this year, next year, the year after, in ten 
years, I don't know. And what this guy at the clinic in Wellington said to 
me was well you know what would make the difference in terms of you 
living or having more time is to have a plan of what I am doing in jive or 
ten years do you know what I mean? So it is constantly all the time about 
should I be arranging/or my death or should I be arranging for my life- do 
you know what I mean, it is really bizarre. 

Level Four 

Finally there are the changes that occur in the home as a result of the diagnosis. It 

ceases to be a private and safe space. 

I like to be on my own and it has upset me getting this. I thought even if I am 
ill I am asking to be at home but I can't, it is awful isn 't it, I never thought it 
would be that way, even if I could crawl around the bloody floor I would 
never leave home but there you go. I couldn't stay at home now if you paid 
me to. It changes. 

Home becomes a public and liminal space with the comings and goings of carers, both 

formal and informal, friends, family and equipment but without institutional boundaries, 

"often with no warning and you have health professionals like district nurses and doctors and 

so on coming in so it ceases to be your haven". 

Time becomes a sense of 'betwixt and between', "!felt that I was in a place that was 

between the living world and the dying world and it was like a grey space and everything was 

grey and I wasn't frightened of it but I was aware that I was on a space that other people 

aren't in". She also noted a sense of communitas; "when I meet people that have also got 

cancer, you feel a sort of camaraderie". 

Discussing the experience of being in a liminal space, the participant quoted above, who 

understood the concept, went on to describe an instance when she was in a cafe. 



Everybody was there talking to friends and there were babies and people 
having coffees and people rushing through their lunch reading reports or 
talking on the phone and I was just sitting there and I felt like I was 
completely and utterly invisible as a person. It was just a horrible sensation 
of being a non person. I felt like I wasn't there even though I was there 
physically ... nobody could see me or would acknowledge that I was there. 

The Counsellor described inhabiting liminal space from a more spiritually orientated 

viewpoint saying. 

There is very much that thing about owning who you are and where you are 
with the earth before your spirit goes down and so for me, it is really 
important because whatever the next step is for people, if they don't know 
themselves, then you know, for me, I have the sense of does that mean that 
those souls are still around and are troubled because they don't know 
themselves or they won't ever keep moving forward. 
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She regarded it as an important part of her practice to enable people to maintain their 

personhood so that they can move forward and "do the next few steps in a much more 

adaptive way". 

Many respondents with cancer demonstrated an attitude of taking control. "I am going 

to do what I want to do and not worry about the little things really" and "In the end I suppose 

you just have to make up your mind to what you want to have happen and try and make it 

happen". This raises the· question about the 'rules of engagement' about inhabiting this 

liminal zone, not only for the individual but also for others around them. Doing things that 

can be controlled compared to the uncontrollable event of having cancer (or indeed any other 

life threatening disease) seemed to provoke a conflict between the personal need not to give 

up, and being an active part of a team who are working together. Despite understanding the 

diagnosis, does hope become part of the strategy to get a person through the liminal state? "If 
I get a lot better, the possibility is there for me to be able to work". 

Finally, the post liminal phase ofthis level means looking to the future. "I sort of want 

to know what it is going to be like for me at the end. I don't know when the end is and I don't 

know what it is going to be like so there is this massive kind of gap I suppose in terms of 

knowledge about what could happen to me". The spouse of another participant talked about 

the future in terms of a place to die. 



He doesn't want to leave home, if it comes to that. He thinks he won't, but 
you know you have got to look after yourself and in the meantime it is just 
day to day, yes. He has been very good really until the last couple of months 
or so, he has got down a lot. Not depressed down but he is sick of being like 
he is as you can imagine. 

This woman also exemplifies how caregivers also inhabit the liminal "yes it is, my life has 

been affected, I can't go out the same". 
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As well as moving in a linear fashion across the phases of preliminal, liminal, and post 

liminal, participants also moved in a vertical fashion from one level to another. For example, 

in the preliminal stage, they moved from the initial medical encounter with the general 

practitioner to the hospital experience where they developed relationships with the health 

professionals whom they encountered in that environment, going on to those who looked after 

them in their homes. 

Once in the liminal, they waited for test results. The diagnosis was followed by 

decisions about treatment along with the experience of being treated. They used health care 

professionals to guide them through this unfamiliar territory as time contracted and expanded 

and life as they knew it before, changed. 

Finally they emerged changed in the post liminal phase as someone labelled with a 

diagnosis and they began to live with the life limiting nature of their illness. Given the nature 

of the diagnoses of the participants for this research, with death being the most likely 

outcome, the way in which they live depends on whether their needs are met or not and what 

their perceptions about the future are likely to be. 

Summary 

In this chapter I have discussed the diagnostic process and how it affected the 

individual, their family, friends, and hopes for the future. I have examined the way people 

interacted with the health system and how they negotiated being in the liminal zone of the 

clinical experience. The next chapter will examine life following the diagnosis, the treatment 

they received and how they were affected by it. What support was provided by formal and 

informal networks and services, and finally the liminal experience and how it shifted them 

into becoming someone other than who they were before they became ill. 



CHAPTER VI LIFE FOLLOWING DIAGNOSIS 

Human beings are inescapably embodied beings, as they are always 
literally in touch with (transformed and culturally mediated) nature, with 
the material and the concrete, as they cannot but trace an uninterrupted 
path through space and time from the moment of their birth to the moment 
of their death, as their everyday lives and their entire biographies 
unavoidably course through situated practices, through institutionally 
embedded practices, whose associated power relations are of varying 
geographic extent and temporal depth, whose forms ofknowledge, language 
and meaning become differently superimposed, differently shared (p. 121), 
(Pred, 1997). 
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In this chapter, I discuss life following the diagnosis. Participants have been through 

the initial medical encounter and their accounts suggest that they have emerged changed in 

some way that is reminiscent of Van Gennep's (1960) definition ofRites of Passage. The 

first section explores participants' accounts oflife following the diagnosis, the treatment they 

received or were receiving at the time of their interviews, and how it affected them and their 

family. In the second section, I discuss the support they received, both from informal and 

formal care providers. The third section examines participants' accounts of inhabiting liminal 

space while waiting for cure and/or death. It also troubles conventional definitions of 

liminality. It is clear from participants' accounts that the liminal zones they inhabit as people 

with a terminal illness are multi-layered and complex. 

Because this is a phenomenological study, the interview questions revolved around the 

participants' life world and the ways in which various aspects of their lives had been affected, 

not only by the disease, but also treatment and ongoing management. This included 

discussion about how their family was affected, their occupation, whether they were able to 

do the things that mattered to them and how they perceived the change in their home situation 

as they were reclassified from being the person they were before to the patient they are now. 

Section I: Life following diagnosis 

Participants' lives following diagnosis involved adapting to the physical and functional 

limitations resulting from the disease and/or the treatment. This meant, for example, those 

with respiratory disease no longer took breathing for granted as an involuntary physiological 

process, but had developed an embodied awareness of their need to breathe. "By about half 
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past four at night, you would get to know that it was time to put the oxygen back on. That was 

when it is starting to tell you get it back on but lately I have had it all day". 

Following diagnosis, respondents also had to manage the side effects of drugs. For 

example, one participant with renal disease found it difficult to cope with the medication, 

describing horrific side effects. "Last night I saw this room, I was clinging to the wall and I 

was looking down and I was stupid enough to fall and hurt my arms and I was trying to hang 

and I thought I was falling". This experience affected him quite deeply even though he had 

been warned about it. "They said you get these hallucinations". However he appreciated that 

the medication dulled the pain. "I am so grateful that the pain has gone away when they give 

me something/or it. Afew nights ago !was dreading going into the night because it is always 

worse at night and you can't sleep because of the pain". 

The malfunctioning of the body undermines the taken for granted aspect of 

embodiment, as individuals perceive themselves as being limited in physical and social 

activities. While one can be temporarily changed by an illness that is finite, such as influenza, 

the threat to identity is only temporary, whereas living with progressive chronic illness 

challenges the identity of the individual as he/she attempts to redefine themselves as someone 

living with an illness from which they will not recover, and having to adapt to changes taking 

place as the illness progresses (Kelly & Field, 1996). Living with a terminal illness 

compounds these adaptations, as life is not just threatened, rather the individual will die from 

the illness. This affects not only their work, but also their 'playful' activities. For example, 

one participant in the present study, who was a professional artist, felt that she had lost her 

creativity as a result of her terminal diagnosis. "I haven't been painting since I got sick. I 

haven't hardly (sic) done anything creative, even writing ... it would be nice to think that you 

have got your painting there and you can paint it all out but I am just not in that space". This 

woman not only painted for pleasure, her art was part of her work. The changes that are 

required to take place for people with life-threatening illness are not only physical; they affect 

every aspect of their lives. 

Most participants with malignant disease described a sense of good fortune, firstly in 

finally being diagnosed. "It was probably quite lucky that it did go to the ovary because I 

never had any signs ofbowel cancer. !never had any bleeding or any problems", then in 
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having several opportunities for treatment. "We are very lucky; we are being sponsored to go 

to the !an Gawler Foundation45 in Melbourne". 

Similarly, participants all expressed great faith in their specialist. "We are lucky we have 

got [Oncologist] because he is very professional, very open, he spends time with us", and 

even in receiving treatment. "I was very grateful about that. I mean I didn't think I was going 

to be allowed to have anything so !feel really good about that". 

One respondent expressed his sense of uncertainty. 

I don't know whether that tumour is still a danger that can spread further; I 
don't know .. .I am still unclear in my mind, with these weekly blood tests, 
whether it will become active again. I don't know what terms they 
use ... there's another annoying thing is how long these treatments last for, 
how long it stays, I don't know. I haven't pushed these questions at all and 
haven't asked anybody. It is one of those things where I don't know whether 
I want to know or not [laughs]. 

His specialist concurred with this. 

I think emotionally he has probably not gone the whole distance, in other 
words I don't think he probably has resolved the nature of the illness in his 
own head .. .I think [W] has been engaged in that step wise approach and 
probably because of that he hasn't sort of had to face up to the fact that 
there is probably not a lot that we can do to salvage the situation ... ! guess it 
is a little bit of a male thing in maybe not talking about the issues as 
openly ... he has been behind the pace a bit in that respect. 

Coping has been defined as "thoughts and behaviours that people use to manage the 

internal and external demands of situations that are appraised as stressful" (p. 746) (Folkman 

& Moskowitz, 2004). Ways of coping have been identified as problem solving, emotion 

focused and meaning focused; all of which are complex and multidimensional - sensitive to 

both the environment and personality (Brannen & Petite, 2008; Folkman & Moskowitz, 

2004). Discussing the relationship between hardiness46 and coping strategies, Soderstrom et al 

45 

46 

Ian Gawler is a cancer survivor who set up a foundation that focuses on Lifestyle Factors; providing 
professionally led psycho oncology groups that are based upon health education ( eg what to eat, how to 
meditate, mindfulness) and which include a range of psychotherapeutic interventions (for example 
cognitive behavioural therapy) www.gawler.org. 

Hardiness is defmed as "a personality characteristic describing an individual with three closely related 
tendencies: challenge, commitment and controf'. (p. 312) (Soderstrom, Dolbier, Leiferman et al., 2000). 
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(2000) proposed that high hardy people transform stressful events in to situations that are 

more manageable whereas less hardy people tend to use avoidance coping styles such as 

denial and disengagement. They argue that hardiness is more than just resilience, a resilient 

person is one who has a tendency to be powerless in the face of adversity, a hatdy person has 

a deep sense of meaning and certainty about who they are and what they are doing therefore 

they confront problems with confidence in their ability to find a solution rather than be 

powerless. The participant described above shows elements of both, wanting to know 

information in order to maintain control yet not wanting to know in order to avoid facing up 

to the reality of his terminal condition. While Folkman's study was carried out with women 

participants, Soderstom's was mixed and showed no gender difference in either of the two 

samples they used, being people from a university environment and from a corporate setting. 

However this study was carried out on healthy participants and this model of coping may well 

show different results when applied to a population of people with terminal illness, perhaps 

the mixed response noted in the participant in the present study. 

Coping for Sheila' s husband meant working harder and becoming more withdrawn. "As 

the family have pulled together, he has pulled apart ... at the beginning he was very open and 

talked about his concerns and thoughts but as it has become a reality, he has withdrawn". 

The Counsellor noted his inability to care for his wife, even for a short time. 

Her carer had to go away because her grandfather was dying .. ."she was 
going to come in to us [Isis centre ]47 and he said he would care for her at 
home ... three days is all he managed ... he wasn't getting her out of bed and 
into the shower before lunch time which meant she wasn't having her 
brealifast or lunch and she was fatigued ... it was awful. 

And even Sheila realised "this man can't cope without me, I have been such a prop for him in 

his life". 

A diagnosis of a life threatening disease is difficult for everybody in the individual's 

life, especially family, friends and colleagues, who are often unsure about how to manage the 

changes in roles and responsibilities that occur. The wife of one participant said that it was 

hardest on the children but she did not realise how much until her daughter (14) complained 

that she was "spending all her time looking after dad or on the phone". The son in this family 

was 11 and the parents felt that both children had missed out on Christmas holidays because 

47 The Isis Centre is a rehabilitation unit attached to the Otago District Health Board. 
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they were not able to go away that year. As it turned out, this was to be the last Christmas the 

family were to spend together as he had died by the following year. 

Some adult children changed their lives completely. "[Son] sold his house in Brisbane 

and came over ... he does his job, there are certain things they must do and a certain amount 

of work they must perform but they can do it any time". Communications technology enabled 

this son to continue working while helping to care for his mother. Other adult children were 

not considered by the participants to be greatly affected after they had got over the initial 

shock, but Wayne said his children would "get real angry with us if we didn't ring straight 

away" after medical appointments. One participant whose husband had been sick, had always 

been perceived by her family as the well one, and she felt they were shocked by her diagnosis. 

Another felt that her family had been made to stop and think about themselves and their own 

mortality. 

Roles often changed within the family with one very independent gentleman being 

required to hand over the financial management of his affairs to his son. "He has got my 

credit card number and all this because I can't do a thing now ... I can't do a bloody thing, I 

can't get up and go to the bank or do anything". Another felt that his relationship with his 

siblings had changed; "[Sister] phones and she is crying, she is not being helpful to me. I said 

to her just be normal, just ring me like you used to and my brother is worrying too and he is 

ringing all the time". This suggests that family members also appear to inhabit a liminal zone 

with the expectation that their relative may or may not get well. This can sometimes be 

unrealistic; "[Son] is very determined that if we listen to his advice and do what he says, we 

will both live to 90", or realistic; "organising photographs for the funeral, the music, the 

words and thinking about how important it is that the end represents her" [Counsellor]. 

The biggest impact was on the spouses of the younger participants because they had to 

change their lives to accommodate the requirements of the person who was sick, cutting back 

hours of work, which also meant a reduction in income. Those who were older and retired, 

faced less of an adjustment but many of them had their own illnesses to deal with, for 

example, one participant with renal disease was being cared for by his wife who had bowel 

cancer; another, with heart disease, looked after his wife who had respiratory disease. This 

level of spousal comorbidity48 was a surprise to me but not so much to one General 

48 While this generally relates to more than one diagnosed condition in the same individual, I am using the 
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Practitioner who said, "You have got sick people looking after sick people ... and I suppose 

part of that is because people are older", and in fact is more often the rule than the exception 

for this age group. This was a concern for one person with malignant mesothelioma, who was 

looking after his wife who was the participant in the present study. 

The distressing thing too for me is I thought I would outlast my wife and I 
would look after her. The thing is I started to fall down and it appeared that 
she might outlast me and she gets worried now that she can't look after me 
and I can't look after her. 

The provision of equipment often came about by chance. "Like the shower, when I was 

in hospital there one time, they said about a stool and I can sit in it and it is a god send 

actually and I sit on the stool and she can wash me and that and I am not standing up". The 

wife taking care of this husband found it difficult to shower him but had not thought to ask for 

something so simple that would make this particular job easier, saying, "the support is there if 

you need it, but half the time you don't know what you are entitled to" despite the fact that 

they had the oxygen nurse visiting on a regular basis. This may well be a failure of the 

system where assumptions are made that people know what it is they are entitled to and will 

ask for things as required, or that because they had not asked for it, they must not need it. 

However given that this is a generation that has been in the habit of 'making do' and 

managing for themselves in their lifetimes, they may see asking for help as a weakness. 

The difficulties of getting timely access to equipment, treatment and investigations were 

an issue, especially for those with malignancies. Two paid for Magnetic Resonance Imaging 

scans to be done privately and two self-funded alternative therapies, visiting the Gawler 

Institute in Melbourne. Budgetary constraints by health services limited access to equipment 

that would make Robert's wheel chair more comfortable. His mother had researched 

available air cushions and trialled several with the one being the most suitable costing about 

$300 and ended up paying for it herself. 

They say, oh well, our budget is used up for that and you have to wait until 
our next round but they do get emergency funds, and what was it? It was an 
air cushion and we had to wait. I told them to get stuffed because I mean, an 
air cushion is not a real expensive thing. 

term here in the sense of more than one diagnosed condition in two individuals, one of whom is taking 
care ofthe other. 
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Even after paying to have tests done privately, the results were not provided to one 

individual who, in this particular case, wanted to see. the Computer Tomography (CT) scan 

report. "My GP gets every single item of paper and report, but she never rings me to say did 

you get that CTreport. I haven't had it in my handfrom anybody ... Ipaid $650for that scan". 

Another participant paid to have his scan in the private health system, due to the length of 

time waiting in the public health system, but on receiving the appointment, discovered that it 

was going to be done using public hospital equipment and he found this quite disconcerting. 

I have no argument about the hospital selling off certain capacity but I 
would have thought that equipment being publicly funded and all that sort 
of thing that the requirements of the public system should have been 
satisfied first. 

When I discussed the availability of resources with the Oncologist, he felt that people 

understand there is not endless money saying, 

If you explain to them the reasons why things are the way they are, they 
generally accept the pragmatic way ... even in the face of a lack of resources 
.. .I think if they perceive that you are listening to their concerns and 
responding to them and being reasonably transparent. Even though you 
can't meet everything they wish, I think that's helpful in difficult 
circumstances. But if you don't do it and the people don't get explanations 
or information in a timely fashion, it is just so hard. 

However while he referred people to counselling services and the social worker, he did 

not often refer them for spiritual counselling. 

That is more inpatient work so that probably is a deficit, that side of things. 
We have the Maori liaison people, who we bring in at appropriate times 
and occasionally refer to people outside the District Health Board for 
outside expertise. 

Treatment 

All participants within the group with cancer reported being initially misdiagnosed. 

"They started treating me for gall stones", and, "I would go to the doctor and he would give 

me antihistamines, and the antihistamines weren't really controlling it or doing anything". 

However, once the diagnosis was made, treatment for their cancers was commenced as soon 
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as possible. "Things happened fairly quickly after that because that was on the Thursday and 

I had my first chemo on the following Tuesday". 

For those participants with non-malignant disease, diagnosis and treatment were much 

more straightforward because the signs and symptoms were more definitive, except for Motor 

Neurone Disease. Sheila was initially admitted to hospital with a suspected stroke and then 

was diagnosed with Parkinson's disease and treated accordingly. When no improvement was 

noted, she was investigated for Multiple Sclerosis and finally Motor Neurone Disease was 

diagnosed, for which there is no treatment. Those with respiratory disease went on to inhalers 

and medication while those who had heart disease went on to surgery which pre-empted their 

decline in two cases but enabled the third person to continue with his life. "Recently I ended 

up in hospital again to get my bypasses redone. I spent nine weeks in hospital and they just 

about lost me and things were a bit touch and go but once I got through that I came right". 

The first bypass had extended this participant's life by fifteen years and he was looking 

forward to another fifteen years. However this was not achieved without a struggle - he had to 

convince the specialist that the second bypass needed to be done. "They didn't really want to 

do it, and we had a discussion in the hospital and [surgeon] said really I don't think we 

should do this and I said well I won't be going home until something is done". When I asked 

him if they gave him a reason, he said it was, "on account of my age. I was 69 then, I have 

turned 70 now". While such treatment decisions should be made on the likelihood of success, 

rather than age, this raised an ethical issue about rationing of treatment and services using an 

aged based criteria rather than need. This participant was convinced that the decision was 

being made because of his age. He had already had a successful bypass and didn't believe that 

he had any other health related issues that would preclude another one. 

After initially being told by the surgeon that radiotherapy and chemotherapy did not 

work on her particular type of cancer, Hilary was very pleased to be offered chemotherapy 

and tolerated the side effects. 

I didn't think I was going to be allowed to have anything so I feel really 
good about that even though it is hard to take. It burns your hands and feet, 
you get burnt, see the redness and the cracks [showing her hands], well my 
whole foot goes red like that and peels. 

Side effects were not a problem for some. "You feel sick and you get the diarrhoea but 

it was all controlled and there wasn 't any great drama about it". Apart from sensitivity of 



158 

nerve endings, Wayne had few side effects and felt that he did not need to take the provided 

medications for nausea and vomiting. Two participants felt that they improved after their 

chemotherapy treatment and regained function and mobility. 'Chemo brain' is a side effect of 

chemotherapy where people experience a 'mental cloudiness' with vague and distressing 

mental changes (American CancerSociety, 2008) and while one participant with cancer 

denied that he had been affected by this, his wife indicated that he had. Initially 'chemo 

brain' was not medically recognised as a valid side effect. However until studies were carried 

out and it was discovered that the addition of Selenium in the diet improved the symptoms, it 

became accepted by the medical fraternity. There had been the potential for increased anxiety 

in patients with chemo brain symptoms as they were worried that these symptoms represented 

secondary malignancies occurring in the brain. 

