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Abstract
For many people, talking about death may seem unnatural. However, for the death talking
community, death is a normal topic of conversation. Death talking is part of a growing global
movement of ‘ordinary’ people using online and offline spaces to talk openly about death,
share resources, and share personal experiences. Through the use of digital technologies,
such as social media, conversations about death span geographical divides meaning that
online death talking groups have an international presence.
In New Zealand, the death talking community uses Facebook pages and offline groups, often
Death Cafés, to talk openly about death. Facebook provides a relatively accessible space for
community members to discuss alternative ways of doing death, dying, and grief in a
supportive group of like-minded people. This digital ethnography provides an insight into
the New Zealand death talking community and answers how, and why, New Zealand death
talkers created online spaces of conversation on Facebook, and what conversations about
the death process were made possible through the use of Facebook and through offline meetups.
My findings show the value of a community when pushing against normative conversational
boundaries in what is perceived as a death-denying ‘western’ society. My findings also show
that the death talking community is frustrated with the death practices they are currently
experiencing, and are turning to death practices of cultures they romanticise in search of a
more ‘natural’ and fulfilling way of doing death. In the search for this ‘natural’ deathway,
New Zealand death talkers give authority to the personal experiential knowledge of
community members as equally, or even more valid than the professional knowledge of
‘experts’. For New Zealand death talkers, Facebook and other death talking spaces offer
people ways to reclaim control and authority over their death, dying, and grief processes.
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Glossary
hākari

ceremonial feast

kai

food

kaikaranga

female host

kāinga

home

karakia

ritual chants

karanga

chanted exchange expressing aroha or love

kawe mate

mourning ceremony

kiri mate

immediate family of the deceased

noa

neutral state

takahi whare

cleansing ceremony/tramping through the house

tangihanga

funeral and burial ceremony

tangi hotuhotu

wailing, sobbing

tapu

state of being set apart

te hura kōhatu

ceremony of unveiling the headstone

tikanga

customary practices

tuku wairua

ceremony to release the spirit

tūpāpaku

body of the deceased

Ūkaipō

home of origin

urupā

cemetery

waiata tangi

laments

wairua

spirit, or soul

whaikōrero

oratory or formal speeches

whānau

family group

whānau pani

grieving family

whare

meeting house
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Chapter 1: Introduction
For many people, talking about death may seem unnatural. Death is a topic that can
make some people uncomfortable. For others, however, conversations about death are a way
to accept mortality and form a healthier and more natural relationship with death. Even
before the current Covid-19 crisis, aging populations in western societies meant that death
was increasingly likely to be a topic that individuals needed to face. For those who talk about
death openly, conversations about death normalise the topic and help people unpack what
death, dying, and grief means to them.
Nonetheless, research literature debates the presumed benefits of talking about death
(Cozzolino, Blackie, Meyers, 2014; Frias, Watkins, Webber & Froh, 2011) and indeed,
whether western society could be considered ‘death denying’ due to the reluctance by many
to engage in conversations about death (Tradii & Robert, 2019; Zimmerman & Rodin, 2004;
Walter, 1991; Kellehear, 1984). In recent decades, technological advances have led to
debates about death in the digital sphere and the role of technology, especially with regards
to the digitisation of grief (Nansen, Kohn, Arnold, Ryn, & Gibbs, 2017). Furthermore,
technology allows conversations about death to span geographical divides with online death
talking groups having an international presence.
My interest in death conversations and digital technologies has led me to question
how the two overlap, and how ‘death talking’ initiatives set up in one country can become
global movements that are then utilised in local contexts. The internet allows communities
to exist outside of geographical boundaries which broadens their scope and allows for
regionally specific interpretations. In this thesis, I focussed upon conversations about death
based around New Zealand communities. New Zealand is a very geographically isolated
country, and yet with the spread of information via the internet, the death talking community
in New Zealand has adopted several global death movements and applied them to a New
Zealand context. This thesis asks how and why death talkers in New Zealand created online
spaces around death, and what conversations these online spaces made possible.
Specifically, my research questions asked:
•

How are death talkers in New Zealand creating online spaces of conversation
around death?
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Why are New Zealanders engaging with online communities to discuss
death?

•

What conversations do online death talking spaces make possible?

My data was drawn from New Zealand based online communities during the first
half of 2019. Online and offline communities are not truly separate, and people often engage
in death talking across online and offline contexts. To that end, I drew my data from 13
Facebook groups talking about death within a New Zealand context, and from interviews
with three administrators of these New Zealand based groups who also ran offline informal
death talking groups called ‘Death Cafés’. I unpack the ethnographic approach I have taken
further in Chapter 3: Methodology. In the following sub-sections of this chapter, I will
introduce some of the key death movements and terminology for members of these
movements. I will, introduce the New Zealand death talking community at the focus of this
research project and discuss how the New Zealand community fits alongside bigger, global
death movements. I will also explore the wider social-cultural contexts of death and dying
in New Zealand, in order to set the scene for an ethnographic study.