At the time I interviewed these participants, one was on no treatment and seemed to 

have stabilised with her follow up appointments being extended out to six monthly. Two were 

waiting on the results of a scan to see what changes there had been since the first round of 

chemotherapy. Hilary felt quite all right. "I am still sick but I can do everything for myself, I 

walk the dog, I cook the tea- I mean walking down the street, you wouldn't know I was 

supposedly palliative". Another was waiting for a decision about surgery to remove the 

primary bowel cancer saying, "I guess there is no advantage really in dealing with that 

because he had said that the cancer is incurable, it is just treatment and control". 

One participant was, "doddling along with my chemo" whereas others were relying on 

blood tests and scans to determine what was going to happen next, both noting the results. "I 

am just on a series of blood tests ... and another scan and just keep an eye because he was 

saying that the course of chemo seemed to be suppressing the tumours in the liver" and using 

this material as evidence that the treatment was being successful. "The main tumour had 

actually shrunk by two centimetres ... until we get the results of the CT scan this week, we 

don't know exactly ... so that was good". 

In contrast to participants with malignant disease, treatment for people with non

malignant disease tended to be focussed on alleviating symptoms of these conditions. For 

respiratory disease treatment usually consisted of oxygen along with inhalers and other 

medications. Treatment also included procedures that would add to quality of life as well as 
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prolonging it; for example, the participant with Muscular Dystrophy had a rod inserted into 

his spine to prevent it curving and crushing his lungs enabling him to breathe comfortably. 

Use of Complementary and Alternative Therapies 

All but one of the participants with cancer investigated and used alternative and 

complementary therapies. One was referred to a practitioner by her brother (who also had 

bowel cancer) and on contacting him (the practitioner) was told that she seemed to be doing 

pretty well and did not need a lot so she felt that she did not need to do anything else. 

Another was investigating several diverse alternative remedies from changing his diet to using 

machinery. He had visited the Ian Gawler Foundation in .Melbourne, and on a prior visit to 

Australia, had attended an Iridologist49 in Brisbane which he felt was a waste of time because 

the Iridologist failed to pick up the liver cancer, assuming that, because he was a farmer, it 

was a toxin build up from using chemicals. He had also been to a crystal healer50 who 

suggested supplemental remedies and he has started using a Rife machine51 which had been 

used successfully by a friend's father, and, in their view, prolonged his life for three years. 

Another participant had also visited the Ian Gawler Foundation and had changed her diet to a 

vegan diet, was juicing fruit and vegetables and practicing meditation. She had had a life 

blood analysis 52 from a clinic in Wellington where she was prescribed supplements to support 

her liver, her immune system and her bowels. 

When I questioned participants about whether they had informed their medical 

oncologist about their use of supplements and alternative treatments, they said they had, and 

were very pleased that he had such an open mind about it. On discussing this with the 

Oncologist, he told me that he liked to know what people were taking but was not 

judgemental about it. He said that even though he was open minded, if he said to the patient 

that he was not sure how those things would help because there was no written evidence, it 

49 

50 

51 

52 

Iridology is where particular markings on the iris of the eye are said to be indicative of diseases. 

Crystal healers believe that certain crystals have healing properties. 

This is a machine developed by a Mr Rife in the 1930s who identified the virus responsible for causing 
cancer and discovered an electromagnetic frequency that killed the virus 
http://www.rifelabs.com/technology.html. · 

Life blood analysis is where particular foods are identified that work best with people of a particular 
blood grouping. 
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would be construed as a criticism. He said there are some things in complementary medicine 

that have been done well and that doctors did not acknowledge it enough. 

That's how we are trained and I don't think that will ever change, so it's a 
tension that you live with ... some of the things in complementary medicines, 
these are not pharmacological supplements, they are complementary 
therapies, can be very beneficial and not taken up as much as they should 
be and I think that's bad. Main stream medicine doesn't embrace non 
pharmacological so we have got a way to go there. 

This reflects the need for Complementary and Alternative Medicine education for 

Oncology clinicians identified by Broom and Adams (Broom & Adams, 2009) where 

discussion about the use of Complementary and Alternative Medicines was seen as a barrier 

to clinician-patient communication. 

Interestingly, none of the participants with non-malignant disease pursued the option of 

complementary or alternative treatments. This may be due to the invasive nature of malignant 

disease and the popular discourses around 'fighting' it and hope, whereas non-malignant 

disease is not seen as invasive in quite the same way, so there is nothing to target and fight. 

Participants did not use the language of 'doing battle' as much as those with malignant 

disease, which perhaps also indicates a more fatalistic attitude towards their illness. The way 

participants used language to describe their illness will be elaborated further in the discussion 

chapter of this thesis. 

Medical follow up 

Because non-malignant disease tended to be long term chronic conditions, medical 

follow up occurred as required with one participant having to go through the process of being 

re-referred through their General Practitioner before accessing specialist services even though 

she had accessed them previously. 

We tried for 12 months with GPs to discover this asthma thing ... at work she 
was talking to one of her colleagues there and he said [specialist] is 
fantastic and she said well he is my doctor anyway and she went in to the 
hospital quite breathless to make an urgent appointment and she was just 
told sorry, we can't do that, we need a referral from your GP. I know if 
[specialist] had been there and had seen her, he would have immediately 
done something but she then had to go through the GP. 
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The young man with Muscular Dystrophy only sees the respiratory specialist every six 

months and goes to his General Practitioner if he has any problems. While he transferred to 

the Neurology department from Paediatrics at age sixteen, the respiratory specialist sees 

children from an early age. 

Future Treatment 

Another participant talked of future treatment in terms of, on the one hand, having the 

Oncologist explain about the limits of treatment, and on the other, possible further treatment. 

[Oncologist] came to see us and said we had to make a choice now, because 
George would be a perfect candidate for SIRP3

, I think there are risks 
involved He said some people it works great for and some people not so 
good Do we start the next round of chemo or do we go straight for the SIRT 
so we have decided to give the chemo a try, its just tablets but we won't be 
waiting a long time. Maybe six to eight weeks then see how he is feeling and 
if he doesn't show any improvement then we will - if you leave it too long it 
can spread somewhere else. 

This particular treatment, which is the introduction of a radioactive isotope directly into 

the liver via a Port-a-Cath®54 to kill off tumours, is only available privately, however the 

Medical Oncologist said that the company who supplied the radioactive isotope did provide a 

few doses on a trial basis but there was little evidence of its success for some forms of cancer, 

however he felt it looked promising; 

53 

54 

The evidence base at the moment isn 't there to make a strong case but there 
are some promising leads and so obviously people have got that problem. 
They like to hear about stuff that's promising but not yet standard 
treatment. So there are always things like that with cancer that are out there 
but can cost a lot of money. It is a hard one to say to people, is it worth it? ... 
for some it has worked, you can't deny that. 

SIRT- Selective Internal Radiation Therapy. Patients receive Yttrium microspheres into the hepatic 
artery via an arterial port and subsequent 4-weekly cycles of hepatic artery chemotherapy with 5-
fluorouracil. (Stubbs, Cannan, & Mitchell, 2008). 

A Port-a-Cath® is a type of device for intravenous access in patients who require frequent or 
continuous administration of intravenous substances. 
http://encyclopedia.thefreedictionary.com/Portacath. 
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While three of the participants with cancer were actively pursuing future treatment 

options, two of those with respiratory conditions talked about investigating future treatment, 

through reading about research that was being carried out overseas. 

They have looked at trying to replace muscle cells with normal muscle cells 
but it is not really practical because you have got to inject them and how 
many muscles have you got in your body and because they are foreign you 
have to have anti-rejection drugs so that has its own problems - that 
effectively suppresses all their immune function so further down the track 
you are going to get cancer even if it is ten years later because everything is 
suppressed. 

One participant expressed the wish that he would live long enough to be cured. "If they 

can get hold of those cells, take out the old ones and give me some new ones, 1 would be back 

again, that's how good it is. Hopefully I will live long enough I can get that cured". He was 

unable to fulfil that wish as he died within a few months of the interview. 

These comments exemplified the way in which people manage a life threatening illness 

by using hopefulness and kept watch on scientific developments that may offer some form of 

treatment. Those with malignant disease had the hope of removal of the cancer or cure by 

some other means; those with non-malignant disease hoped for the development of new 

technologies such as cell replacement. None of them discussed organ transplant and indeed, 

as an option, this had not been raised with them by their specialists. This begs the question of 

ethical issues around organ transplantation- were they not offered it because of their age or 

because oftheir disease? For the participant with heart disease, a further quadruple bypass 

was in question, he felt, because of his age rather than his desire to become well again. 

Section 11: Support from Family and Friends 

The ways in which illness impacts on relationships between people was discussed by 

Rolland (1994). Using a family systems illness model55 he noted how the onset of illness 

challenges the emotional and physical boundaries of relationships. Effective communication 

is important to address issues of intimacy in couples in the face of loss, to re balance 

relationships. 

55 Family systems illness model is based on the systematic interaction between an illness and a family that 
evolves over time to fit between psychosocial demands of the disorder, family style of functioning, and 
resources (Rolland, 1994). 
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Roles within participants' families changed as much due to the employment situation as 

to the treatment and disease. Some had family who were in the health professions - one 

participant had a daughter who was a radiation therapist, and she attended specialist 

appointments with her parents and helped them understand things. "I think you would be quite 

all at sea if you didn't have that". 

Friends too were supportive in quite unexpected ways. 

Good friends of ours have had a couple of dinner parties and quite clearly 
the idea is to have a social time with me involved but when we go there we 
don't talk about it. Nothing comes up about it on purpose and it is just such 
a welcome relief 

This participant quoted above, also talked about meeting people in the supermarket and 

being asked about her health and said it felt a bit surreal discussing those things in such a 

setting but recognised the obligatory nature of the encounter. "So you end up standing in the 

middle of the supermarket talking about the size of your tumour and all this sort of thing. You 

don't really want to but you feel you owe it to that person to update them". 

Robert's parents enabled him to do activities, such as going flatting when he went to 

university, however they brought him home each night as he required turning regularly during 

the night and flatmates could not be relied upon to do this. However whether this was because 

they had been asked and felt that they could not handle the responsibility or whether it was 

assumed that they would not, was not discussed. These parents had a deep sense of 

responsibility to their son and felt they needed to guarantee his survival as best they could in 

the circumstances. 

Asking health professionals for assistance was something that was done only when the 

caregivers realised how tired they were getting. They asked for help with daily cares. "I am 

getting tired, so I think we are getting somebody to shower him", and with respite. "I asked 

for a few days break and they arranged for [husband] to go to [rest home]". Rest home care 

for respite however was difficult to accept for a younger person. "[Rest home] would have 

taken him but he couldn't get his head around the fact that he had to go and be with old 

people". 



164 

When asked about how he thought one family were coping, the respiratory specialist 

said about the husband who was finding it difficult coping with the arrangements that needed 

to be made for looking after his wife. "Her husband is excellent when it came to the BIP AP 

support she needed and while he also had insight into her condition, he was very good in the 

way he helped her and so on at home and set things up for her". This seemed to be curiously 

at odds with his earlier comment about how he could see that they were struggling and had 

discussed the situation at a multidisciplinary meeting. Perhaps his perception was changed 

following the discussion at the multidisciplinary meeting when he was reassured about the 

arrangements that were being put in place by other members of the multidisciplinary team. 

However due to a break down in communication these arrangements were not put in place as 

timely as they should have been, resulting in the husband having to coordinate services. 

Another couple relied on visiting children and grandchildren to do jobs around the home 

while wives picked up the roles their husband had traditionally done around the home and 

vice versa. One couple relied on their son who lived next door, and a niece who lived in the 

same town. The son had been involved in a car accident previously and had suffered a head 

injury. He worked part time so was available to provide much of the transport to and from 

hospital and doctors appointments. "He is worth his weight in gold''. Thus eschewing the 

criticism made by another son who lived in another town about his brother not working full 

time and making more of an effort. The relationship between the two boys was a concern to 

this couple who worried about what would become of this adult son after they had died. 

Developing and maintaining friendships was difficult for the participant with Muscular 

Dystrophy partly because they lived in a rural area and partly because accommodations had to 

be made for his disability. While he went flatting during his university years and made 

friends there, these friendships were not maintained once he had returned home after his 

graduation. At 23 years of age, Robert had to rely on family members. "It can be a bit tough, 

and your cousins come and see you". His cousins were of similar age, 23, 21 and 18; 

however his "best friend" was a 13 year old who lived up the road. 

The role of friendship in people who are dying is interesting because sometimes friends 

have had a longer and deeper emotional relationship with the person who is dying than family 

members. While friends and neighbours can provide a source of support, the boundaries are 

constantly being adjusted by the expectations of family members and health professionals 
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(Young, Seale, & Bury, 1998). For example, the friends and neighbours interviewed in Young 

et al's study, referred to feeling excluded from discussions with health professionals about 

the care ofthe person who was dying, particularly those who had taken on the role of next of 

kin in the absence of any family members willing to do so. 

Neighbours were often helpful in supporting carers. "Her [wife] and a friend down the 

road go for a walk every morning for about an hour" providing food, 'Our neighbour cooks 

cakes for us and leaves them in the letter box", and made themselves generally useful. "My 

neighbours, I couldn't speak more highly of my neighbours. They come and help me out, and 

they are always here when I need them". Although in one case, "Neighbours are not an 

option. The houses next door have elderly women and there is a young chap along here down 

the road who is out working all day". However this family described themselves as having 

been very self-sufficient and private and would tend to not ask for non-professional 

assistance. 

Social support is a consequence of friendship, and how friendships evolve subsequent to 

a stressful life event is discussed by Glover and Parry (2008) who found that men and women 

access social support differently and concluded that further research was required to examine 

this perception as all the participants in their study were women .. How friends or family can 

help or hinder the way people manage chronic illness was examined by Gallant et al (2007) 

who found that more positive social networks ameliorated.negative events and that family and 

friends were generally more helpful. However they also found that family members were 

likely to be more negative than friends, and negative friends were likely to be abandoned. 

Abandonment of negative family members is not so clear cut. However negative family 

members did distance themselves, for example, the son of the participant in the present study 

with heart disease never visited his father while he was in hospital despite driving past every 

day on his way to and from work, although was reported by his father as being very helpful 

now. Sheila limited her social contact to only a few close friends preferring to put her 

energies into her family and preparing for her impending death- her daughter reported; 

Mum doesn't really want to see anybody except family now and just three of 
her closest friends. She has decided she doesn't want to be a side show for 
people who she hasn't seen for a long time. She doesn't want to see them 
and her energy levels that she has got, she wants for family. 
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Sheila's psychologist explained the reason for this was that Sheila had become very 

strong psychologically. "You know the blinkers we have when we are in relationships with 

people ... she is seeing it for what it is, reporting her saying to one particular friend 'who are 

you doing this for, me or you? As soon as you get emotional I am going to ask you to leave". 

Support in the Work Place 

Because some forms of cancer have now become chronic diseases, more research has 

been carried out on the impact a return to work has for people with cancer and how this 

should be better addressed by health care professionals (Verbeek & Spelton, 2007). For many 

of the younger participants in the present study, work was part oftheir identity and was 

important to them. Respondents reported that there seems to be no standard practice in the 

work place on how to manage staff who had been diagnosed with a life threatening illness. 

In the present study, for those who were not retired, their working lives changed with all 

of these participants having to adapt to those tasks and hours that they could realistically 

manage in the workplace. On the whole, they reported that employers seemed to be 

sympathetic and enabled them to work within the limits of their disease and treatment. 

I can only work part time but my employers have been very good, I realised 
at the time I was diagnosed that things weren't going to be good if I 
couldn't get someone to take over the heavy duty side of my farm 
management role [someone else was employed to do this] so at the moment 
I am still managing the place and able to function. 

One participant just carried on with what she was doing. She and her husband had had 

to leave their farm due to her husband's illness and were now breeding and showing birds 

which was both a hobby and provided an income. At the time of the interview, that had not 

changed. 

Some respondents reported that their work places were very adaptable and maintained 

contact. "My boss and my immediate chap I work with, they ring up quite regularly. If there is 

something going on they invite me in". In other cases, the participants' work places required 

the person to resign after forcing the issue. 



I didn't want to resign because I felt like that would be a sort of a giving up 
so I just waited for the process to happen whereby they had to approach 
me... they just mentioned the key nature of the role and the fact that they 
needed somebody in that role and so I needed to step out so they could 
employ somebody else .. .! had to leave work and then I was medically 
terminated is what they called it ... !felt really bereft about that. 

This participant went to the work Christmas party and felt different. 

It is good to see everybody and they are glad to see me but they are looking 
at me with different eyes and a different attitude. It is sort of a feeling like 
they are more interested in the tumour and the cancer than me as a person 
any more. 

This echoes the sentiments expressed in an earlier study (McKechnie, 2005) where 

participants spoke about people visiting them with "the look of death in their eyes". 
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One participant, who was on continual sick leave, was considering going back to work, 

but also thinking about taking early retirement. "I had arranged leave for the operation and 

then when the chemotherapy started I wasn't sure what the effects would be so I haven't 

returned to work since". 

This again raises the question mentioned earlier- do friends and work colleagues also 

inhabit a liminal zone while waiting for the outcome of diagnosis and treatment? Colleagues 

often have to take on that person's work and, while they may be happy to do so for a limited 

time, eventually decisions have to be made about the future particularly where the role is a 

key role. This isreminiscent of Parson's (1952) sick role where it is acceptable to be sick and 

the sick person enjoys time-limited social exemptions, however it is expected that the person 

will return to work at the end of that time. 

Services 

The World Health Organisation (2004) defines palliative care as "improving the quality 

oflife of patients andfamilies who face life-threatening illness, by providing pain and 

symptom relief spiritual and psychosocial support from diagnosis to the end of life and 

bereavement". 
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Specifically, palliative care, 

• provides relief from pain and other distressing symptoms; 

• affirms life and regards dying as a normal process; 

• intends neither to hasten or postpone death; 

• integrates the psychological and spiritual aspects of patient care; 

• offers a support system to help patients live as actively as possible until death; 

• offers a support system to help the family cope during the patients illness and in 

their own bereavement; 

• uses a team approach to address the needs of patients and their families, 

including bereavement counselling, if indicated; 

• will enhance quality of life, and may also positively influence the course of 

illness; 

• is applicable early in the course of illness, in conjunction with other therapies 

that are intended to prolong life, such as chemotherapy or radiation therapy, 

and includes those investigations needed to better understand and manage 

distressing clinical complications 

Available services are formal and initiate contact with the patient while others are less 

formal and the patient has to initiate contact. The services the participants for this present 

research used included District Nurses, Oxygen Nurses, Needs Assessors, Home Help and 

General Practitioners. No one had social worker involvement once they had been discharged 

from hospital. The respiratory specialist whom I interviewed said that services were put in 

place. "When patients come in, [as Inpatients] we spend time in our multidisciplinary meeting 

and discuss these patients and see if there are any additional services we can put in and also 

whether other options had been considered such as rest home or respite care". 

The psychologist felt that there "is a misconception by the public and services that 

palliative care is for cancer. I don't think people see palliative care as being to enable people 

along that part of the journey at all". She regards her work in palliative care as 

helping people to take control, make some decisions that are theirs to be 
made ... people I think get- they come in to themselves psychologically, that 
final growth spurt that is there and I don't get a sense of people feeling this 
is too late ... they are just with it, in the moment. 
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This reflects Ira Byock's (1996) view of dying as being part of the growth milestones of 

life. The psychologist described good care as "we will put our cloaks around you and help 

you deal with this", identifying the origins of palliative as 'to cloak'. 

Those that required it had district nurse support provided by the District Health Board, 

but at the time this interview was conducted, had been offered no social worker or other 

services. Another felt supported by her insurance agent who had previously suggested she re

organise her insurance policies to include income protection and she had done that some years 

prior to her being diagnosed. She felt this was; "an absolute blessing because otherwise we 

would be in the shitfinancially". This same agent also encouraged this participant to get her 

doctor to write to the company so that they would pay out on her Hfe insurance which they 

had done. This participant reported that she had no faith in her General Practitioner because of 

a misread test result but she did trust people in the Oncology department at the hospital and a 

Naturopath whom she attended for counselling. 

Communication from the district nurses was also an issue when arranging discharge 

from hospital. "I said well do I have to go to the media or complain to the general manager to 

try and get something done, but now they are on board". This participant had not been told 

that the shower nurse was the person to discuss any issues. "We now find that she is actually 

one of the first points of call because we see her regularly and if you want something she will 

pass it on. We didn't know that. We just thought the shower nurse was a nurse aid". 

Despite options for services being discussed in multidisciplinary meetings, this 

information was often not put in place for the family and the coordination of people coming 

into the home became a major exercise for some participants. "Everybody is determined to do 

the best they can, and to be as efficient as they can to get things organised and get things 

done but we are sort of thinking, for heaven's sake, can't we have a rest here?" The above 

participant commented that the demands of his previous occupation as a harbour master 

coordinating shipping coming in and out of the harbour was a "doddle" compared to what he 

now was required to do to coordinate care in the home for his wife. 

Appropriate needs assessment was an issue for one family. "They d()n 't listen and go off 

and do what they think and that is not right". This echoes the literature that has identified 

that end of life care models have been historically based on what the experts think patients 
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need, rather than what patients actually say they need. For example, a study of patients' 

perspectives of quality end of life care established five domains of quality care- pain and 

symptom management, avoiding inappropriate prolonging of dying, wanting to die in peace, 

achieve a sense of control by maintaining a say in decisions and relieving burden for family 

and strengthening relationships with loved ones. The authors concluded that patient driven 

models of care are more focused on outcomes rather than processes and could form a 

conceptual framework for research and practice (Singer, Martin, & Kelner, 1999). Developing 

a framework from patients perspectives that help establish support for the importance of 

personal and subjective· dimensions of care identifies quality communication as a means of 

addressing psychosocial, spiritual and physical issues that arise with caring for patients with 

terminal illness (Emanuel, Alpert, Baldwin et al., 2000). However there seems to be little 

evidence of this in practice, despite the fact that an increasing body of work is showing that 

with good support in place from health care professionals to meet both physical and support 

needs of patients and carers, end of life care at home can be a positive experience (Singer, 

Bachner, Shvartzman et al., 2005). Stajduhar & Davies (2005) recognized that the needs of 

caregivers should be taken into account when planning palliative home care. 

How palliative care is carried out by formal care givers has been the subject of intense 

scrutiny over the years with various models of care being developed, informed by the needs of 

people who were dying and their families (Bems & Colvin, 1998; Bodenheimer, Wagner, & 

Grumbach, 2002; Fordham & Dowrick, 1999; Howell & Brazil, 2005; Manfredi, Morrison, 

Morris et al., 2000; McKinley, Stokes, Exley et al., 2004), to name a few. Despite this, in the 

present study, the caregiving spouse of one participant described an upsetting encounter with 

their needs assessor after the interview had finished. In my field notes I noted, 

The needs assessor56 quite bluntly told them they should move into a two 
bed-roomed unit and that she could arrange all that for them. They were 
quite upset about that because they don't want to leave their home. They 
said their home is their place and why should they? They like to have their 
things around them, and she wants him to die at home if possible. 

This and other comments from participants about the needs assessments caused me to 

consider what level of training needs assessors have. While their focus is on rehabilitation, I 

wondered about the appropriateness of training that the needs assessors working with 

56 The needs assessor is a person who is employed by the District Health Board to go into people's homes 
and establish their needs particularly with regard to provision of equipment and other services. 
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palliative patients have. On discussing this with the Psychologist who had trained in the 

United Kingdom, she stated that the methods of training are different there, being much 

broader and deeper with topics like palliative care being included in all areas of study. She 

noted that narrowness of the training inN ew Zealand which "has everyone coming out with 

the same tool box". 

The most common service provided to participants was from the District Nurse. While 

palliative care is one aspect of district nursing that is universally valued by families, little is 

known about the perception of district nursing work by the nurses themselves in relation to 

palliative care work (Luker, Austin, Caress et al., 2000). 

Following on from this, needs assessment seems to dominate the research agenda 

through 2003 to2006 (Hudson, 2006; Mangan, Taylor, Yabroffet al., 2005; Potter, Hami, 

Bryan et al., 2003; Shah, Blanchard, Tookman et al., 2006; Sharpe, Butow, Smith et al., 2005; 

Wenrich, Curtis, Ambrozy et al., 2003) interspersed with the occasional exploration of the 

role of social workers (Sheldon, 2000), and the need for General Practitioners to be part of 

the multidisciplinary team to enable people to be cared for at home (Milberg & Strang, 2004; 

Mitchell, Reymond, & McGrath, 2004; Yuen, Behrndt, Jacklyn et al., 2003). 

Some of this research focused on gender, for example, men providing care at the end of 

life was the focus of one study (Fromme, Drach, Tolle et al., 2005) which found that, on the 

whole, male caregivers reported lower levels of strain than female caregivers although when 

male caregivers were distressed, they were less likely to say so unless specifically asked. This 

implies that caregivers need to be adequately supported and encouraged to talk about anxieties 

and difficulties. 

The impact of families care giving at the end of life include primary stressors relating to 

the patient's level of disability, shopping, transport, housework and direct medical care; and 

secondary stressors such as balancing roles within the family such as financial roles, family 

dynamics, marital relationships and work responsibilities. Families need to be enabled to 

consider whether these demands pose a threat or whether they have the resources to cope. No 

single intervention may be adequate and health professionals need to be aware of the needs of 

individuals and respond appropriately (Hebert & Schulz, 2006). 
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None of the participants in the current study with malignant disease had had any 

sustained contact with the Cancer Society, although one field worker from the Cancer Society 

contacted one participant and said they would get back to her but did not. Another saw the 

available material in the Oncology Waiting Room but did not feel the need for any further 

support at that time. The participant who said she did not know a lot about what they did, had 

heard about the 'Look Good, Feel Better' programme57 and would have liked to have done 

that but was not aware of who to contact in her (rural) area to arrange it. Like Hilary, she 

noted the covert nature of disclosure that a person had cancer. 

I suppose it is one of these diseases you know, a lot of people never used to 
let on that they had it. There was always some sort of a bit of disaster thing 
wasn't it and I guess they don't push it you know, it is there if you want to 
and you make the first approach I suppose. 

Participants' understanding of what the hospice did varied too. The participant who was 

a nurse, understood what hospice did and felt that contact with the hospice would be useful 

but the others weren't so sure, with one reporting a conversation prompted by his wife about 

. "if you go in there, you don't come out". One woman in North Otago wasn't sure whether 

"they catered for that there", despite the hospice having an outreach programme based at the 

local Hospital. 

This popular symbolism ofthe hospice as a place to die is also noted by the oncologist 

who reported that, "It's the persona of the hospice and it is very powerful". He said he 

definitely tells patients that "hospice is not a one way ticket and they can go in there and get 

themselves sorted so they can stay at home ", but his patients interviewed for this study did 

not seem to understand that. One participant said he wasn't particularly sure of the role of the 

hospice. Another felt that the hospice could play a more supportive role, particularly for 

people with non-malignant conditions. "When you think of the hospice, you always think 

cancer, but it is not, there are other terminal conditions ... it mightbe someone ringing up 

every six months to say how are you getting on, what are you finding difficult?" 

57 Look Good Feel Better is a free, non-medical, brand-neutral, national public service program founded 
iri 1989 supported by corporate donors to help women offset appearance-related changes from cancer 
treatment. http://www.lookgoodfeelbetter.org/general!facts.htm 
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Going in to hospital was described as a positive experience for the entire group with 

respiratory disease. This could be due to the fact that their admissions were usually acute. 

"The last time in hospital, that was my eighth time this year but not always with the same 

complaint". After discharge, this same person ended up back in hospital in isolation due to a 

bacterial infection and marvelled at the amount of tablets he had to take. "I was taking in the 

hospital there, at one part of it, at least 16 tables in the morning, some at dinner time and 

then some at tea time. I was taking about 24 tablets in a day". He continued to take multiple 

medications after he was discharged home. 

Cardazam, Aspirin, Frusemide, Duride, Hydrin, Inhibace, Digoxin, 
Imeprozole, Theophylin and Potassium chloride ... Ventolin ... and I am also 
on prednisone on a sliding scale of course and I ended up having to take 
seven 5mg tablets in the morning because they gave it to me in 5mg tablets 
... I am on three now and every three days I have to knock it down by one 
tablet. 

When I asked participants what could make the process easier, two suggested in 

humour, "having good health would" and two suggested a reduction in the number of 

medications they were required to take. The need to take medication reinforces the illness 

and identifies them as a patient however the medication is also keeping them alive. This was 

something that I discussed with the General Practitioner who said, 

I think that yoit have to look at the choices. If you don't use the medications, 
their quality of life is going to be really really bad, if not they will die, so 
yeah, it is always a moot question to be honest and when you start 
withdrawing treatments, their quality of life just plummets so no, I certainly 
don't think the medications are reducing their quality of life. It is not my 
fault that they are still alive. That is their problem, it is their problem that 
they are still alive and I think quite the reverse. I think the medications can 
actually improve their quality of life as well as extend it. 

None ofthe participants had had any formal dietary assessment, being told just to "have 

a normal healthy diet" which was not helpful to some participants, particularly for those with 

cholangiocarcinoma and bowel cancer with liver secondaries, who could not tolerate many 

foods. Those that did seek dietary advice did so in relation to supplementation. "It is very 

difficult; there is no one to advise you, we haven't found anyone to advise us the best 

supplement we should be on". In fact this participant, after the interview, when I divulged my 

interest in complementary therapies, asked my advice about the supplements that he had been 
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taking. Vitamins and supplements are presented as being powerful foods that will provide 

elements to replace and regenerate cells in the body. To obtain a sufficient daily allowance of 

a particular nutrient, large amounts of some foods have to be consumed which may not be 

appropriate for someone with an impaired digestion. 

Sheila' s daughter, knowing that choking can be a cause of death in people with Motor 

Neurone Disease had difficulty providing suitable food 

The food that she can eat, she can't eat meat any more because that catches 
in her throat, she can't eat rice any more, she can't eat noodles- there is a 
lot of things she can no longer eat so that's another challenge in itself, 
coming up with something to eat every day. I mean who wants plain old 
boring mush or something ... we have had a couple of very severe choking 
episodes that were very frightening, not just for us, but for her. 

Another participant identified the waiting time as being problematic, particularly prior 

to diagnosis when support would have been useful. "I think if you could really come up with 

something to help people in between diagnosis time, I think that would be a really important 

thing". A further suggestion was that a volunteer be appointed at the hospital who would be 

useful to take messages and run errands, especially when there is no family available. Despite 

all the information about what the cancer society does, one family said. "There are no cancer 

coaches out there, unless there is for the rich, there certainly isn't for the middle of the road 

worker". This family lived in a rural area so accessing services required having to travel and 

take time off work. 

Caregivers found safety and support in the hospital environment. "When they are in 

hospital, you have got that security there" said one woman who looked after her husband 

with respiratory disease. While one participant just wanted to get home as quickly as possible. 

"At that hospital all the time, you are not really thinking of a lot of things either, you just want 

to get home". This begs the question about the ways different people inhabit and experience 

liminal space and will be discussed further in the next chapter. The hospital experiences for 

the people with malignant disease varied depended on the ward to which they were admitted. 

When I first went in, I was in the gynaecology wing and it was lovely, they 
were really nice in there and then I went up to the surgical ward and they 
were buggers [laughs]. .. it was just a different atmosphere. You just felt 
different when you walked in there. I just had the feeling that none of the 



nurses were happy ... if it is an unhappy place to work, it is unhappy for the 
patients isn 't it. 

And how they were treated by staff assigned to them. 

The level of care in the ward I thought was very poor. Some of the nurses 
didn't even know when my last morphine had been given ... we were keeping 
track of it ... one nurse in particular didn't have his reading glasses on and 
he gave me the wrong - he gave antisick before he gave me the morphine 
when it should have been the other way around and another nurse later that 
night only came to see me once. He was in charge of myself and an elderly 
gentleman who was on full care and we only saw him once during the entire 
shift and even the other nurses didn't know where he was. 
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One participant described a scene out of "Doctor in the House" which was a book 

written by Richard Gordon (1955) stemming from his own experiences as a medical student 

in London and was later made in to a television series that parodied medical student training. 

"They all arrive in your room and stand around your bed like a flock of sea gulls and the 

consultant is barking questions, ... at least they have the decency nowadays or they have 

learnt or taught themselves that it is a nice thing to say good morning ". 

Similarly, Hilary found her initial admission to the ward via the Emergency Department 

following a misdiagnosis disconcerting because she could hear the conversation out in the 

corrid.or about her. 

I was admitted initially with this prediagnosis of diverticulosis and then the 
next morning the surgeon had a go at his staff saying would we admit 
somebody who had query renal colic, she has not got renal colic, she has 
not got diverticulosis and so it was just a bizarre experience because you 
know they start their morning off out in the nurse's station discussing me. 

Describing a gap between what the GP can do and what the hospital is able to do 

because of being pushed for time was seen as a barrier to being able to ask questions when 

participants were aware of waiting rooms full of other patients and that they were holding 

everybody up. Generally participants were followed up by their General Practitioner when 

discharged to the community. Some were under the care of several specialists which was 

difficult to coordinate as they lived in a rural area, with one saying, "every two or three 

months I go to town to attend the parade". This person saw the Cardiologist, Renal Physician 

and an Endocrinologist, all of whom had clinics at different times on different days. They 
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were usually able to manage two out of the three on the same day, but that required being all 

day in the city which tired him out. 

Klitzman (2007) discusses "Institution Time" as being scheduling based on the 

administrative and resource needs of the institution rather than patients and doctors which 

leads to competing demands on both to conform to the structures of the institution which 

limits the amount of time available for consultation, treatment and/or intervention. Klitzman's 

respondents were physicians who had become patients and came to realise for themselves 

how patients experienced time differently. They identified with 'waiting as suffering' and 

even when they understood the reasons for delays, particularly in waiting areas, often became 

distressed. This was also true of the participants in the present study. The participant with 

Multiple Sclerosis had to wait in the Emergency Department for four hours before being seen 

yet another with cancer was taken immediately. "I pretty much came straight through even 

though there was a whole waiting room full of people". Anecdotally, other people with 

cancer I have spoken with have also experienced this rapid progression through the 

Emergency Department. Interestingly, this raises the question of whether they are admitted 

quickly due to a smooth protocol with the Oncology ward and the medical need that people 

with cancer have an impaired immune system and shouldn't be exposed to other people who 

are sick, or whether people with cancer are 'matter out of place' (Douglas, 1990) in the 

Emergency Department as they are already classified as sick. However this difference in 

treatment between Oncology patients and people with Multiple Sclerosis is puzzling but not 

necessarily representative of any difference between them. It may simply reflect the after 

hours policy of the hospital in admitting patients through the Emergency Department. 

One study of patients' perspectives of quality end oflife care established five domains 

of quality care -pain and symptom management, avoiding inappropriate prolonging of dying, 

wanting to die in peace, achieve a sense of control by maintaining a say in decisions and 

relieving burden for family and strengthening relationships with loved ones. The authors of 

this study concluded that patient driven models of care are more focused on outcomes rather 

than processes and could form a conceptual framework for research and practice (Singer, 

Martin, & Kelner, 1999). Developing a framework from patients perspectives that help 

establish support for the importance of personal and subjective dimensions of care identifies 

quality communication as a means of addressing psychosocial, spiritual and physical issues 



that arise with caring for patients with terminal illness (Emanuel, Alpert, Baldwin et al., 

2000). 
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Ohlen et al (2002) discuss the importance of enabling people who are suffering to be in 

a 'lived retreat' where time and space are for themselves on their own terms and in ways that 

alleviate suffering, enabling them to reconcile and find meaning in the suffering. They stress 

the importance of a personal space where the person feels at home. That it is a place of peace, 

rest, confidence and breathing space enabled by the physical surroundings and the actions of 

caring people who create hope and consolation despite life limiting illness. Being respected as 

a person and having the opportunities to do what is important was a priority. 

The rehabilitation focus that was initially prescribed for Sheila provided no role for the 

Clinical Neuropsychologist however she took it upon herself to negotiate a spiritual 

counselling role with Sheila and became the key person through which all other therapists and 

family communicated, coordinating the practical things as well as, "enabling her [Sheila] to 

walk the rest of this journey and take the next steps and plan as much of it as she can so she 

enables everybody else". This central coordinating role enabled services to come and go in 

the house in a smooth manner as exemplified earlier by Kim, Sheila's daughter, who said that 

whatever they needed was provided. 

One of the specialists interviewed for the present study recognised the importance of 

developing a rapport with the person doing the assessment. "It depends on the people, doesn't 

it? Some people want to do that [caring] and some people don't and sometimes when you 

make an initial contact you don't like the person who is from the organisation". 

Changes in services were an issue. "They used to have a physio that would come down 

and travel around the different areas of the country and do assessments and give people 

advice and that but we don't have that now", or changing locations of the service. "We have 

got the other home help and that's run from [another town an hour away] now" and lack of 

understanding about who did what was problematic as the following quotation illustrates. 

"They turned up with two nurses yesterday. We knew that the district nurse would have come 

on Tuesdays and Fridays but that was the shower nurse's job". 
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One family had requested no assistance because they felt they were managing well on 

their own, while others had no idea what they were entitled to despite being provided with 

written information. "There are pamphlets and heavens knows what all over the place but that 

doesn't really tell you very much. It just says we offer this; we are people who are used to 

being independent. We are not used to asking, we don't know what is there automatically and 

what isn't". The fact that there was written material available had not been pointed out to 

one participant. "There is no book out that says you are entitled to this, that or the next thing, 

nine times out of ten, it is by word of mouth". Yet several participants were offered help in no 

uncertain terms from their General Practitioner with one wife who was looking after her 

husband saying "[General Practitioner] said if you don't get help when you need it, you will 

make me really angry". 

I got a sense of perceived 'bossiness' by health professionals such as needs assessors, 

nurses and General Practitioners. "The district nurse has come in here many a time and put 

him back in his bed, he hates his bed". This may perhaps be due to recognition by these 

professionals that they were going into somebody's home and needed to assert their authority 

in an unfamiliar space. A secondary analysis of data collected to explore client-family-nurse 

relationships in home based palliative care found that both the power of the nurse and the 

power of the client may be enhanced by involving individuals in the decision making process 

(Oudshoom, Ward-Griffin, & McWilliam, 2007). 

Equipment, such as a hospital bed, was usually provided to participants by the District 

Health Board, however this changed the nature of home for many people and while it enabled 

people to stay out of hospital and was seen by families to be a positive thing because it meant 

they could be with their loved ones at home rather than in hospital, the need to learn how to 

operate the technology created some anxiety, even if it was something as simple as turning a 

switch on and off. Arras & Dubler (1994) discuss the impact ofhaving highly technological 

equipment in the home and how it could change social roles and the concept of home being a 

nurturing environi:nent full of meaning and identity for the people that live there. 



Home as public space 

The psychologist noted that in the home, 

there is a sense of self, the dignity and integrity which all goes with being 
around their things, their sexuality in the sense of what makes them their 
maleness and femaleness and when you have to leave it you become an 
asexual personality, you become a nothing when you go in to a care unit. 

179 

One characteristic that has been expressed in the literature (Cartier, 2003) is how a 

person's home ceases to be private when an individual is being cared for in the home. In 

order to facilitate staying at home as long as possible, services come in to the home and this 

was mentioned by most p~icipants as not only the lack of privacy with health professionals 

coming and going. "Often with no warning and you have health professionals like district 

nurses and doctors and so on coming in so it ceases to be your haven" but also family and 

friends. 

I had my parents here ... for about a month ... ! was having to deal with all of 
George 's family ringing, my family, all our friends, so I would be for hours 
on the phone ... it is hard going and people would come in - a lot of our 
neighbours, because you live in a small community, who would hear around 
town. 

While this family felt an invasion of privacy and needed to retain a sense of control. "In 

a lot of ways it was doing more damage to the patient because it made me tired if they stayed 

for an hour. If they stay for ten minutes fine, great, that's all they need, to pop in and say 

hello ", another appreciated the care and busyness of it all. 

Every man and his dog arrived; every woman and her dog arrived It was 
just like a railway station, the phone went constantly. It was all flurry 
around what can you eat, ... where do you want to sit ... when do you want 
your bath ... oh god- it was just the whole house became filled with flowers 
and cards and presents and people and it was unbelievably busy ... people 
were so lovely, you know it was fantastic. 

Some respondents reported that their living arrangements and accommodation were 

threatened by the diagnosis. For example, one couple had already moved house because of 

pre-existing illness in the husband. Another family were going to have to move because the 

house came with the job and if they could not continue to work, then they could not occupy 
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the house. Respondents expressed mixed feelings about this. For example, one participant 

with renal disease was upset at having to leave his home despite his wish to be cared for there 

prior to his becoming ill. 

I like to be on my own and it has upset me getting this. I thought even if I am 
ill Jam asking to be at home but I can't, it is awful isn't it, I never thought it 
would be that way, even if I could crawl around the bloody floor I would 
never leave home but there you go. I couldn't stay at home now if you paid 
me to. It changes. 

Whereas for another, there was no question at the time of the interview that he would 

not die at home, with his wife saying that they had all the help they needed to enable this to 

happen. However she did qualify that by saying that they. would use the hospice for respite if 

she needed it. The thought did occur to me about whether she would be assertive enough to 

insist on this ifher husband didn't want to go and just struggle on. 

The participant with Multiple Sclerosis had had to move out of their family home to a 

care facility due to her inability to look after her husband who had Parkinson's disease. She 

described her new home there as being more of a public space than her previous home 

because they moved in to it along with an entourage of service providers. Interestingly the 

lounge where I interviewed this participant was crammed full of 'stuff from her previous life, 

such as craft books and soft toys, reminders of her former abilities and also of her declining 

physical functioning. There was only enough space in the middle of the room for her 

motorised wheel chair and I felt a sense of sadness aboutthese reminders ofher losses. 

However when I interviewed her son, I noticed the same clutter in his home, so perhaps I was 

over-interpreting the situation in that this may have been historic and always the way their 

home functioned. 

People with respiratory disease not only had district nurses visit, but also shower nurses 

and oxygen nurses as well as input from physiotherapy and occupational therapy for 

equipment and rearranging the home to facilitate mobility and care activities. 

It is unbelievable the number of phone calls and goodness knows what, the 
phone was ringing every ten minutes, fifteen minutes and we must have had, 
what, 50 phone calls? ... as soon as you relax a bit the phone would ring 
saying somebody else wants to come or somebody wants to know this or· 
that. 
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One participant who had discussed taking part in this study with their district nurse 

repeated what the nurse had told her. "People [district nurses] don't know what is going on in 

the home ... you go in and deal with the person and then you go and you leave". This 

recognises or acknowledges the isolation that may be felt by families caring for a person at 

home and the perhaps unexpressed burden of care. The location of home as a place of care 

has been the subject of several studies. McGarry (2003) notes that there are tensions about 

how care is provided in an environment that remains hidden from scrutiny. Realising that the 

home cannot only be a place of work where care is done by paid professionals but also a place 

where there can be emotional, physical and financial burdens on family caregivers who 

remain to do the caring when the professional has left. Brown (2003) asserts that the patient's 

right to die at home can only be met if other family members surrender their own freedoms 

, and autonomy in prioritising the physical and practical demands of the caring role Family 

members may be prepared to do this on a temporary basis, but there can be difficulties when 

the death doesn't occur within the expected time. 

More recently Agar et al (2008) carried out a study to explore the preferred place of care 

and preferred place of death for patients and caregivers. They found that place of care was not 

a euphemism for place of death and carers and patients preferences change as the disease 

progresses. 

Recognising that end of life care can be variable, the British government has developed 

an 'End oflife care Strategy' 58 to coordinate care effectively and to design care planning 

around people's expressed needs and preferences around the way their care is carried out 

(Richards & Philp, 2008). For example, the actual nature of the dying may be unanticipated 

with bodies becoming 'leaky' and unpleasant so the dying may not be experienced as a 'good' 

death. The awareness of this by the person who is dying may cause anxiety that they were 

becoming a burden on the people who were caring for them. 

The nature of terminal care work can change the concept of the home where boundaries 

become blurred. Home can be a good place to die where there is a sense of comfort and 

control with family being given a chance to willingly do the caregiving. However where there 

58 The Gold Standards Framework is a systematic evidence based approach to optimising the care for 
patients nearing the end oflife in the community. It is concerned with helping people to live well until 
the end of life and includes care in the fmal year of life for people with any end stage illness. 
http://www.goldstandardsframework.nhs.uk/ 
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areunresolved tensions and disputes in the family, home can be a bad place to die. There may 

be other factors such as disease progression, no family willing or able to care and physical, 

practical, emotional and cultural factors. Health professionals need to recognise that family 

caregivers are often untrained people being expected to do unfamiliar things (Brown, 2003). 

The daughter of the woman with Motor Neurone Disease ensured that things ran smoothly in 

the home, establishing and managing the daily routine however did express difficulties with 

the 'hands on' requirements of dealing with the PEG59 that her mother had and also 

equipment such as the hoist used for lifting her. 

When I first got here and I saw it, I thought 'I am never touching that .. .! 
would never be able to stomach that'. I found it devastating and the hoist, 
when I first saw that, the Isis60 lady came out to train me ... ! just refused, I 
said 'I am never using it, it is too hard, I don't want to do it' but she was 
very patient with me and it is no problem now. 

Discussing the fact that dying at home may not be an option for many people, Payne et 

a1 (2007) examined end of life care in community hospitals. Most participants in their study 

preferred community hospitals because they tend to be in the communities where people lived 

with the associated familiarity of the environment and the people looking after them. 

Unmetneeds 

When asked about unmet needs, participants' responses varied depending on the stage 

they were at in the progression of their disease. " ... because I don't reallyfeel too bad ... my 

husband is around all the time too ... I don't feel there is a great deal that I need at the 

moment". This person did go on to say that it would be easier if they lived closer to the city 

when she was receiving her treatment. It was at the time of diagnosis that people expressed a 

wish for more help or more reassurance. This suggests that they felt uncertain and abandoned 

at the same time. 

59 

60 

!feel my biggest thing is as soon as you get diagnosed, that's when the help 
comes but unfortunately there is a gap there and I don't know what you can 

PEG or Percutaneous Endoscopic Gastronomy is a feeding tube that is inserted through the abdomen 
directly into the stomach to feed patients who cannot swallow food. 
http://www.medicinenet.com/percutaneous endoscopic gastrostomy/article.htm. 

Run by the Otago District Health Board, the Isis centre is a physical rehabilitation service based at 
Wakari Hospital and provides a specialist rehabilitation service for people aged under 65 years within the 
Otago Region. 



do because I am sure with a lot of people, they have a biopsy and it isn't 
cancer, but for us waiting three weeks, that is the time when you need help, 
someone to come and talk to. 
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And following discharge from hospital. "When you leave hospital... because you aren't 

functioning properly ... we asked what sort of diet should he have ... we really weren't 

iriformed well, never saw a nutritionalist". This may be because very little thought has gone 

in to how people's dietary needs change due to illness. Again there was a sense of 

abandonment when families were left to get on and cope as best they could. 

One person with cholangiocarcinoma felt her isolation because of the relatively rarity of 

her cancer. "If I had breast cancer, you can be involved with a whole lot of women with 

breast cancer and you could talk about it ... I have got nobody to talk to". When the 

Oncologist was questioned about this he said that sometimes he did put people in touch with 

one another which he felt was a good thing to do but was directed by the patient as to whether 

he would facilitate that. 

As mentioned earlier, getting copies of test results was frequently difficult and often 

constituted an unmet need. 

Rather than [specialist] just sort of remembering to print me a copy of my 
bloods, if people request, they could be sent information about themselves, 
the reports that the GP and the doctor shares but the patient somehow 
misses out. If you don't ask for it and he doesn't remember, you don't get it. 
I paid for those scans so surely I should get a copy of it. 

On further discussion about unmet needs, the Oncologist suggested the use of a care 

coordinator: 

We have discussed the possibility of having what you would call a care 
coordinator and I actually think we need one. Someone to sit down with 
someone and say these are the support services and the information services 
that exist for you to access, and just take them through it and to facilitate 
that ... at the moment there is no sort of comprehensive approach to that and 
in the ideal world there certainly would be. 

When I discussed this with the General Practitioner, he felt that was something the 

district nurses already did well and saw it as another layer of bureaucracy that everybody had 

to deal with. Despite this, several of the participants recognised this would be a good thing to 



do, particularly in relation to coordination of services coming in to the home and accessing 

helpful information. 
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In a literature review about care coordination, Stille et al (2005) felt that while the 

principle of primary care is important in coordination of care, it is becoming increasingly 

difficult because ofthe complexity of health care systems. While concluding that more 

research is needed, they considered collaboration and communication between generalist and 

specialist physicians is important with education being the key to building skilled teams that 

are relevant and visible to patients and the community as well as being sustainable within the 

health care system. The role of patients and families as active partners needs to be fostered. 

Caregiving roles have been noted to be both difficult and rewarding. Kinsella et al 

(2000) identified the need for a reliable measure of burden in palliative care as previous 

instruments had been adapted from those designed for healthy people. The burden of 

caregiving has since been examined in many studies. Cain, MacLean & Sellick (2004) 

reviewed the literature on burden in palliative care and identified overwhelming demands of 

providing care, exhaustion, social isolation, negotiation of formal care and financial costs. 

Health care professionals focus attention on the patient rather than the caregiver who needs 

information, support and encouragement in knowing what to expect and what services and 

supports are available. They concluded that a primary worker would be useful with 

coordination and advocacy. This was certainly the case in the present research. 

Information 

The definition of information in the context ofthe present research means education and 

understanding about the nature and progression of the illness participants have been 

diagnosed with. 

The Medical Oncologist said the request for information is generally left to the 

individual to initiate and is not done in a systematic way. He refers patients to appropriate 

services as required, and, as noted above, will facilitate putting people with similar diagnoses 

in touch with each other for mutual support if a patient asks for it. When participants were 

asked if they felt they had enough information, one person said: 



There is a dearth of information. There are pamphlets and heavens knows 
what all over the place but that doesn't really tell you very much. It just 
says we offer this, well we are people who are used to being independent. 
We are not used to asking, we don't know what is there and what isn't ... we 
didn't know we didn't know it. 
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Another family wanted more information about the latest research. They were members 

of an Association which produces a monthly Newsletter and found that helpful. 

Details about what tests meant were important to one participant. 

If someone was having a GGr1
, I don't even know what that stands for and 

I depend on it. It is a liver enzyme test but what does GGT actually stand 
for? I have got no bloody idea ... in a meeting the [Oncologist] will say to 
you, your bloods are normal and I will go oh great, but I want to sort of 
know more. 

On accessing the intemet to find out more about her cancer, Hilary said: 

I looked up this site for people who have got [named cancer] and it is just 
full of relatives kind of complaining to each other about another hospital 
trip, saying about their relatives that were so dependent on them for 
toileting and all this sort of thing and I just thought I don't want to do go 
there. I didn't want that sort of information. 

Asking a nurse specialist who dealt with people with Hepatitis C62
, even 

though she herself did not have Hepatitis C, was no help for her either because she 

wanted to know specific things in relation to her cancer. 

Sheila' s daughter said she was advised not to look anything up on the intemet by 

her sister but she did and said, "I would rather not know, I would rather take each day with 

mum as it comes and I would rather deal with each new obstacle, if any, and let's face it, part 

of this disease is you will stop breathing". 

61 

62 

GGTor gamma glutamyl transferase found in the cell membrane in most tissues, but particularly high 
levels are present in liver (bile duct cells, hepatocytes) and kidney (renal convoluted tubular cells). 
http:/ /medical-dictionary. thefreedictionary. corn/transferase 

Hepatitis C (formerly known as non-A, non-E hepatitis) has a mode of transmission similar to that of 
hepatitis B; symptoms include fatigue, sore bones, and dryness of the eyes Concise Medical Dictionary. 
Oxford University Press, 2007. 
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Section Ill: Doing things that matter 

Doing things that matter is defined as focusing on the things that are important to 

participants and prioritising them. All of the participants said they were not able to do the 

things they wanted mainly because of tiredness and of needing to plan well in advance to 

arrange equipment, then they might not be well enough on the day for the planned event. 

This also applies to the caregivers as well. One spouse, who was care-giving for her husband, 

said that she felt that she was still able to do things important to her but was extremely tired. 

One participant said; "what would have been important to me would be not to have cancer" 

however then went on to talk about the good things that had happened to her because of her 

cancer. 

one of the good things that's happened lately amongst the other really good 
things .. .I have got nine paintings that I included in my thesis and I thought 
to myself, I have got absolutely nothing to lose, if I am going to die this 
year, what is there to lose if I go and ask the gallery so I marched into 
[named] gallery as large as life and showed them my art work and the next 
thing I know my big painting is in their window .. .I was really stoked I 
couldn't believe it but they really liked my work. 

Others took the opportunity to travel overseas to visit family. "We have got three kids in 

three different parts of Australia ... we have been over to Perth a couple of times, and we went 

to Townsville last year ... and when [daughter] was in America, we went over there." 

Travelling to visit family became a priority for many; however, several were frustrated 

in their attempts to do this. For example, the difficulties in just getting anywhere were an 

issue for those with Muscular Dystrophy and Multiple Sclerosis. 

Sometimes it is a bit hard in the van because you get thrown around and 
even though you are strapped in, it is not as easy. We went up to 
Christchurch earlier this year and that was pretty hard on him because he 
can't travel long distances really. 

Doing anything physical for participants with respiratory disease was extremely 

difficult due to breathlessness and exhaustion. Going on any sort oftrip involved taking 

equipment. "It has changed our lives because we can't go on holidays, we can't do that, we 

have to take all this equipment- we used to go for drives locally a lot but he is getting a bit 

too tired to do that". Daylight saving in the summer provided a time when they could go out 
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but going out to things in the cooler evenings was also difficult. "It is too damn cold in the 

winter time for me to go out at night. That's when it affects you". 

Sheila had what she called her 'Bucket List' 63 of the ten most important things she 

wanted to do before she died and was working her way through them. One of the most 

important ones was to be around to see her grandchildren grow up and another was to go for a 

ride in a helicopter- something she did for the first time earlier the previous year. Her 

Counsellor noted that that film has provided a really useful framework for many people to 

help understand their diagnosis and work through it. 

The length of time it takes to get prepared for leaving the house or any kind of activity, 

was challenging because just getting up in the morning was difficult in that it took a lot longer 

and often left them exhausted. "I know the meaning of the mind is willing but the body is not, 

I know the meaning of that now [laughs]. Now I know what it is like." 

Three of the four participants with respiratory disease saw themselves as being ill, while 

the participant with Muscular Dystrophy did not see himself as being sick and neither did his 

mother who saw him as having special needs and needing to monitor his health. 

To me you have got a condition that causes your muscles to waste and sure 
you have got to use an electric wheel chair but on the whole - we have got 
to watch for chest infections and you went for your jab. You got one for 
pneumonia, pneumococcus this year, which we had to pay for because it 
was not covered. 

The Future 

In terms of thinking about the future generally, there was, for those people who had 

cancer, the hope of betting better. "If I get a lot better, the possibility is there for me to be 

able to work" while at the same time recognising that there will be an end. "I don't know 

when the end is, and I don't know what it is going to be like, so there is this massive kind of 

gap I suppose in terms of knowledge about what will happen to me". This theme of 

uncertainty about the future started to heighten as people's illnesses progressed. "I don't feel 

like I am going to die, not today I don 't .. .I don't know what I am capable of, I mean I could 

63 The title of a film starring Jack Nicholson and M organ Freeman where two terminally ill men escape 
from a cancer ward and head off on a road trip with a wish list of things they wanted to do before they 
died. 



interview for a job today, get it and then next week not be able to do it, everything is so 

ridiculously uncertain". 
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For those with non-malignant disease, there did not seem to be the same sense of 

hoping, just a recognition of slow deterioration until the end. "There is no sign of her ever 

improving and in fact it could be the opposite by slowly deteriorating". One of the renal 

patients reflected that moving to a place to die once he was discharged from hospital would 

only be temporary. "I mean it won't be for bloody long, I realise that, it might only be for one 

or two weeks". The woman with Motor Neurone Disease said she does not want to go on a 

ventilator and has instituted a 'Do Not Resuscitate64
' order and expects just to cease to breathe 

at the end. 

The participant with Duchene's muscular dystrophy had exhausted himself with 

studying for his university degree and was undecided about his future at the time I 

interviewed him. At that point he was resting and considering his options. When asked about 

plans for the future, his mother said. 

We have got to enjoy what we have got and it is better not to think too far 
ahead in the future and just take each day as it comes and just do stuff and 
that's what we did. That's how we cope with that. Because you have got to 
be there and it is important that you do things while he is still here. 

This reiterated what people with cancer said in the previous research (McKechnie, 

2005). She added. "If you like camping, do it when you can, if you want to go on any trips, 

just go, if you get the opportunity, go, don't leave it too long". 

When asked about the future, their responses ranged from. "I will just go out with a 

bang" to; "it is always in the back of our minds but we try not to think about it too much 

because we would never sleep". One spoke of the future in terms of preparation. "Should I 

be arranging for my death or should I be arranging for my life?" . While one of the criteria 

for participants in this study was that they were likely to die within twelve to eighteen 

months, only one had made any preparations for her funeral service which she felt was 

expected ofher. "!just sort of believe in universal energies type thing and as far as what my 

.fttneral is going to be like, I am supposed to come up with a plan for that" as well as practical 

64 A 'Do Not Resuscitate' (DNR) order is where the person specifically states that she/he is not to be 
resuscitated in the event of a collapse. 
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things. "I have just done some things that were quite challenging like I chose a plot at the 

cemetery and met the funeral director and picked a coffin and things like that". This 

participant may be busy 'doing things' possibly as a way of controlling that which can be 

controlled compared to the uncontrollable event ofthe cancer. Yet having non-malignant life

threatening conditions is also uncontrollable so what are the 'rules of engagement' about 

inhabiting the liminal zone that these participants experienced? As mentioned earlier, the level 

of acceptance was greater and the language was different and there did not seem to be the 

same personal need not to give up. Sheila was in the process of preparing for her funeral and 

had written letters to all her children. 

One participant with cancer said. "/want it to be gone, and I know wishing won 't make 

it go away, but !just want it to be gone. I want to go back to my old life because this life is so 

different a life". This sentiment, I would argue, would be also typical of participants with 

non-malignant illness as well. They may be expressing the sentiment that this new life is 

unfamiliar territory while the old life is familiar. The old life holds certainties in it that the 

new life with disease doesn't. This participant may be describing a post-liminal state, having 

gone through the liminal zone and emerging changed to experiencing this new life. 

The above excerpts show that there were a variety of ways participants thought about 

the future. Some were fatalistic, what will be, will be, living until you die, waiting to die, or 

living right until you die. In all cases the future seems to have contracted and become more 

immediate, days, weeks, months maybe, but not years. 

From person to patient 

The word 'patient' is derived from the same Latin root as 'patience'- patientia which 

means to suffer. Therefore the experience of being a patient may involve both waiting and 

suffering (Klitzman, 2007). The General Practitioner I interviewed did not distinguish 

between patient centred medicine and person centred medicine. "They are always patients in 

a professional capacity, but that is not different from them being a person. It is simply a role 

and a part of that relationship", whereas the Medical Oncologist eschewed the term patient 

saying, 



I would like to think that I would see them as people first and patients 
second and I think sometimes that works and sometimes it doesn't... some 
people talk about cancer patients and other people talk about people with 
cancer and I really dislike the term cancer patient. I think it is 
inappropriate so I think they are people with cancer and cancer is a part of 
their life and it may be a minor part. They have got a whole life apart from 
cancer which you need to acknowledge so ideally I like to take the time to 
approach every one as an individual. 

When asked about the transition from person to patient and how well he knew these 

families, another specialist said, 

In cases like Mr J, we do get to know them quite well beyond the COP D and 
the respiratory failure because one of the major issues that arise in these 
circumstances is the social situation ... who is at home with them and how 
well they are managing ... ! can't quite remember if there is a wife- is there 
a wife? 
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While 'the wife' may not have attended all the outpatient appointments with her 

husband, she certainly accompanied him during his admissions to hospital as an inpatient. On 

further questioning ofthis specialist about understanding the anxieties of people, especially 

prior to diagnosis, he said, 

If a patient has symptoms and so on that you might have experienced, I 
think you always do have some sort of empathy in terms of recognising the 
anxieties that they might have or questions they might have and so on .. .for 
that reason I try to give them information that will relieve them of that. 

Hilary felt that the move from person to patient happened on several levels. "Moving 

from being somebody that is sort of viable in the world to somebody that is almost seen as 

already having left it even though I am still alive". 

The counsellor interviewed noted a distinction between being a patient within the 

institution and a person outside of it, describing an instance of a former client who, "was a 

patient while she was inside the building but outside she was her", and she spoke of her role 

as: "/see my role at the end is not to keep people in the patient role, but actually to walk 

alongside them and enable them to be themselves". 
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Progression of Disease 

Scholars working in the field ofthe sociology ofthe body have extended Bury's 

concept of chronic illness as a biographical disruption to include timing, purpose and 

expectation within the experience of living with chronic illness (Williams, 2000). More 

recent phenomenological research has examined the relationship of the body to the world, 

particularly in the way that illness causes the afflicted individual to focus on the body and 

how the changes that are experienced impinge on the individual's life world (Finlay, 2006). 

In a study focusing on people living with moderate to severe chronic heart failure, 

Nordgren, Asp & Fogelberg (2007) found that the day-to-day life of their participants entailed 

living with a failing heart in a body that was both unreliable and unpredictable, and life no 

longer being taken for granted because it can end suddenly. They concluded that professional 

caregivers needed to pay more attention to people's lived experiences and adopt a more 

patient centred approach where problems can be discussed from the individual's point of 

view. I would suggest that a palliative care approach (which of necessity is patient-centred) 

would be appropriate in this instance, something that is well recognised in the literature 

relating to non-malignant disease as discussed in the literature review of this thesis. 

All the participants had lived with their disease for many years but at the time this 

research was conducted, were noticing deterioration in their condition. 

In April she deteriorated a bit ... so that's when she went on the oxygen plus 
the BIPAP and the recent visit [to hospital] was because there was a surge 
of fluid and what have you and she became very sick ... In April she bounced 
back but in the past couple of weeks she hasn't recovered the way she was. 

Another felt that each admission to hospital signalled a further decline. "I think every 

time I have gone into hospital in the last twelve months, just what I think, my breathing is 

deteriorating more". 

Having to make lifestyle changes to adapt to their worsening condition was also 

difficult. "That was the hardest time, going from the transition stage from being able to walk 

and do things yourself to needing a chair, that was a really difficult time, really difficult". 

Ongoing symptoms meant not only managing those that occurred because of the disease. "He 

has got bruises that bleed, by cri key he has had some bruises" but also managing those that 
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occurred due to comorbidity. Two participants, one with renal failure and one with heart 

disease, also had diabetes. "If it is a diabetic turn, you get very edgy and your legs sort of 

start to- you don't know where to put them and you get sort of shaky and you feel it coming 

on". 

Talking about the progression of her mother's Motor Neurone Disease, Kim compared 

it with cancer. 

At least with cancer you have got cancer, you know you have got it and they 
will tell you if they can do anything for it and either they can or they can't. 
With this disease, there is literally nothing they can do. There is absolutely 
no tablet they can give you to slow it down. Mum has an unusually fast form 
of it, they told us, because her changes are nearly daily ... The last stage of 
her illness is when her airways collapse and she will need to go on a 
ventilator which she won't go on. When she gets to that stage, she wants to 
be left to go peacefully. 

I interviewed the Counsellor eight weeks after I had interviewed Sheila who, at that 

time, could still move her left arm, talk and move her eyes freely, so I noticed quite a marked 

deterioration in her description of Sheila 

Physically she has gone from a mobile woman who was using a frame when 
I first met her to now not being able to do anything. She can't brush 
something off her chin any more, her arms and her legs don't move, If her 
head falls back with laughter she can't pull it forward. ''she is becoming 
dysarthric now so we are getting a lot of changes with her muscle groups in 
her mouth and last week we noticed changes with her eyes. Her eyes shut 
and then she can't open them even with intention so physically quite a rapid 
deterioration. 

Summary 

This chapter discussed life following the diagnosis for the participants and how their life 

worlds changed to accommodate the transition from being people who were well, to people 

who were living with a life threatening illness. Specifically, roles within families changed as 

spousal or family care givers had to change their lives to accommodate the needs of the person 

who was sick. Treatment, formal and informal care and support were also discussed with 

several issues being identified that will be teased out further in the discussion chapter of this 

thesis. These issues included for some, rationing oftreatment and services using an age based 

criteria rather than need and for others, being told by one specialist that there was nothing 
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more that could be done and then being told by another that treatment was available. Another 

issue was that care plans seemed to be designed for the needs and priorities of the services 

rather than those of the person who was ill and the family. 

These issues revealliminality by participants having to adapt their lives to managing 

their illness and going in and out of liminal spaces such as hospital departments and General 

Practitioner waiting rooms. Liminality was also a feature in their homes as well as these 

ceased to become private spaces. Family members also inhabit the liminal living with the 

uncertainty of what was going to happen next as they too adapt their lives to changing 

circumstances. 

Interestingly, people with non-malignant diseases talked about hope and the future in a 

different way to those with malignant disease. The latter tended to engage much more in a 

discourse of doing battle with an invader whereas the former tended to be more fatalistic 

about their future, with hope being centred around new technologies such as stem cell 

research and transplantation. People with malignant disease tended to actively seek out a 

variety of alternative treatments, sometimes going to great lengths to try these. 

The primary aim of this study is to discuss the role of liminality in how people live with 

a life threatening illness and the secondary aim is to examine the provision of services and 

assistance to the families who take care of them. The next chapter will discuss the concept of 

liminality in more depth and apply it to the findings that have emerged from this analysis 

chapter. It will also discuss service provision and identify the variables and barriers in service 

provision and suggest ways in which these might be alleviated. 



CHAPTER VII DISCUSSION 

Critical illness/injury threatens life. This threat of death overshadows 
everything. It perforates the existence of the individual now confined in a 
frighteningly incomprehensible environment, one that restricts and restrains 
and one that fosters passivity and compromises integrity. Control over one's 
body withers, influence over one's situation disappears, and freedom 
vanishes to determine daily life events (p. 153) (Almerud, Alapack, Fridlund 
et al., 2007). 

Introduction 
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This research has drawn on the different disciplines of Medical Anthropology, 

Sociology, Geography and Health sciences. It aimed to analyse the narratives of people 

diagnosed with non-malignant life-limiting disease not receiving hospice services, and to 

explore their perception of palliative care in the community. Some spouses, children, and 

health practitioners of the participants were also interviewed with a view to identifying 

aspects to the provision of palliative care in the community. As the research evolved, the 

focus of the research changed to examining the experiences of people as they transitioned 

from person to patient using the anthropological concept of liminality as a way of explaining 

and illuminating this transition, and further, moving from a regular patient to a patient who is 

dying. A group of people with malignant disease were included and initially their voices 

dominated the conversation however what they had to say provided an important comparison 

of their experience with those with non-malignant disease. 

I start this chapter with a discussion about both malignant and non-malignant disease 

identifying the differences and similarities between the two. I then discuss the life worlds of 

the participants of this research followed by theoretical frameworks and how they apply to the 

analysis and results. In the next section I discuss the illness trajectory and what having a 

'good death' means. The fourth part ofthis discussion chapter is about barriers to care and 

models of care, and finally, I discuss liminality as it is experienced by the participants of this 

present research and my conclusions about how this concept influences the way in which 

people live with life-limiting and life-threatening disease. 



The aims of this research were to 

• gather and analyse the narratives of people who are dying in the 

community with respiratory disease, renal disease, cardiac disease, 

neurological disease and cancer; 

• gather and analyse the narratives of people caring for and about 

those who are dying, both formal (health professionals) and 

informal carers; 

• identify barriers to the provision of palliative care for specific 

populations; 

• assess the extent to which the gap in care identified in previous 

research exists in a larger sample; 

• look at the phenomenological experiences of people as they 

transitioned from person to patient and how that affected them as 

their disease progressed, using the anthropological concept of 

liminality as a way of explaining and illuminating this transition. 

Section 1: Malignant versus Non-malignant Disease 
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The World Health Organisation's (2004) definition of palliative care, (as outlined earlier 

in this thesis65
) does not distinguish between malignant and non-malignant disease, noting 

specifically that palliative care: 

• provides relief from pain and other distressing symptoms; 

• affirms life and regards dying as a normal process; 

• intends neither to hasten nor postpone death; 

• integrates the psychological and spiritual aspects of patient care; 

• offers a support system to help patients live as actively as possible until death; 

65 See page 5 
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• offers a support system to help the family cope during the patients illness and in 
their own bereavement; 

• uses a team approach to address the needs of patients and their families, 
including bereavement counselling, if indicated; 

• will enhance quality of life, and may also positively influence the course of 
illness; 

• is applicable early in the course of illness, in conjunction with other therapies 
that are intended to prolong life, such as chemotherapy or radiation therapy, 
and includes those investigations needed to better understand and manage 
distressing clinical symptoms. 

Similarly, the guiding principles ofthe New Zealand Palliative Care Strategy (2001) are: 

• The focus of palliative care is the person who is dying as well as their 
familylwhanau. 

• All dying people should be informed of their entitlement to palliative care and 
have access to quality health and support services appropriate to, and consistent 
with, their needs. 

• Each person's uniqueness, culture and autonomy should be respected, with all 
care based on their expressed needs and wishes. 

• Palliative care affirms and encourages the quality oflifefor each individual. 
While interventions (such as radiotherapy, chemotherapy, and surgery) have a 
place in palliative care, the symptomatic benefit should outweigh any 
disadvantages of the procedure. 

• The achievement of total care for the person requires both a multidisciplinary 
approach and continuity of care (before, during and after diagnosis of the 
terminal illness (p. 2). 

The strategy goes on to recommend 

That palliative care should be available to people whose death is likely 
within twelve months, and that until they require palliative care, it is 
important that they receive appropriate support care and clinical care to 
enable them to maintain their independence for as long as possible or 
desired (p. 3). 

There were no predetermined means of selecting people with non-malignant conditions 

that were included in this research, relying on whom the medical practitioner considered 

would be a suitable candidate. The original intention was to interview four people from five 

diagnostic groups. What I ended up with were four people with malignant disease, only ever 

intended as a comparison group; four with respiratory disease, one of whom I put in to the 



Neuroscience category due to the nature of his condition (Muscular Dystrophy); two with 

renal disease; three with neurological conditions and one with a cardiac condition who has 

had a quadruple bypass and is no longer considered 'terminal'. Despite this, he was able to 

provide a good insight into his condition prior to his life saving surgery. From the health 

professional's perspective, I also interviewed two specialists (Oncologist, Respiratory 

Physician), one General Practitioner and one Psychotherapist. The table below notes the 

similarities and differences experienced by the participants of this present research 

TABLE 4: A comparison of malignant versus non-malignant disease as experienced by the 
participants 

Malignant Disease Non-Malignant Disease 
Families Roles changed with focus on patient Roles changed with progression of 

disease 
Families changed lives when terminal Families changed lives on diagnosis 
phase identified 

Friends People more interested in cancer than Friendships changed with increased 
Neighbours the person emphasis on family as disease 
Colleagues progressed 

Exclusion of friends from end of life Exclusion of friends as disease 
discussions progressed - avoidance 
Friendships changed due to level of Difficulties in maintaining friendships 
discomfort felt by friend due to input required 
Work place accommodated the Participants were retired 
demands of treatment and disease 

Activities Identities were challenged as Identities were challenged as 
pleasurable activities unable to be pleasurable activities unable to be 
sustained sustained 
Able to do most things that mattered Able to do most things that mattered 

Spiritual None expressed strong religious beliefs Only one participant had strong 
Attitude religious beliefs 
Existential Doing everything to fight disease More fatalistic 

Hope of getting better Letting go, no getting better 
Sense of abandonment after being Finding meaning in 'suffering' 
given bad news 

Health Misdiagnosed initially Diagnosis more certain although 
Disease uncertainty re terminal phase 

Living with stigma of cancer Better to be positive 
Camaraderie with others with cancer Some belonged to support groups but 

none expressed camaraderie 
Uncertainty about progression but Certainty about progression 
certainty about terminal stage 
Diagnosed following intensive and Investigations less invasive 
invasive investigations 
Side effects oftreatment Side effects of treatment 
All but one used complementary and None used complementary and 
alternative therapies alternative therapies 

Services Specialist cancer services Community based services 
Lots of issues despite service Asking for help left to families, usually 
availability provided after hospital admission 
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One of the criteria for this research was that individuals did not have active hospice 

involvement and indeed, at the time of the interview, only one was emolled at the local 

community hospice but was not receiving services from them. An inclusion criterion was that 

it would be expected that participants would die within twelve to eighteen months of referral. 

Interestingly, ofthe thirteen participants, six are still alive at the time of writing which is now 

nearly two years since the interviews for all but one participant. While all had expressed a 

wish to die at home if possible, only three of the seven who died did so. Two died at the 

hospice (one with cancer and one with renal disease), one in a rest home (Cryptogenic 

Fibrosing Alveolitis) and one at the hospital (Chronic Obstructive Pulmonary Disease). 

Section 11: The Life World 

FIGURE 10: The Life World (b) 
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As outlined in the Methods section66
, this diagram identifies the areas of a person's life 

world and was used as a framework for the interviews and for the analysis. 

Family 

Starting from the diagnosis, I asked the participants how they, and their families, had 

been changed by this news. As well as the person themselves, I also interviewed a family 

member. This provided an opportunity to bring together information about how the diagnosis 

affected the wider family. Some families 'pulled together' in the care of their loved one, 

66 See page 89 
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while other families continued with 'life as usual'. These families would rally should it be 

necessary, but felt the need to remain at a distance until that time came. This reflects the 

findings ofWrubel et al, (2001)who studied caregivers of people with HIV/AIDS, noting the 

different ways families provided care., Where spouses were the primary caregivers, many also 

had life-limiting illnesses themselves67
, particularly in the older age group and gave higher 

priority to the patient's needs at the expense of their own, which concurs with the findings of 

Zapart, Kenny, Hall et al (2007). 

It is not only the individual concerned but the whole family who are affected by a life

limiting diagnosis. Children have to grieve their parents who can no longer be the parent they 

once were. Parents grieve for children and grandchildren they won't see growing up. 

Spouses grieve the lost years of retirement, and the plans that may have been made many 

years previously as they looked forward to a retirement that will never be a reality for them. 

Like other researchers, Juarez et al (2008) Zapart et al (2007) Emanuel et al (2000) Cohen 

(2006) and Durnont (2008) to mention a few, I also found that the nature of end of life work 

for informal caregivers was underestimated by families who were unprepared for the burden 

of caring, especially if the individual was living beyond expectations. This seemed to 

increase the extent of the losses experienced by family care givers, many of whom had to give 

up their own life style in order to care for their family member, for example, moving to 

another part of the country, or giving up their own career. Anxiety about the future always 

seemed to be present which exemplified the way family caregivers inhabited the liminal space 

of the caregiving role they were being required to undertake. 

Comparing malignant disease with non-malignant disease, family roles changed with a 

focus on the patient in the former and a focus on the progression of the disease in the latter. 

That may be to do with the perception of malignant disease as an invasion and the gathering 

of families seen as a way of 'massing the troops' to combat this invader- to use the 

militaristic metaphor so prevalent among people living with malignant disease. It may also be 

that treatment for malignancies can involve surgery, chemotherapy and radiotherapy, all of 

which require extensive cycles of treatment and have side effects that for some can be worse 

than the disease. Anecdotally, some people with malignant disease described a sense ofthe 

more harrowing the treatment the more they believed the treatment was being effective. 

Perhaps this explains the need to put themselves through all manner of treatments in the 

67 Seepage 149 
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search for a cure. (This is reminiscent of the old adage with regard to medicine- 'if it tastes 

bad it has got to be good for you'). Interestingly, the language used by those with non

malignant disease was not militaristic and there wasn't the same sense of needing to combat 

the invader. It is your own body that is letting you down, not an invasion of something 

foreign, yet experiencing a disabled body as alien has been identified in previous research 

(Kafka, 1937; Murphy, 1990). 

Treatments for non-malignant diseases seem to be less invasive and are designed to 

provide symptom relief, for example, oxygen, physiotherapy, regular medication where the 

side effects are less dramatic. Surgical interventions for those with malignant disease is to 

remove the disease often with a view to cure, whereas for non-malignant disease it is more for 

providing comfort and ease of symptoms, for example, inserting a rod into the spine of people 

with muscular dystrophy in order that their spine remains straight, so that their lungs don't 

collapse, enabling them to breathe easier, or cardiac bypasses or organ transplantation. While 

these surgeries are major insults to the body, the rehabilitation and healing process is focused 

on extending life, whether it be by months or years. There seems to me to be a paradox 

between being enabled to live as well as possible before you die and accepting the inevitable, 

that this disease will kill you, whether it be malignant or non-malignant. 

When the terminal phase of malignant disease is identified, families changed their lives 

whereas with non-malignant disease, they changed their lives on diagnosis, depending on the 

· speed of the progression of the illness. The terminal phase of non-malignant disease is less 

clear. Living with gradually increasing disability enables some families to adjust accordingly 

over time in a more measured way. On the whole however, families were left to get on with 

it. While the District Nurse, General Practitioner and Needs Assessors all visited regularly, 

time constraints did not allow for deep and meaningful discussions about what to expect. The 

literature identified this need for nursing guidance for caregivers (Phillips & Reed, 2009) and 

will be discussed further in this chapter under barriers to palliative care. The prognosis for all 

of the participants was dire; none would be expected to recover. Some were further along the 

illness trajectory than others and indeed all but one of the respiratory patients had died within 

six months of my interviewing them (within a few days in one case). One of the renal 

patients died at the hospice a few weeks after our interview. He was initially cared for in 

hospital and had to rely on family members to manage his affairs and tie up any loose ends 

which was distressing for him. This distress had been unrecognised at the time I interviewed 
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him but may have been resolved by the time he was admitted to hospice care. (He died at the 

hospice a few weeks later). 

The way in which families adapt depends on the extent of the way the family manages 

the psychosocial demands of illness and the available resources they, as a family, have 

available to them. The impact of an illness has a greater or lesser effect depending on the time 

phases of the disorder and where the individual and family are in their life cycle. Families 

·require uncomplicated access to services, education about the disease and how to provide care 

that recognises the needs of both the individual and the family. Many families want to be 

included in the coordination of care and have access to bereavement counselling after the 

individual has died to address the losses related to the illness (Rolland, 1994). While 

Rolland's work was carried out fifteen years ago, nothing seems to have changed with · 

families expressing the same needs in the present research. 

Friends, Neighbours, Colleagues 

In both malignant and non-malignant disease, friendships and social networks are 

irrevocably altered. As disease progression occurs, individuals focused more on their family 

and perhaps a few very close friends. Friends were excluded from end-of-life discussions and 

this may be a reflection of the 'next-of-kin' framework within which medical professionals 

carry out such discussions. This concurs with Young; Seale and Bucy {1998) with regard to . 

. friendships at the end of life .. It is the family who pass on anyrelevantinfori:riatibnto the 

wider social networks and sometimes carry out what is termed 'gate-:-keeping68
' as a way of 

protecting the individual who is sick. From the friends' point of view, some may avoid the 

individual due to their own discomfort about being confronted by the disease, often not 

knowing what to say so tend to stay away for fear of saying something upsetting. Further, 

there is the emotiona1 and physical energy required in maintaining relationships, particularly 

friendships, and people who are very ill may not have the energy to manage these, preferring 

to expend it on family and just getting through the day. 

Exploring friendships in the face of life-threatening disease is something that needs 

further investigation. While there has been some work done in relation to this69
, it is an 

68 In this context, gate-keeping refers to how much information is told and how much is withheld. 

69 See page 159 
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important facet in the lives of individuals who have life-threatening disease. People often 

found more support and encouragement from groups of people with similar diagnoses, for 

example the Cancer Society and Motor Neurone Disease Association, perhaps seeking 

comfort and reassurance that they are not on their own, and that there are others going through 

a similar experience. I wondered how useful these groups are in the terminal phase of 

disease. It is my impression that such groups provide very good support during the treatment 

stage in the expectation of finding a cure and disseminating information. However when an 

individual becomes terminal, do they put themselves into the category of 'other' as they feel 

they no longer belong in a group that is curative and so dissociate themselves? They are 

already the 'other' in society by virtue of their diagnosis. The way in which people grieve 

each other is more to do with the individual rather than the group, yet groups, especially for 

malignant disease,· do become supportive. While this was not expressly discussed in this 

present research, what was mentioned was that those who did access such groups, particularly 

on-line, didn't find them useful. This too could be the subject of future research. 

The work place is a further area of interest in the present research. I could find no 

information in the literature about the impact of a life-threatening diagnosis on the work 

environment, something that became personal to me during this research in my own work 

place with two staff members being diagnosed with cancer. In discussing their occupation 

with the participants of this present research, I found that for people with malignant disease, 

their employers did their best to accommodate the needs of the individual, enabling them time 

off for treatment and/or extended sick leave and to work from home when fatigue became an 

issue. This is as much due to the development of technology that enabled this as anything 

else (I wondered whether such accommodations would be made if the technology were not 

available). It was also dependent on the natlire of the work; those with more physically 

demanding occupations were provided with lighter duties and in one instance, the individual 

was asked to resign because of safety issues as her disease progressed. She was fortunate in 

that her insurance policy covered loss of income due to terminal illness and she was able to 

cash. in her policy. All but three of the participants with non-malignant disease were retired, 

so employment was not an issue, however having to take time off for sickness earlier, when 

they were working, was difficult for them. Of the three that were still working, one worked in 

her husband's shop on a casual basis; another had just completed a university degree and was 

contemplating what he was going to do in the future; and the other gave up her office job as 

the disease progressed to the point where she was unable to physically do the work. 



As far as I could ascertain, there were no support mechanisms put in place for work 

colleagues who had to not only take over the additional burden of work required when 

someone is absent, but also grieve the loss of a colleague who may have been there for a 

number of years and/or who held a pivotal role in the organisation. The ritual processes 

around the funeral became very important, particularly in the smaller work place, with the 

group receiving messages of condolence and interacting as a bereaved family. 
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My perception is that families, friends and work colleagues, in assisting the individual 

who has been diagnosed with a life-threatening illness, say 'we can do this' but when the 

process continues for too long, the demands of care-giving and of the work place, take their 

toll and quite profound adaptations have to be made to accommodate these demands. In the 

work place, people can be replaced, or, more accurately, someone else can be employed to do 

their job; in a family, that is much more difficult as valued family members cannot be 

replaced and no-one can do the job in quite the same way. 

Activities 

The common denominator in both malignant and non-malignant disease was the extent 

to which activities such as hobbies and doing things that matter were affected. Both groups 

were unable to sustain pleasurable activities for long due to the progression of their diseases 

and the limitations of increasing disabilities such as needing to take equipment everywhere 

they went or just being too fatigued. For many people the activities they enjoyed were part of 

their identity and not being able to do them was another loss to them, along with their health. 

For example, the participant with Multiple Sclerosis enjoyed doing craft activities but was 

unable to continue to do that because of her difficulty with moving her arms and hands. 

However both groups were able to do the things they felt were most important to them such as 

spending time with their families and preparing for their funeral for those who were closer to 

dying. 

Attitude/Spirituality 

Attitudinally and existentially there were quite marked differences in both groups. Only 

one person had strong religious beliefs which she expressed as enabling her to get through her 

ordeal and provided her with reassurance about dying and what would happen to her 



afterwards. For the others, it may have been that because they were not as close to dying, 

falling back on their beliefs may not have been an issue at that point. 
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All but one of those with malignant disease expressed the need to do everything they 

could to find a cure and expressed great hope of getting better. The one who did not, seemed 

to be more accepting of the prognosis and was just taking things in her stride. Interestingly, at 

the time of writing, she is the only remaining survivor of that group. 

Those with malignant disease felt a sense of abandonment once the diagnosis had been 

made prior to contact with the Oncology department, after which they felt supported. In 

earlier research (McKechnie, 2005) participants expressed a sense ofbeing abandoned after 

discharge from the· Oncology unit and before enrolment with hospice services. At that time, 

there was no palliative care service based at the hospital. For the participants of this present 

research, there is a palliative care service comprising a doctor (part-time) and a nurse (full

time), which seems to have helped the transition from curative to palliative care and from 

hospital care to hospice care. As an aside, I discussed referrals to the palliative care team in 

the local hospital with the nurse from that team, who initially said that there were increased 

referrals for people with non-malignant disease. However on closer scrutiny of fifty recent 

referrals, only one was for non-malignant disease. While the referrals were coming from 

departments other than Oncology, they were mainly for people with malignant disease and 

this provided an erroneous assumption by the palliative care nurse, that they were people with 

non-malignant disease. This confirms that, despite the recognition in the literature that 

palliative care services would be useful for people with non-malignant disease, they are still 

not being referred to the palliative care service. 

People with non-malignant disease in this present research did not have the same sense 

of abandonment after diagnosis as those with malignant disease because they continued to be 

cared for by their specialist and their General Practitioner. For them, there was more a sense 

of letting go because there was no hope that they were going to get better, (except in the case 

of the person with cardiac disease which was treated by a quadruple bypass). However for 

individuals with cardiac disease that is inoperable this may not be the case and I can only 

speculate on that because such people were not part of this present research despite the fact 

that the Cardiac specialist had indicated that he would refer them. This particular participant 

was referred by his General Practitioner. 
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Health 

As discussed earlier70
, all those with malignant disease were initially misdiagnosed 

while there was difficulty in diagnosing only one person with non-malignant disease. The 

diagnoses were made for those with malignant disease after extensive and invasive 

investigations whereas investigations were less invasive for those with non-malignant disease. 

While there was more certainty about progression in non-malignant disease, there was less 

certainty about the terminal phase. Living with malignant disease meant living with what 

some saw as the 'stigma' of cancer while living with non-malignant disease meant living with 

increasing disability and having to adapt to limitations in function as they occurred. The 

stigma of living with disability has been identified in some literature (Reid-Cunningham, 

2009), however this was not something that the participants with non-malignant disease 

expressed to me. For both groups, plans for the future had to be relinquished and lives 

changed accordingly, not only for the individual but also for their family. 

Services 

Despite the growth of specialist cancer services, for those with malignant disease there 

were still lots of issues which appeared to be unresolved, such as availability of services, 

particularly in rural areas. Asking for help was left to families from both groups in accessing 

community based services but it often wasn't until after a hospital admission that services and 

'equipment were put in place by health professionals who made decisions about what services 

would be provided. Families did not know what they were entitled to and in only one case did 

anybody take it upon themselves to inform them. 

Interdisciplinary Team Involvement 

A multi disciplinary team consists of a physician, nurse and allied health professionals in 

. one specialty, for example, Oncology, whereas an interdisciplinary team consists of health 

professionals from different specialties. 

There appeared to be no interdisciplinary team involvement for people with non

malignant disease. Participants were referred to hospital out patient specialist services by 

70 See page 122 
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their General Practitioner where they were seen by a specialist physician. Patients were 

maintained under this specialist care with the General Practitioner getting clinic letters after 

the visit. The specialists expected the General Practitioner to monitor the situation and 

arrange further services if necessary and follow up appointments were arranged as required. 

Equipment for the home was organised following a needs assessment. Some equipment was 

provided by the Occupational Therapy department and some by the Physiotherapy 

department. None of the participants had social worker or chaplaincy care as outpatients, but 

there may have been chaplaincy care when they were in-patients. They were maintained in 

their own homes in the community and contacted the District Nurse or General Practitioner 

should any problems have arisen. This process is generally the same whether a person has a 

life-threatening condition or not. I believe it is a rehabilitative model of care that may be 

perhaps an outmoded model of physical care, addressing the physical needs of the individual 

and, depending on the awareness of the holistic nature of palliative and supportive care by the 

General Practitioner and/or the District Nurse, occasionally the emotional needs of the 

caregiver. 

Care Plans 

'Patient centred care' dictates that patients be fully involved in treatment decisions about 

their care and treatment and be "fully informed". While the ethical implications of informed 

consent is not the topic of this thesis, care plans were discussed with people in such a way that 

maintained .the health professional as the expert who would guide them through the unknown 

liminal space they were inhabiting. However not even this promise was always fulfilled as 

some participants sought explanations and clarification from the researcher at the time of the 

interview. 

Practical assistance was provided by District Nurses, Occupational Therapists and 

Physiotherapy services following needs assessment. Home care services were dependent on a 

prescribed level of care with hours allocated accordingly rather than being fitted around the 

needs of families, for example, services providing the care workers stipulated when the 

workers were available. Two families paid their care worker privately for extra hours over 

and above those allocated by the service. All participants took care of their own financial and 

legal needs, relying on other family members to manage their affairs when they were not able 

to do so. 
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Coordination of care 

Care coordination was identified as an issue by the participants of this study, relying on 

the hospital system to provide what was required. When this worked well, everything ran 

smoothly, however communication difficulties were frequent, resulting in some families 

having to wait for necessary equipment and services. Having to coordinate the various people 

coming into the home was difficult for some. None ofthe participants with non-malignant 

disease had contact with a social worker either as an Inpatient or Outpatient, despite social 

work services being available in the hospital. The Counsellor for the woman with Motor 

Neurone Disease took it upon herself to coordinate the equipment and care providers going 

into the home which made everything easier on the family members providing the care. All 

ofthose with malignant disease had social worker input through the Oncology service. 

What has been suggested by several people (participants and other health professionals), 

both within this research, and anecdotally outside of it, is the establishment of a local care 

coordinator who can manage the needs of individuals and refer on to the palliative care team 

as appropriate. One could argue that this role is already being provided by District Nurses 

and Needs Assessors. However not all of these people have the ability to manage this aspect 

of care, not because of an unwillingness to do so but usually due to time restrictions, their 

level of training, and whether they have a good understanding of the palliative care approach. 

It had been my beliefthat this should be the role of a social worker, however a model that 

would fit really well with the people in this present research is using a patient navigator 

(Sofaer, 2009), who would be more appropriate in this role as it is more general, 

individualised and community based than merely the provision of services and equipment. A 

patient navigator is someone who provides information that would help the patient and their 

family surmount barriers while negotiating the health system. There is difficulty in defining 

the role of patient navigators, as there is some cross over in what they do with social work, 

care coordination, and needs assessment roles. Navigators are seen as reactive, trouble 

shooting problems as they arise during interaction with the health system (Dohan & Schrag, 

2005). 

While patient navigation has been a concept in the United States since 1999, and 

legislated there in 2005, development of the role has been difficult and it is only recently that 
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research is being published to evaluate the usefulness of such a role (Dohan & Schrag, 2005; 

Fowler, Steakley, Garcia et al., 2006; Schwaderer & Itano, 2007). 

The concept of a patient navigator was introduced by Dr Harold Freeman who designed 

the first programme aimed at people with breast cancer in 1995 which used community 

members to address barriers to screening, particularly amongst those from a deprived socio

economic background. A patient navigator programme for palliative care can address barriers 

to care and be applied independently of expected prognosis (Fischer, Sauaia, & Kutner, 2007). 

Fischer, Sauaia and Kutner concluded (as have I) that the 'one size fits all approach' to patient 

care is not effective. In smile communities, trust needs to be rebuilt towards the health care 

system through individualised care that increases the capacity of the individual to receive the 

best available care. 

Although the New Zealand health care system is different to the American system in 

that it is not insurance based, there are similar disparities to care experienced by those 

particularly from a lower socio-economic background and of different ethnicities. I found that 

participants who could afford to pay for their tests privately or who had private medical 

insurance were able to access services faster than those who had to wait in the public system 

which meant more certainty of diagnosis and faster treatment. Research is beginning to 

evaluate the role of a patient navigator and Schwaderer and Itano (2007)found that navigators 

guided patients through complex health care systems and identified and removed barriers to 

treatment which meant that patients were more likely to get treatment and adhere to it, making 

a difference to those who would otherwise fall through the cracks. In the New Zealand 

context, an evaluation of the use of a patient navigator role has been carried out on a pilot 

project using the Te Kahui Hauora Trust in Rotorua, Tamaki Health care, located in Auckland 

and the West Coast Primary Health Organisation. This project was specifically around 

provision of cancer care services, and I could find no information about similar projects being 

carried out for people with non-malignant disease. This evaluation found that this service as 

useful for patients and whanau and the feedback was overall very positive. However there 

were some issues noted with regard to implementing these services alongside already existing 

services and differences about how care should be provided. Evaluation of this project is 

ongoing over the forthcoming two years (Health Outcomes International, 2008). This overlap 

in roles has also been noted by Dohan and Scrag (2005). 



- Reactive: Seek solutions 
to a variety of problem:;; 
- Address individual 
patients only 

- Proactive: Deliver specific services 
-Address individual patients only 

- Reactive: Seek solutions to a variety of problems 
• Address individual patients and healthcarc system 

- Prooctivc: Deliver 
Spt."Clfic Services 
-Address individlml 
pati·ents and healthcare 
system 

FIGURE 11: The work roles of patient navigators and other health workers (Dohan & 

Schrag, 2005). 
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Given the level of inappropriate comments reported to me by participants in this 

research, the training of Needs Assessors in particular, needs to be examined further. None of 

the New Zealand trained allied health professionals, that is, Needs Assessors, Occupational 

Therapists, or Social Workers have specific training in the needs of people who are dying and 

their families. Palliative care training to date appears to be limited to the clinical nursing and 

medical professions and even these tend to be optional modules within their professional 

training structure. There is no evidence of specific mandatory training, but there are 

multidisciplinary options available at postgraduate level. There is really no incentive to have 

ongoing training and I would support the view that there is a degree of urgency for a 

mandatory and uniform undergraduate palliative care education for all health professionals 

would improve this situation. The Palliative Care Curriculum for Undergraduates Project 

developed in Australia identifies ways in which palliative care can be included in 

undergraduate curricula (2005) and this could be something that New Zealand education 

institutions might consider further. The lack of education of allied health professionals has 

become an important unexpected outcome of this thesis and could be a topic of further 

research. 
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Home as Public and Private Space 

The concept of home as public and as private space was something I wanted to explore 

in this thesis. As mentioned previously in the literature/1 in order for people to be enabled to 

stay at home for as long as possible, they had to endure a lack of privacy with health 

professionals coming and going and I confirmed this. What I observed was the way 

participants viewed this was variable. Those who wanted to die at home welcomed any 

assistance that was available to them. For those who had no expressed desire to die at home, 

help in the home was interspersed with hospital admissions. 

Privacy in the home is subjective. For most people, their home is their haven, a place 

where they can be themselves and not have to project what I call their 'public persona'- that 

image of ourselves we create when out in the public. The ability to maintain privacy is 

threatened by the coming and going not only of health care workers, but also family members 

and friends who may or may not be welcome. For many families, someone needed to take on 

the 'chore' of managing this coming and going to ensure the patient was not being tired out 

by the visitors. For hospitals and hospices, patient privacy and the need to rest seemed to be 

more respected. This may have something to do with a person at home being perceived to be 

more available without the institutional restrictions that need to be negotiated in the hospital 

or hospice environment. 

It seemed to me that the busiest time for families was shortly after diagnosis for both 

those with malignant and non-malignant disease when the news was spread around family and 

friends who gathered to show support and discuss what was going to happen next. After that 

period, for those with malignant disease, life seemed to settle into a routine of treatment in the 

expectation ofbecoming well again, depending on the nature of the malignancy. Services 

coming into the home increased as the terminal phase were identified and more help was 

required with a further flurry of family activity at that time. For those with non-malignant 

disease, again, depending on the nature and progression of the condition, services were put in 

place constantly on an 'as required' basis as the person's body deteriorated. While there was 

initial reaction to the diagnosis, families tended to gather as the disease progressed and care 

instituted accordingly with, to use health services jargon 'hospital level care' being introduced 

when the terminal phase was identified however the literature has shown that there is 

71 See page 175 
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difficulty in establishing this phase for people with non-malignant disease. One participant 

sold her home and moved in to a care facility due to the inability of her husband to care for 

her (he had Parkinson's disease) and her wish not to interrupt the lives of her children who 

remained distant. 

It is not possible to maintain the home as private space when caring for someone 

with a life-threatening illness as extra assistance and specialised equipment will always be 

required, particularly in this era of enabling people to remain at home in the community as 

long as possible. I do not have an issue with the concept of community care and people being 

able to die at home if that is their wish, however there does need to be adequate funding and 

resources in the community to achieve this and in some areas, particularly rural areas, there 

are notthe resources available to achieve this. This too could be the subject of future 

research. 

Section Ill: Theoretical Frameworks 

This research is grounded in a phenomenological framework which seeks to understand 

how people experience their life world while living with a life-threatening illness. The 

analytical process was interpretive and thematic. In order to make sense of the results I 

sought an explanation to make sense of the phenomenon identified. I examined frameworks 

which were compatible with the phenomenological method, the most suitable of which 

appeared to be liminality, and indeed, asking and answering the question about the extent to 

which individuals with life-limiting conditions inhabit the liminal is the main thrust of this 

thesis. The literature search revealed other models as options and these are outlined here. 

Complexity Theory 

Complexity theory was one that seemed appropriate to illustrate the findings as it had 

been previously suggested as being applicable to the palliative care context due to the 

unpredictable nature of disease progression, for example, total pain may be produced by the 

interaction of physical pain, anger, depression, social isolation, and that simply increasing 

pain relief medication may not be effective (Munday, Johnson, & Griffiths, 2003). 

Complexity theory concerns the 



behaviour of complex systems and processes. In complex systems 
interactions occur at a local level but can have input on the whole system 
through their influence on future interactions. Positive and negative 
feedback may lead to the amplification of some effects and diminution in 
others (p. 308), (Munday, Johnson, & Griffiths, 2003). 

In the context of internal medicine, Nardi (2007) stated that 

Complexity science suggests that illness (and health) result from complex, 
dynamic and unique interactions between different components of the 
overall system. In a patient, complexity involves the intricate entanglement 
of two or more systems, e.g. body-diseases, family socio-economic status, 
therapies. Complexity requires an understanding of patterns that are not 
predictable by traditional evidence and social knowledge (p. 365). 
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Does the theory of complexity explain what is experienced by individuals and their 

families as they inhabit the liminal zone of living with life-threatening/limiting illness? While 

this theory may explain the relationship between whole system processes (Callaghan, 2008; 

Munday, Johnson, & Griffiths, 2003) and the individual and the community, inhabiting the 

liminal does not alter the medical system, so I am not convinced that the theory of complexity 

adequately provides an explanatory framework forthe findings of this thesis. 

Illness Intrusiveness Theory 

A further possible explanation for the phenomena found is the "Illness Intrusiveness 

Theoretical Framework" developed by Devins (2006) wherein factors such as age, gender, 

cultural and socio-economic status may make the level of intrusiveness more or less, despite 

similar circumstances of the disease. 

That [symptoms of] disease, for example, pain, fatigue, disability and 
treatment factors ... influence psychosocial well being and emotional distress 
indirectly through their effects on illness which, in turn, directly influences 
these outcomes (p. 222). 
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FIGURE 12: The Illness Intrusiveness Theoretical Framework (Devins, Bezjak, Mah et al., 

2006) 

This seemed to me to provide a better 'fit' with the findings especially in providing an 

explanation for individual variability and experience in the contexts in which illness is 

situated, however the participants in Devins' study were cancer survivors. For those living 

with chronic life-limiting disease, the illness intrusiveness framework neither recognises the 

sequestering nature of illness nor the need to seek out particular places and spaces to receive 

care and/or treatment. I could find no literature suggesting that this framework has been 

applied specifically in the palliative care setting. 

Transition Theory 

Emerging from the nursing tradition is transition theory, which recognises that the 

illness experience places people into a series of transitions at several levels. Described as 

complex, transitions affect multidimensional areas of life. Essential properties of transition 

experiences have been identified as awareness, engagement, change and difference, time span, 

critical points and events. "Changes in health status may provide opportunities for enhanced 

well-being and expose individuals to increased illness risks, as well as trigger a process of 

transition" (p. 12), (Meleis, Sawyer, Im et al., 2000). This theory recognises the vulnerability 

of individuals as they experience transition. Given that the rites of passage through liminal 

states could also be described as transition states, does this theory provide an alternative 

explanation to the findings of this present thesis? The way in which people experience 
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transition determines the conditions that expose them to potential damage. "Transitions are 

both a result of and result in change in lives, health, relationships, and environments"( p. 13). 

This theory had been applied in a study on family care giving of people receiving 

chemotherapy treatment for cancer. What was found was that patterns of self care and 

caregiving 'shifted', revealing a fluidity of care involvement during the transition in to care 

roles. This is something also identified in the literature with regard to the 'shiftiness' of the 

way a person copes with death (Wright, 2003) or the 'shifty' liminality identified by Jackson 

(2005) where there is a constant movement back and forth across institutional boundaries. 

Coming out of different disciplines, transition theory from nursing and liminality from 

anthropology, they could be interchangeable, however transition theory provides a more 

simplistic explanation of the illness process and coming under the 'clinical gaze' whereas 

liminality recognises the reciprocal nature of the actions of all those involved, the patient, 

informal and formal caregivers, and the medical system. 

After examining these theories and applying them as a way of explaining the results, I 

found myself returning to the phenomenological framework for this study and Van Gennep's 

(1960) Rites of Passage and Turner's (1990) Liminality. While there are other theories. 

available that could provide possible explanations, such as the family systems model and 

anthropological theories of deviance and stigma, and social constructions of disability and 

illness, in the spirit of pragmatism, complexity theory, illness intrusiveness theory and 

transition theory seemed the most appropriate in the palliative care context. While no one of 

these fully explains the results, they all partially clarify the findings. For example, because of 

the complexity of the experiences of the participants, complexity theory potentially explains 

the results. Illness intrusiveness theory partly explains the effects of illness on the lives of 

people living with a life-limiting illness and their social networks, and transition theory partly 

explains the way people transition from person to patient and from living to dying. The 

present research goes further in that it has identified diverse dimensions of liminality 

experienced by participants as they move 'betwixt and between' the different liminal spaces 

in the course of their illness trajectory. 
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Theory of Liminality 

As noted in the literature review72
, liminality is derived from the Latin 'Limen', 

meaning 'threshold', and is classically defined as "the threshold, betwixt and between, where 

ritual is experienced as an action that restores"(Van Gennep, 1960). 

Tempest and Starkey (2004) define liminality as "the ambiguous condition of being 

between, at the limits of existing social structures and where new structures are emerging" 

(p. 509). A liminal person is one who is ambiguous and capable of upsetting the normal, 

crossing institutional boundaries with a continuous coming and going, reminiscent ofthe 

'shifty' liminality described by Jackson (2005). For the organisation, that can be a positive 

instrument for change in existing structures and disruption oftheir being taken for granted. To 

the individual, it offers mobility through a range of different experiences which can enhance 

learning. People who are living with life-limiting illness come and go in the hospital and 

hospice environment and challenge their institutional boundaries. Boundaries at home are 

challenged too, as it becomes both a public and private liminal space. Living with liminality 

will be discussed in the final section of this chapter. 

Just as there are personal and social (or cultural) aspects in the experience ofliminality, 

so too there are personal and social (or cultural) aspects in the concepts ofhealth and illness. 

When diagnosing illness, physiological changes are noted and examined and the relationship 

of culture to illness. defines normality and abnormality in the way illness is recognised and 

treated within a particular society. The process of becoming ill is always a social one and 

requires other people to validate that the person has become ill in a socially accepted way 

(Helman, 2007). 

Section IV: Illness Trajectories and the Good Death 

The illness trajectories of diseases are different and in themselves could present a 

barrier to the provision of good palliative care. Cancer is the most likely disease to have the 

terminal phase more readily identified however there can be delays in accessing palliative 

care services for a variety of reasons, despite an acknowledged need for earlier referral. Some 

ofthis could be the reluctance of the individual and/or their family to discuss such referrals 

72 See page 63 
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due to a lack of understanding of what that means. With advances in treatment, some forms 

of cancer have now become more like chronic diseases in their behaviour and there are 

increasing numbers of people surviving cancer. For those who don't, there is a gradual 

deterioration with a more rapid acceleration towards death accompanied by an associated 

rapid transition from curative to palliative treatment, something that could possibly be made 

smoother by an earlier introduction to specialist palliative care services. 

0% 

FIGURE 13: 

Cardiac/lung disease 

Chronic 
degeneratiVe 
cohdlt[ons 

Years 

Conventional care 

Palliative care 

The pathway of conventional treatments and palliative care in major terminal 

diseases (Maddocks, Brew, Waddy et al., 2005). 

In Figure 13, Maddocks has palliative care being provided throughout the course of 

chronic degenerative conditions, however for those in this present research, this was not the 

case, with palliative care, if requested at all, being provided only at the end of life. What 

Maddocks is indicating here, particularly with chronic degenerative conditions is supportive 

care. This is an important distinction because there is some debate emerging about the 

difference between supportive and palliative care, with both terms being used 

interchangeably. Some areas are using both terms, for example, Flinders University in 

Australia has a Department of Supportive and Palliative Care. Ahmedzai and Muers define 

supportive care as. 

The multidisciplinary holistic care of patients with chronic and life-limiting 
illnesses and their families - from the time around diagnosis, through 
treatments, aimed at cure or prolonging life, and into the phase currently 
acknowledged as palliative care" (Preface) (Ahmedzai & Muers, 2005). 
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I would define supportive care as taking place prior to the terminal phase, for example, 

people with disabilities live long lives while receiving supportive care. People receiving 

palliative care are those who you would expect to live less than twelve months. This begs the 

question of the relationship between palliative care, supportive care and the good death. 

While not an overt topic of enquiry for this present research, the good death has presented 

itself through the analysis as something to be considered when discussing the goals of 

palliative care. 

The Good Death 

The time for dying is a time for questions that shake the foundation of one's 
existence and threaten to expose the emptiness of one's deepest dreams. 
These questions may be only sensed anxiously, or they may be lucidly faced 
in all their starkness. Believing and hoping are acts of the human spirit, 
ways of enduring, of rising above such questions, acts that no one has ever 
once and for all explained (p 902), (Roy, 2000). 

Despite all the progression that has been made in the care of people who are dying since 

the 1960s, there still remains considerable debate about what constitutes a "good death'm. 

That may be something that will never be able to be defined as just as everyone lives a unique 

life, then so their death will be unique. In A Social History of Dying, Kellehear (2007) 

describes how the process of death has changed over the centuries, noting in particular how 

· dying has changed from a community event to one that is a private and sequestered process. 

What is evolving now, is the desire for people to stay at home to die, a return to Aries' (1974) 

description of a person centred death where the individual directs proceedings as best they 

can, however, as already exemplified in the literature review, preferred place of death as 

taking place at home is not always feasible and depends on available resources and the will of 

the family caregivers to allow that to happen. 

The good death ideology of the hospice movement in Australia and other Western 

societies has become increasingly replaced by palliative care, in the context of a hierarchy of 

care which prioritises the physical management of symptoms (McNamara, 2004). Yet the 

definition of palliative care stated earlier includes psychosocial and spiritual support for 

people who are dying and their families. The question, as discussed by McNamara, revolves 

around the paradox between living well and making choices in the process of dying, or dying 

73 See also page 17 
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well by becoming socialised to death. Certainly the belief of Hospice New Zealand is that it 

enables people to 'live every moment' •. thereby reinforcing McNamara's argument with 

regard to the "moral imperatives" between "acting and not acting" and the discourse of 

palliative care specialists that "there is always something more to be done" (p. 936). 

In critiquing the good death, Hart et al (1998) note that a 'good death' is defined by 

formal caregivers as one of awareness, acceptance and preparation for death with a peaceful 

dying. Conversely, a 'bad' death was seen as a failure, the responsibility for which was laid 

at the feet of the individual, family or even society's 'denial of death'. A 'good' death for the 

participants of this present research was one where they would ''just slip away peacefully" 

pain free. 

Discussing the postmodem construction of a good death and its emphasis on patient 

choice and autonomy, MeN amara (2004) notes that the biomedical response to symptom 

management offers a routine response to the uncertainty of dying while the psychosocial and 

spiritual aspects of facilitating a good death produce less certainty. She states that 

socialisation to death has become unfashionable with people who are dying being "expected 

to live well until they die and make their own choices in this process" (p. 936). I wondered if 

such expectations put pressure on families to enable their family members to 'die well'. 

Certainly for the participants in the present study with neuromuscular disease, such discourse 

was not overt. There was more a sense of powerlessness when faced with the relentless 

decimation of their bodies as the disease progressed. Living well meant adapting to the 

changes as they occurred supported by available caregivers and services. 

Section V: Models of Care 

In the past, models of care were developed and adapted in a pragmatic way. More 

recently, models of care have emerged in different countries, all striving to enable an 

individual to have as good a death as possible under the circumstances. However all of these 

are provided at different times in the illness trajectory. What has been identified in this 

present research is that a model of care needs to be developed to be introduced earlier, 

targeted to individual needs that adapts throughout the process from diagnosis to death and 

can be used for both malignant and non-malignant disease moving seamlessly from 

supportive to palliative care. At present, models of care have been developed around the 
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needs of malignant disease and have been adapted for non-malignant disease with varying 

levels of success. The risk with all of these however is that such pathways of care run the risk 

of becoming a routine 'one size fits all' process, and, once established, may not cater for 

experiences outside ofthe norm as exemplified by the development of the hospice movement 

around cancer care and then having to adapt the model of care in order to apply the hospice 

philosophy for people with non-malignant conditions. All the models however do not refer to 

any disease in particular even though the research that led up to their development was mostly 

with regard to care of people with malignant conditions. 

Some palliative care services in New Zealand have adopted the Liverpool Care 

Pathway7
\ and others are developing the Gold Standards Framework75 but there is no 

cohesive pathway of palliative care developed for use specifically in the New Zealand 

context. We continue to adopt or adapt off-shore practices which may, or may not, be 

relevant to the New Zealand setting. In reviewing the models of care for the literature review, 

I would support the use of the Comprehensive, Adaptable, Life affirming, and Longitudinal 

model of care76 which can be applied at any time in the illness trajectory and continues 

through to bereavement services for the family. It seems a more flexible individualised 

approach to care through which a patient navigator can guide the person with life-limiting and 

life-threatening disease and their family, to enable the best possible death. 

Barriers to Palliative Care 

The comparison in the present research between non-malignant and malignant disease 

confirms what has been previously identified in the literature77
, and that is that people with 

non-malignant disease are as equally in need of the multidisciplinary focus of palliative care 

as those with malignant disease. However, there are ongoing barriers to receiving such care, 

not the least of which is the perception of the specialist who, while agreeing that a palliative 

approach would be useful, tended only to refer patients with malignant disease to palliative 

services (as attested to earlier by the palliative care nurse). Despite palliative care services 

existing in the clinical setting for people with non-malignant disease, the specialists preferred 

to take care of such people themselves, perhaps in the belief that they can provide the care 
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that is needed. This was certainly the case with the Respiratory Physician and the General 

Practitioner that were interviewed for this present research. However hospital specialists may 

not know enough about palliative medicine as a discrete medical specialty, having only been 

recognised as such in 1987 in the United Kingdom and 2001/2002 in New Zealand 

(MacLeod, 2004). While registrars and General Practitioners go to palliative care education 

seminars, hospital specialists only attend occasionally. In New Zealand the concept of 

hospital palliative care teams has been slow to develop. Dunedin Hospital, which is a tertiary 

teaching hospital, was one of the last to establish a palliative care team. 

Barriers noted in the literature have been identified as 

• Persistent gaps in non-hospice services in the community 

• Education and support of primary health care providers 

• Institutional practice of hospice and non-hospice services 

• Tensions between the roles of hospice, palliative care team in the hospital, 

General Practitioners and non palliative specialist physicians 

• Education and support of family care providers 

• Generic versus individual care 

• Complexity of needs of people with non-malignant disease 

• Conflict between hope for a cure versus acceptance of palliative care 

• Uncertainty of prognosis 

I will now discuss these and apply them to the lived experience of the participants in 

this present research. 

Persistent gaps in non-hospice services in the community 

One of the issues identified both in the literature and in this present research is the 

appropriate time of referral to palliative care and/or hospice services. This was discussed by 

Teno and Connor (2009)who, although in the American context, compared hospice and 

hospital based palliative care services, noting the variation not only in level of service but also 

in quality of care. The primary care physician is usually the one making this decision. In the 

context of the present research, the General Practitioners involved with people with non

malignant disease felt they were providing 'good enough' palliative care themselves with the 
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assistance of the District Nurses and would refer families to hospice or hospital services when 

they (the General Practitioner or District Nurse) felt it was appropriate. 

What I found was that the level of palliative care being offered in the community was 

variable, depending on the personnel and services available and it was the health 

professionals, not the families themselves who were making decisions about what services 

were being offered. This may be a reflection of the health system in Otago where Needs 

Assessors identify what it is that people need and make the appropriate arrangements. One 

gap that I did identify was that the provision of formal carers was allocated on an hourly basis 

according to the availability of the carer rather than whether that time was the most suitable 

for the family. For example, the young man with Muscular Dystrophy received ten hours 

carer support a week. However his mother, by mutual arrangement with the carer, negotiated 

how these hours were to be used and just filled out the agency form for two hours a day which 

is what the agency expected so that she didn't have to justify to them why the carer was being 

used in such a way. It was fortunate that this carer lived locally and was able to be flexible. 

This flexibility enabled his mother to work part time which was important to her identity as a 

person. This mother also identified that a night carer would have been more useful as her son 

had to be turned every two hours while lying down at night and carer support would have 

enabled him to live independently from his parents which is something he wanted to do. In 

another instance, formal care was provided for six hours a day; however the spouse was away 

at work for eight hours so the family paid the extra hours themselves as the person could not 

be left alone. This family had the financial resources to be able to do this, however one 

wonders what happens in families where this is not possible. 

Another gap that was identified was waiting for test results and referrals to specialists, 

and waiting for procedures, particularly for those with malignant disease. That may have 

been due to the nature of the symptoms, in that they tended to be less defined than for those 

with non-malignant disease. Being left without support after being given bad news was a 

further gap where even something as simple as being offered a cup of tea might have helped 

while people were absorbing the information, rather than being left on their own in hospital 

rooms or going out into the street. I would suggest that this would be an appropriate time to 

introduce the patient navigator. 
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Education and support of primary health care providers 

In New Zealand, there is no mandatory requirement for health providers to have specific 

education in palliative care. Participation in courses provided by universities and Hospice 

New Zealand is voluntary and there is no extrinsic incentive to take part in these. On 

discussing the situation with the Counsellor interviewed for this thesis, she described the way 

palliative care education is provided in the United Kingdom, where she was trained. While 

there are specific modules, general topics such as palliative care are included in all papers. 

This should be the case in New Zealand, as palliative care is part ofthe experience of all 

health professionals working in the community, whether they are General Practitioners, 

Nurses, Social Workers, Occupational or Physiotherapists or Needs Assessors. Hospices do 

provide community training programmes, but again, these are not mandatory and are most 

commonly taken up by nurses (Talbot & MacLeod, 2009). 

Institutional practice of hospice and non-hospice services 

Because this thesis focuses on people who are not actively receiving hospice care, I 

haven't made a detailed examination of the institutional practice of the hospice. The current 

system with regard to out of hours care for most general practices in this city is that people go 

to the After Hours Doctors service who assess them and then refer them to the hospital for 

admission if that is what is necessary. Even so, they still need to progress through the 

emergency department and, particularly for people with non-malignant disease, often have to 

wait there for some considerable time before being processed for admission to the ward or 

being placed in an alternative institution such as an aged care residential facility. This is often 

an inappropriate placement for a younger person. 

One of the points that arose in the interview with the Oncologist was the institutional 

practice of the hospital during the investigation period prior to diagnosis for malignant 

disease. He made the point that people with cancer were treated the same as everybody else 

prior to being referred to the Oncology service and that this was a barrier to instituting early 

treatment. He wasn't sure how this could be addressed. Once under the Oncology service, 

their management proceeded very quickly. Defining who is urgent or not, can be haphazard 

and often left to clerical staff (dependent on the information provided in the initial referral 

letter) who allocate appointment times in what are often over-stretched clinics. This could be 
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resolved by better staffing by District Health Boards and/or improving the amount of 

information that is provided in referral letters. However it is my perception that people 

actually do the best they can with the resources available to them, yet are still focused on the 

requirements ofthe institution, rather than the individual needs of patients and their families. 

The inflexibility of care agencies due to bureaucratic procedures is a barrier to receiving 

care, where care is provided on the basis of an allocated number of hours rather than what it is 

the family actually needs and, as discussed previously, families were finding their own ways 

around this. 

Tensions between the roles of hospice, palliative care team in the hospital, General 

Practitioners and non palliative specialist physicians 

I found some tension between the Oncology service and general hospital services and, 

there were tensions expressed from the families' point of view, with some saying they didn't 

know what they were entitled to by way of services and respite, and others identifying health 

professionals as not listening and doing what they (the health professionals) thought was 

needed. The specialists for those with non-malignant disease who were interviewed preferred 

to look after their patients themselves and referred those with malignant conditions to the 

palliative care team, confirming the notion that palliative care is for people with cancer 

despite a recognised need, both in the literature and in this present research, for palliative care 

for those with non-malignant conditions. 

Education and support of family care providers 

Family members, who had worked in the health field, understood what was required of 

them in taking care of the individual, however many had no idea about this and had to learn. 

As noted in the literature, becoming familiar with equipment was the most often expressed 

need along with understanding about medications. As mentioned previously, health workers 

taking the time to explain and educate family carers were appreciated however this seemed to 

me to be dependent on the personality of the people concerned. While it may be part of 

standard practice, it seemed that insufficient effort was put in by health professionals to 

ensuring that patients and families understood what was required of them and knew who to 

contact in the event that further help was required. The fact that some participants sought 



information from the researcher in the course ofthe interviews suggested that they hadn't 

understood the information provided to them or hadn't absorbed it and I could find no 

evidence that anybody had attempted to follow up on this. 
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Navigation through the health care system has been described as "the process by which 

patients/caregivers move into and through multiple parts of the health system to gain access 

to services for a successful outcome" (p. 765). Based on organisational theory78
, navigation is 

difficult and providers need to be aware of the difficulties patients and their families face, 

especially when they are vulnerable. Patients are unlikely to perceive that they are receiving 

patient centred care ifthey experience their health care as difficult and confusing (Sofaer, 

2009). 

Generic versus Individual Care 

There is no generic way of dying or even ofliving with life-limiting illness. Care 

pathways, by their very nature, are generic and I would suggest that they be used with caution 

in such a way that palliative care does not become further medicalised and technical. Like 

Seymour et al (2003), I found that the guidelines for service provision should be informed by 

the preferences and needs of patients and their families. 

Rationing of services by District Health Boards does not enable individual care however 

there is a move in the disability sector for families and individuals to hold the funding 

themselves and manage it in a way that best suits their needs (Ministry of Health, 2003). 

Known as Individualised Funding, it is an arrangement that enables people who are disabled 

to hold and manage their funding allowances. However assessment is still required by a 

Needs Assessor and while the Ministry stipulates that these assessments should include the 

views of the person being assessed "It is particularly important in individualised funding 

assessments that they are not 'done on' people but with them" (p. 8). The evidence I obtained 

from this present research showed that individualised funding was not something that was 

even discussed in the needs assessment process and, indeed, from the conversations I had with 

participants, I had a sense that needs assessments were being "done on" people with little 

78 Which is that all organisations have to specialise so tasks are carried out with technical effectiveness 
and efficiency and they have to integrate and coordinate so that when results are dependent on 
contributions from multiple specialists, they are willing and able to work together effectively and 
efficiently (Sofaer, 2009). 
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input from the individuals concerned. Including people receiving palliative care in the 

community in the individualised funding model, would enable them to purchase the services 

they require rather than having assumptions made by health professionals about what it is that 

individuals need. Perhaps because individualised funding had been developed around people 

with disabilities, people receiving palliative care are not considered as having disabilities 

therefore are considered to not qualify, even though many of them experience ongoing and 

progressive disability. 

Complexity of needs of people with non-malignant disease 

The needs of people with non-malignant disease are complex and may be ongoing over 

many years. This may contribute to the difficulty in defining when palliative care should be 

instituted with this group. As discussed earlier, decisions need to be made about when 

supportive care evolves in to palliative care. The New Zealand Palliative Care Strategy 

(200 1) recommends that palliative care be generally available to people who are likely to die 

within twelve months, however for the participants of this present research, while they were 

expected to die within that time frame, none of those with non-malignant disease were 

referred to palliative care services, yet many were receiving palliative treatment, for example, 

oxygen and comfort cares. 

It is a concern to me that there continues to be a reluctance of specialists to refer their 

patients for palliative care. While on the one hand, this is yet another person to tell the story 

to, on the other, the institution of good palliative care for people with non-malignant disease 

may mitigate the discomfort and anxieties associated with their disease for not only the 

patient but also the family. The woman with motor neurone disease in this research was 

receiving good palliative care only because her Counsellor took it upon herself to ensure that 

good care was in place because she, herself, had a good understanding of the requirements of 

palliative care from her prior training in the United Kingdom. 

Conflict between hope for a cure versus acceptance of palliative care 

The definition of hope is having an inner strength which provides coping. Informal 

caregivers' experience of hope seems to be different to patients in that they hang on to hope as 

a process that provides them with a means to keep going from day to day. Hope can be 
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eroded by experiences with the health care system, receiving negative messages and having 

bad days (Holtslander, Duggleby, Williams et al., 2005). The discussion about hope in this 

present research by the caregivers reflected this. 

For the participants hope ranged from the hope for a cure from scientific research to 

hoping for a peaceful end. I didn't get a sense from any of those with non-malignant disease 

that they did not accept that they were in the terminal stages of their illness, and indeed one of 

the stipulations by the Ethics Committee was that participants understand this. Therefore all 

participants had a good understanding of their prognosis. For those with malignant disease, 

they all accepted that they were going to die, however most still kept hoping for a cure from 

complementary and alternative therapies. This is a curious paradox between understanding 

and acceptance which may be due to the nature of hope and a way of making sense of the 

liminal spaces they moved in to and out of during the different stages of living with life

threatening disease. 

Uncertainty of prognosis 

Prognostic accuracy is always going to be a barrier because of the emphasis of the 

medical model on cure and the focus on a "reactive, repair approach" (Grande, Stajduhar, 

Aoun et al., 2009). At the times when I interviewed participants, only one had a clear idea of 

her prognosis and was actively preparing for her death which she expected to take place 

within a few months. For those who had been given a 'best guess' by their specialist, they 

appreciated having the time to be able to put their affairs in order, reflecting what I found in 

the literature with regard to prognosis and having discussions about what to expect at the end 

of life. 

Summary 

It could be said that throughout this discussion, I have been somewhat critical of health 

professionals and I recognise that they do the best they can with the resources available to 

them. However nothing is going to change if people accept that 'there is nothing more that 

can be done' and that the health professionals are content that they are providing the care that 

their patients need. A constant thread throughout this thesis is that patients and their families 
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are still identifying issues that need to be addressed despite the belief by health professionals 

that they are doing their best. 

Section VI: Inhabiting the Liminal 

The concept of liminality offers greater explanatory power than marginality in referring 

to the positive and negative changes of fluid and structurally ambiguous roles in illness 

experiences. Applying this to the political dimensions of the bioethics consultation, Dzur 

(2002) felt that liminality is a better descriptor than marginality in that the latter implies 

powerlessness and lack of status. By its nature, bioethics is a complicated field with multiple 

sources of expectations and a lack of clear guidance in meeting these expectations. The 

medical encounter, however, has very clear expectations. Marginality could be placed 

alongside liminality as a person does have a certain degree of powerlessness during the 

process of investigation, diagnosis, treatment and prognosis. At the end, at death, it is the 

disease that appears to take control. While the person who is dying may seem to be 

completely powerless, resignation about the death is more common. I use the term 

'completely' here advisedly as anecdotally there abound stories of people who have chosen 

not only their time of death, but also the people who are with them when they die, reflecting 

the need for some people to remain in charge of their dying (Carter, MacLeod, Brander et al., 

2004). 

In discussing the Anthropology of Disability, and liminality as it relates to people with 

disabilities, Reid-Cunningham (2009) used Robert Murphy's (1990) description ofhis own 

process of becoming gradually paralysed as a series ofliminality rituals which stripped him of 

his social status. Murphy et al (1988) maintained that experiencing disability equated to 

experiencing losses and people who are disabled move from one kind of separation to another 

as they are made better but never whole and remain liminal people. 

The participants in this present research became marginalised as liminal characters 

inhabiting a complex liminal zone as the 'other' outside of society and, for those who were 

not retired, outside usual economic activity. Their bodies and homes became contested space 

between the disease, the treatment and the intentions of the health professionals they came in 

contact with. Van Gennep (1960) and Turner (1990) described liminality as a passage where 
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individuals move from one state to another, however, examining liminality in the health 

context for the participants of this present research, they came and went 'betwixt and 

between' liminal spaces and places but the question is did they ever leave liminality? I do not 

agree with Froggatt's (1997) premise that people who are dying inhabit a temporary liminal 

state which ceases once they have died. In fact they, and their family members, continue to 

live in a new liminality of bereavement with the uncertainties of where they are going to go 

and what are they going to do. A person's social identity lives on after physical death. The 

ritual around the dying process orders the experience where memories are invoked and 

meaning is sought from the death as opposed to the ordeal of the unstructured nature of 

coping with the experience itself (Hawkins, 1999). "Death brings one person's journey 

through life to an end It also ushers in the next stage of the journey for those who are left" 

(p 276) (Cairns, Thompson, Wainwright et al., 2003). 

Thinking about the way institutional spaces are described, can the hospital or clinic be 

seen as sacred, profane, mundane or liminal? I consider that it has aspects of all of these. 

Sacred because medical 'miracles' do happen there, where people are cured and restored, 

albeit changed in some way. Profane, because medicine can be messy and bodies leak, to use 

Julia Lawton's (2000) metaphor, and can be smelly and revolting, often becoming polluting 

and dangerous (Douglas, 1990). As for the mundane, working in these places becomes 

everyday for the people who work there in whatever capacity. Most importantly, from the 

aspect of this thesis, it is a liminal space to where people are removed from their social 

responsibilities, becoming either well or not, reflecting Charmaz's (1983) study on suffering 

in chronic illness 79
• 

One of the premises of this thesis is that medical professionals, especially doctors and 

nurses, assist people with crossing the liminal space in which they find themselves. As the 

'experts' they are the people who work in that space every day and so are familiar with it and 

the rituals of the medical encounters that take place there. It was a surprise to me to come 

across a paper which described discussing end of life options with families as threatening, 

leaving the doctor frightened and unable to cope. While doctors and nurses act as 

professionals, they are also human beings vulnerable to the dynamics of communication 

(Leskuski & LeGrand, 2006). A more positive outlook on the doctor patient relationship was 

discussed by Carson (2002). He described liminal space as a place of ambiguity and anxiety 

79 See page 228 
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and when illness threatens, people seek out doctors who will provide an understanding of 

what is happening to them so that they can maintain a sense of themselves as whole while 

being 'other' and still belonging to the world ofthe living. Being ill is normal in a medical 

environment and being well is normal in a social environment. What we have with the 

participants in this present research is a paradox between being ill in their social environment 

as well. The question is, is that enough to be considered to be inhabiting the liminal and/or 

being liminal personae? 

Once the liminal state is entered, in the case of people with terminal disease, there can 

be no return to the preliminal state. Transposing Meyer and Land's (2005) application of 

threshold concepts to the medical encounter, similar negotiations seemed to occur in 

participants with life-limiting disease. For example, the extent to which they use health 

professionals to help them acquire knowledge about their illness and transition to a new 

identity in the community. Health professionals are the experts who determine the 'rights of 

passage' undertaken by patients and their families (Long, Hunter, & van der Geest, 2008) in 

the liminal space that is the hospital, home or General Practitioner's office. 

The Medical Encounter 

Hospitals are ultimately liminal spaces, where people are removed from 
their day to day lives, taken into a betwixt and between space of being 
diagnosed, treated, operated upon, medicated, cleansed etc. For many 
people, hospitals are places in which their previous identities as a healthy 
person, as a mobile person, as an immobile person, are stripped bare. New 
identities such as a cancer survivor, a more mobile person with a new hip, a 
rehabilitated person with one less limb are forged .. .In hospitals, medical 
experts determine the rites of passage undertaken" (p. 73) (Long, Hunter, & 
van der Geest, 2008). 

Hospitals are distinctive institutions and are complex, constantly changing 

environments. The lay population knows little about what really goes on in hospitals (unless 

they have had some prior experience) and there is always a tension between ethical principals 

and the realities of medical practice (Finkler, Hunter, & Iedema, 2008). An example ofthis is 

the way in which patient care is accomplished in intensive therapy units. These units are 

ambiguous by the nature of them being on the boundary between life and death. Bodily 

boundaries are violated with vital systems being opened up to the gaze of those caring for 

them. Patients are sequestered from the rest of the hospital so that managing the margins of 
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blood, breathing and pollution in a potentially dangerous area can be done in an environment 

informed by evidence based practice with symbolism and ritual as part of the work (Philpin, 

2007). 

The classic definition of ritual is "standardised ceremonies in which expressive, 

symbolic, mystical, sacred and nonrational behaviour predominates over practical, secular, 

rational and scientific behaviour" (p. 335) (Katz, 1981 ). Although in an examination of 

ritual in the operating room, Katz discovered that ritual "contributes to the efficiency of a 

technical, goal-oriented, scientific activity, such as surgery, by permitting autonomy of action 

to the participants and enabling them to function in circumstances of ambiguity" (p. 336). 

Ritual establishes clear boundaries and is enacted during periods of transition when 

boundaries are unknown. Without boundaries imposed by rituals, participants don't know 

how to respond in a given situation, they lower ambiguity and allow autonomy to function, 

proclaiming that something is in one category and not another. The ritual of the medical 

setting has no continuity of value outside of that setting. Yet Van der Geest (2005) argues 

that. 

Biomedicine represents the basic values of local cultures. It is a 'space ' 
where doctors, nurses and patients find their deepest convictions and values 
demonstrated and confirmed. Hospitals and other medical institutions thus 
become secular churches where people perform acts and speak words, 
which express and recreate their belief in the canons of ultimate truth (i.e. 
science and biomedicine) (p. 145). 

The process of the transformation from person to patient commences when an 

individual notices changes in their body. The anxiety that this engenders causes one to 

monitor the body and becomes the first part of the process. At this point the person is standing 

at the threshold with what may (or may not) be clearly defined symptoms. Certainly for those 

with malignant disease in this present research, this monitoring involved initially seeking a 

non-medical reason for the bodily changes they were experiencing. At this point prior to 

diagnosis, all people, whether eventually diagnosed with malignant disease or non-malignant 

disease either became anxious enough to seek a medical explanation or were forced by 

circumstance of the way the symptoms were affecting them to do so. Their daily lives were 

disrupted enough for them to seek reassurance that there was nothing seriously wrong with 

them. 
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The threshold of the waiting room denotes the space between health and illness. It is a 

secular space open to the public gaze however incorporates the ritual elements that define 

ways ofbehaving in such a space. One 'waits' to be taken into the sacred space of the doctor's 

office, bringing with them not only their present concerns but experiences of past encounters. 

The ritual of the medical consultation then takes over, defining the roles of both the doctor 

and the person. 

Following on from this encounter in space and time, the person is referred for further 

investigation prior to being seen by specialist services who take over the care of the person 

who, by now, has been ritually defined as a patient. A patient is defined as a person who 

receives treatment and implies a duty of care and passive involvement in the process (Martin, 

2006). The underlying arrangements of both the General Practitioner's office and the hospital 

outpatient office are the same. There is the same ritual of obtaining the medical story with the 

patient as both narrator and principal character in the story which is interpreted into a medical 

history that is recorded (Berg, 1996) thus institutionalising the person as patient running 

parallel to the life world, focusing on symptoms, treatment, diagnosis and prognosis. The 

medical records that I examined for this present research were, to a greater or lesser extent, 

simply factual data of the person's progression through the ritualised encounter within the 

medical system and provided no insight into the phenomenological experience of either the 

patient or the recorder. 

The medical encounter includes actions that transform a person to a patient where they 

become threshold people, obeying instructions 'in order to become well again', to use Frank's 

(1999) restitution narrative. However if restitution is not possible, the turning point of a 

change of status from being a regular patient to one who is dying. Embarking on the illness 

trajectory, the person navigates the physical passage through departments and wards, where 

normal life is suspended and they endure unpleasant ordeals. This sequestering of people as 

they cross physical and emotional thresholds not only strips them of their status, but also frees 

them from the constraints of their life world so they can heal. Making sense of the chaos that a 

life-threatening illness engenders is not out of place in the hospital setting. 

The liminal zone of the medical encounter is controlled by threshold guardians who 

play an intermediary role in the relationships of care (Duffy, 2005). These include, for 

example, receptionists who control entry into the doctors' office or nurses who triage people 



and control when and whether they are seen by doctors all whom reflect the values and 

proprieties ofthe institution, rather than reflecting the needs of patients and their families, 

despite a trend towards 'patient-centred care'. 
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The mundane, for example, a simple phone call, can despatch an individual in to the 

liminal (Duffy, 2005). It may be just to return to the doctor's office to discuss test results 

which may be the harbinger of bad news. Routine is interrupted and the familiar becomes 

suspended. The person emerges changed to move in and out of the liminal spaces and places 

that are at once public and private, secluded and inclusive, where the medical ritual 

transforms the liminal into something known. Behaviour states are not clearly defined, nor are 

the boundaries clearly recognised and known to all participants. However they are known to 

the medical personnel from their training and prior experience but may not be known or 

understood by the individual and family members, unless they are medical personnel, or have 

family who are medical personnel, as exemplified by the participants in this present research. 

Applying Stevens' (2007) concept to waiting rooms and hospital foyers, there are many 

similarities to public urban spaces in that people discover and engage with the potential for 

change offered by these spaces in relation to individual health. Other people move through 

this space and people converge in a shifting unpredictable environment. The order that is 

imposed is that of the institution and its policies and procedures. Both people who are well 

and people who are sick mingle in these areas. 

With regard to the classic definition ofliminality, the hospital could be seen as a liminal 

space where the medical encounter takes place. However for those working in such an 

environment, that is their place of work and therefore they do not experience it in quite the 

same way as people who are patients and their families. Health care geographers are calling 

for more creative thinking about the ways relationships and practices develop in the health 

care setting, calling for a deconstruction of health care terminology that constructs care work 

(Parr, 2003). They give the example of the merging of domestic space with both formal and 

informal care creating a type of institutionalisation of the home. 

How people inhabit the liminal zone is varied and individual. It can be the setting of 

great suffering, as illustrated by Charmaz (1983) and Cassell (2004). Charmaz interviewed 

people with severely debilitating chronic illness to show how illness undermines the self. 
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What she found was that the sources of suffering were grounded in the limitations imposed by 

the illness, for example, social isolation. For those who improved, they looked back on this 

time as a positive thing, where they were free of routine and social responsibilities and used 

the time for self-discovery and development. Cas sell noted the complexity of meaning in 

relation to suffering in that previous life experiences form the background for illnesses and 

suffering is not confined to the physical. 

Turner (1977) considered that people in a liminal condition are without clear status as 

they are yet to be reclassified as people with a particular diagnosis. The diagnosis signals a 

turning point that they are about to enter a liminal zone however I would argue that in fact 

individuals move in and out of the liminal zone prior to this time because of the uncertainty 

and ambiguity of the symptoms prior to diagnosis and the movement in to and out of liminal 

spaces and places. Liminality has been described as an ambiguous state however what is 

ambiguous about a life-limiting or life-threatening diagnosis? 

It appears that the participants of this present research inhabit life worlds that are 

parallel, one liminal and one not, where spaces are created for identity reconstruction as 

thresholds are crossed that enable healing or dying. Irving (2004), discussed borderland places 

which are fluid and shifting and regarded liminality not as a transitional experience, but one 

that is permanent and ongoing as life changes. His work was in the educational context of 

training social workers. I would argue that permanent liminality is an oxymoron because 

liminality implies an unstructured fluid way of being whereas permanent implies stability and 

order. 

The ways participants in this present research inhabited the liminal are diverse 

depending on their prior experience and understanding of how the health system works. 

Because people are being cared for at home, does the home then become a liminal space? It 

doesn't fit the standard definition of liminal because it is structured private space where 

people express their own identities and have clear roles and expectations. Yet it is inhabited 

by liminal personae who move in and out of liminal spaces. It does however fit the defmition 

of liminal from the point of the view of the people going into the home to do care work, both 

formal health care workers and informal family members. The privacy of people's lives is 

disrupted as they wait for these workers to carry out their tasks, interrupting their routine. The 
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space of home becomes contested between the values of what home means and the values of 

home as institution. 

Like Duffy (2005), who described characters in the French novel, I found the characters 

inhabiting the liminal in this present research exhibited many of the characteristics portrayed 

by her. For the participants, their daily routine was interrupted by the onset of their illness by 

the cyclical rituals of the medical encounter and ongoing supportive care. The hospital has no 

familiar points of reference, unless it had been experienced before which mitigated the effect 

of this. Their basic assumptions about the world were suspended as they were exposed to the 

danger of the disease and medical treatment as they had to conform to traditional and 

ritualised ways ofbehaving in the sick role. 

Familiarity changes the perception ofthe liminal as people become settled into their 

new ways of being, not always as patients, but as people adjusting to a new identity. There is 

no return to the preliminal state. They cross the thresholds of liminal encounters in order to 

become well in a subjective way. They will never be as well as they were before but can be 

as well as possible. As far as I could tell, this is not always possible for people dying from 

non-malignant disease because the progression of the disease limits their activities along with 

the necessity for transporting specialised equipment. 

I have attempted in this discussion to tease out the fmdings of this thesis along the 

parallel tracks of service provision and the experience of liminality for participants and their 

families. Relating my findings to the literature, I have confirmed much of what the previous 

and current literature is saying with regard to palliative care for people who are living with 

life-limiting and life-threatening disease in the community and that is, despite much research 

exposing deficiencies in health systems and the way people are supported, the practice of 

health professionals has been very slow to change despite a desire to do the best they can. I 

consider that their 'best' is not good enough and that may be due to a lack of awareness of 

what palliative care can offer, something that may be improved with compulsory ongoing 

professional development and inclusion of palliative care in undergraduate courses across the 

board, that is, not only for medical students and nurses, but also for all other allied health 

practitioners who will be coming into contact with people with life-limiting and life

threatening illnesses. 
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Limitations of Research 

What I have found in this research is that, while it is not able to be generalised to all 

people living and dying with life-limiting and life-threatening illness, it does fit with what is 

already known from previous research. However the participants were predominantly 

European so I was only able to obtain a European perspective. 

Another limitation of this research is the fact that I was unable to obtain the full circle of 

data as described in the Methodology section of this thesis80
. However I believe I did obtain 

sufficient information to provide a meaningful snapshot of the lives of people living with life

threatening illness in the community. 

Further Research 

The role of research can educate and inform practice about those things that matter to 

people who are dying and this present research has identified several areas that warrant 

further investigation. These include: 

80 

• Are hospitals/hospices/primary care teams meeting the needs of people who are dying 

in the community, particularly those with non-malignant disease? 

• Explore why specialists don't refer people with non-malignant disease for palliative 

care. 

• Explore friendships in the face of life-threatening disease 

• Explore the effect of a life-threatening diagnosis on the work place 

• Explore the usefulness of support groups for people who are nearing the end of life 

• Palliative care for people living in rural areas - there is currently work being carried 

out in Canada investigating this - and these could be repeated in the New Zealand 

context. 

See page 90 
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• Evaluate care plans and the coordination of care in the New Zealand context. 

• Evaluate training needs for health professionals in the New Zealand context. 

• Develop and apply a care pathway that recognises the culturally unique and diverse 

nature ofNew Zealand society 

• Evaluate the usefulness of a patient navigation model 

It may well be that there are currently, as yet unpublished, investigations in to some of 

these that is being carried out and I await the results with interest. 
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CHAPTER VIII CONCLUSION 

This thesis has examined the availability and provision of services to people with life

limiting and life-threatening conditions in the community and the ways in which the life 

worlds of such people were affected, using the anthropological concept of liminality to 

explain their transition from people to patients. 

The concept of liminality applied to the phenomenological experiences of the 

participants in this research. 

One of the questions for this thesis was how do people with life-limiting and life

threatening disease experience liminality in the process of changing from person to patient 

and whether, once they have become patients, they ever move out of this liminal zone and all 

it implies? What I have argued is that liminality is a diverse multi-dimensional experience 

tiered in a way that individuals and their families move in and out of liminal zones, not only 

longitudinally but also linearly. They may leave liminal places and spaces, but they always 

remain liminal people. 

The promotion of hospice in New Zealand has changed from enabling a person to 'live 

until you die' to 'living every moment'. I asked myself the question, given that participants in 

the present study were not actively receiving hospice care, whether hospice care would have 

improved end of life care for these participants? It is difficult to answer this question because 

the participants all believed they were receiving good care from their general practitioners and 

their specialists. Some anticipated that they would go to the hospice when the time came for 

them to die but they relied on their health professionals to tell them when the time was right. 

The majority of people who go to the local community hospice are people with malignant 

disease. The hospice takes very few people with non-malignant disease, however are 

planning on increasing this. Usually, people with non-malignant disease die either at hospital, 

at home or in a rest home, which can be an issue, as discussed previously, for those aged 

under 65. 

Health professionals were regarded by the participants as guiding them through the 

liminal places and spaces of treatment and subsequently assisting them to live with their 



disease. In fact, health professionals have been described as "threshold guardians"81 who 

determine where liminal people go and direct them once there. They help shape the way 

people with life-threatening diagnoses experience the liminal which may or may not have 

been a positive experience. 
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In this thesis, I have argued that the person does become a patient as they cross the 

liminal divide of the medical encounter. However what I have also argued is that while they 

remain liminal people, they reclaim as much of their personhood as possible, renegotiating 

their becoming patients as their disease progresses vis a vis their encounters with the medical 

system. I would suggest that the health professional is also changed in some way by every 

encounter. Specifically, they are not left unmarked by the experience of caring for someone 

who is living with a life-threatening illness and in that way also become liminal people as 

they assist their patients to negotiate the coming and going in and out of liminal spaces, the 

'betwixt and between' of inhabiting the liminal. 

Availability and Provision of Services 

I remind readers of the origin of the word palliative- from palliare, the Latin, to cloak. 

The narratives of the participants in this research exemplified the ways in which people in the 

community were living with life-threatening and life-limiting disease. What was highlighted 

was that people were not always aware or informed of their entitlement to palliative care 

services despite the fact that they were all expected to die within twelve to eighteen months of 

referral to the current study and were aware of the life-threatening nature of their conditions. 

Consequently none of the participants with non-malignant disease were receiving palliative 

care (as in hospice care or referral to the palliative care team at the hospital) at the time I 

interviewed them. Their doctors believed they were providing adequate palliative care 

through routine general practice care even though they did not refer to it as palliative care. 

The support services participants did receive were only those that were available in their 

particular area which is to be expected and these services may differ from region to region. · 

Care was not always based around participants' expressed needs and little effort appeared to 

be expended (according to participants) in finding out what these individual needs were. Thus, 

there was not always a multi- or inter-disciplinary approach to their end oflife care. 

81 See page 227 



The narratives of family members in the current study who were providing informal 
care identified the need for guidance from medical professionals, for example, how to use 
equipment, understanding about medications, and information about what to expect. 
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However they considered that they were receiving good support and relied on that provided 
by health professionals. This is somewhat paradoxical however and I can only explain this by 
suggesting that the need for guidance is related to practical everyday things in the 
management and care oftheir family member, however support in this context refers to 
emotional support and encouragement in the way they were coping. 

The health professionals interviewed identified some professional irritations with the 
health system but were generally satisfied with the care they themselves were providing, 
believing themselves to be acting in the best interests of their patients. Indeed they felt they 
were doing the best they could within the limitations imposed on them by a rehabilitative 
model of care and funding restrictions by the District Health Board. Despite government 
recognition of disparities in health care and the need to raise awareness of the importance of 
good palliative care for all people who are dying (Minister of Health, 2001) there still remains 
the general perception amongst medical specialists that palliative care is only for people with 
malignant disease and who are imminently dying. 

This present research has identified that participants were more accurately receiving 
what could be termed supportive care to a greater or lesser extent depending on where they 
were in their disease trajectory. There still remains the need for adequate funding to provide 
resources in the community, not only for respite, but also for enabling people "to die in a 
place of their own choosing surrounded by the people and things they enjoy" (Craig, 2004). 
Perhaps the use of the Preferred Priorities for Care model discussed earlier82 would assist 
this. Providing extra money to deal with the problem is not necessarily going to solve issues 
of resourcing, however it is the way that such monies are used that makes a difference. I 
propose a different funding model in which individual funding packages83 could be available 
for families receiving palliative care who wish to develop their own options for care. I expect 
this would be a challenge to care agencies as individualised funding has been developed for 
people with disabilities living in the community and there was initially some resistance to 

82 

83 
See page 25 
Individual funding is money provided by government to provide support services in the community which 
is allocated to the individual, rather than a service agency. In this way the individual can employ their 
own care workers and purchase equipment themselves. 
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that. The use of patient navigators84 would enable this transition more readily and guide the 

individual and their family through the liminal space of the medical encounter. 

This research, like previous studies, has identified families' desire for guidance and 

education in providing care for family members with life-threatening disease along with 

uncomplicated access to services85
. I would recommend that a patient navigator be 

introduced as early in the process as possible, certainly at diagnosis, to work with families 

using the CALL 86 model of care individualised to family circumstances and going through to 

bereavement care. 

Clear lines of responsibility need to be drawn up to ensure no role confusion or 

ambiguity which could add to the difficulty that families already face. For example, social 

work provision encompasses some of the work that navigators could pursue and clarity in 

local protocols and policies will be essential. Currently, local hospital social workers are 

available on the wards, but are responsible for several activities and are stretched in the 

provision of those. This difficulty with social work input has also been identified anecdotally 

outside of this research by some social workers themselves who are aware that they are not 

able to provide the level of support they believe families are entitled to. 

I also noted that there were some services that could be considered essential that were 

not offered. For example, the ability to provide food plays an important role in the social 

structure of families and seems to me to be a source of stress that could be alleviated very 

simply. The involvement of dietetic services for example, could significantly impact 

positively on both patients and families. Currently health professionals have scant education 

concerning food and food supplementation, so are not in a position perhaps to best advise 

patients what to eat. 

The extent of training in end of life care for health professionals, particularly in the 

allied fields causes disquiet. The New Zealand Palliative Care Strategy (2001) calls for more 

effective education and I would fully support the mandating of, at a minimum, palliative care 

education for all undergraduate health care students (social workers, occupational and 

84 

85 

86 

See page 204 
See page 197 
Comprehensive, Adaptable, Life-Affirming, Longitudinal (CALL) Palliative Care Services 
model of care 
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physiotherapists etcetera, as well as nurses and medical students) and that any postgraduate 

training be recognised and recompensed within the professional structure. 

My recommendation therefore would be an earlier introduction of palliative care 

services for people with non-malignant disease in the community to facilitate a seamless 

transition from supportive to palliative care aided by the patient navigator. Because of the 

difficulty in recognising when an individual is nearing the end oflife, perhaps the 'surprise' 

question could be asked - would you be surprised if this person were to die within a year? 

(Gold Standards Framework). 

To summarise 

What I would recommend for people with life-limiting and life-threatening diseases in 

the community is as follows. 

• The recognition and provision of palliative care for all New Zealanders with a life

limiting illness with the involvement of specialist services. 

• The provision of patient navigators from diagnosis through to bereavement. 

• Individualised funding packages for those who want it. 

• Mandatory palliative care undergraduate (and postgraduate) education and training for 

all health workers. 

• Further research that would identify and inform best practice in the provision of 

palliative care in the New Zealand context. 

I cannot generalise from this small sample to the segment of the population in New 

Zealand that are receiving palliative care at home rather than in the hospice or hospital. 

However it seems reasonable that findings here will be applicable to other communities, and 

may be exacerbated in rural and remote communities where there are difficulties in attracting 

and retaining health professionals. I would suggest that this present research be repeated 
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elsewhere in New Zealand in order to establish whether the findings are applicable in other 

areas ofthe country and are not just unique to the Otago context. 

87 

We are here to do; 

and through doing to learn; 

and through learning to know; 

and through knowing to experience wonder; 

and through wonder to attain wisdom; 

and through wisdom to find simplicity; 

and through simplicity to give attention; 

and through attention to see what needs to be done. 

- From the 'Pirke A vot'87 

Pirke Avot I Hebrew: Ethics of the Fathers. Scripture from the Rabbis ofthe Mishnaic period. 
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