1.1 Death Movements and Terms
I have chosen in this thesis to use the term ‘death talkers’ to refer to the community
I have studied. ‘Death talkers’ is a term used by Australian Molly Carlile to describe herself,
“a multi-awardwinning death and grief specialist, palliative care activist, author, and
international speaker” (Deathtalker, 2016). Carlile advocates for talking about death plainly,
without medical jargon, so that ownership and control can be returned to ordinary people
(Deathtalker, 2016). When I first chose the term ‘death talkers’ to describe the communities
I studied, I was not aware of Carlile’s use of the term in her 2017 book The Death Talker:
What We Need to Know to Help Us Talk about Death, however, I believe the term death
talkers is apt. Like Carlile, the death talking community I studied wished to speak about
death plainly and have discussions led by ‘ordinary people’. However, there are other
parallel terms and movement which I will now briefly introduce, as context to my own study.
One term, ‘death positivity’ was coined by Caitlin Doughty, the founder of a death
movement called the Order of the Good Death. The Order of the Good Death (2020) is a
group originating in the United States that wants to have a “more open, honest engagement
with death.” The Order of the Good Death (2020) was founded in January 2011 by Doughty
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and describes itself as “a group of funeral industry professionals, academics, and artists
exploring ways to prepare a death phobic culture for their inevitable mortality.” Initially,
Doughty used phrases like ‘death awareness’ and ‘death acceptance’ to describe the
movement as these were what had been used by scholars and practitioners since the 1970s.
However, ‘death positive’, a spin on body positivity and sex positivity movements, was what
people responded to most strongly. I chose not to use death positivists to describe the
community I studied because of the specific associations and connotations attached to the
organisation of the Order of the Good Death.
There are several other identifiable movements targeted towards increasing
conversations about death. ‘Death Over Dinner’ (2020) helps plan and provides resources
for talking about death with loved ones or strangers. It launched in August 2013 as a response
to the disparity between the number of Americans who wanted to die at home versus those
actually dying at home (Death Over Dinner, 2020). A similar movement, Death Café (n.d.),
is where strangers come together to “eat cake, drink tea, and discuss death” with the
objective of increasing awareness of death so people can make the most of their lives. A
Death Café is not a specific business or specific place, the cafés are held in normal cafés and
quite often jump from venue to venue. Here café refers to the activity of sitting down and
chatting about death over tea and cake in a group-directed discussion with no agenda,
objectives, or themes. The first Death Café (n.d.) was held by Jon Underwood and Sue
Barsky Reid in September 2011 in England, and was based on the ideas of Bernard Crettaz,
a sociologist from Switzerland who started the ‘Café Mortel’ movement to try and break
down the secrecy around death (Browne, Reeves, & Beca, 2017). Another potentially useful
term is ‘death entrepreneurs’ to describe individuals who are driven by passion and
experience to promote “new and, in their view, psychologically healthier and more natural
ways to die, funeralize and grieve.” (Walter, 2017: 1). Like death positivists and Death
Café’s, death entrepreneurs advocate for people to take control over their deaths and make
choices, as well as advocating for the expression of feelings and de-medicalisation of death
and dying.
There is some overlap between death talkers and other descriptions like the Order of
the Good Death’s emic/insider term ‘death positivists’ to describe their attitudes towards
death, and Walter’s etic/outsider term ‘death entrepreneurs’ to describe some of the
individuals promoting different ways of doing death , as well as several other death
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movements. However, I felt these terms did not adequately capture the differences between
the Facebook groups I studied, and specifically because some groups did not explicitly state
an affiliation with the death positivity movement. The main thing these groups all had in
common was that they wanted to talk about death. I chose instead to use the etic term ‘Death
talkers’ to define the nebulous community I was studying in and through these groups.
’Death talkers’ encompasses the dialogue that exists between the online and offline, and the
overall desire for ordinary people to simply talk about death openly. In terms of the
Facebook groups, ‘death talking’ highlights the type of dialogue that can exist online with
sharing of resources such as articles and artwork, and the ways these can facilitate and spark
conversations.

1.2 Introducing the New Zealand Death Talking Community
The 13 Facebook ‘groups’ included in this study were chosen because they all
encouraged talking about death. While, technically some are Facebook pages, for
convenience I will refer to all as groups, as each is built around a group of people who follow
and interact with these pages/groups. Facebook Pages are visible to everyone on the internet,
anyone on Facebook can receive updates from a Page and interact with them. Pages were
designed with the purpose of being official profiles for entities, like celebrities, brands, or
businesses (Facebook, 2010). Facebook Groups can be public, allowing anyone to join, or
private, possibly requiring administrator approval or invitation to join. Facebook Groups
were designed to facilitate group communication for people with a shared interest. Just as
with Pages, new Group posts appear in the News Feeds of its members, who can interact
and share with other members of the group (Facebook, 2010).
As summarised in Table 1, the specific Facebook groups for this digital ethnography
included Death Positive NZ, a spinoff of the death positivity movement that started in the
United States. Under this same death positivity umbrella there is also Home Funeral
Network Aotearoa New Zealand and NZ End of Life Doulas, as well as Better Send Off NZ,
which encourages and provides information for empowering families in taking control over
funerals. The Death Dialogues Project is the Facebook page for a podcast that shares stories,
views, and experiences on death, dying and grief. The Facebook page for The Casketeers
(2018) television show and the HospiceNZ Facebook page that represents all Hospice
services in New Zealand. Finally, Death Café groups also had Facebook groups, including
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the broad Death Café NZ group, as well as several region-specific groups in Whangarei,
Wellington, Tauranga, Christchurch, and Oamaru Waitaki.
Table 1: Basic Characteristics of Observed Facebook Groups/Pages
Group

Formed

Number of Members
/ Followers

Rate of Posts Over
the Observed Month

Death Positive NZ

March 2016

24

Very sporadic posting 2

Home Funeral Network
Aotearoa New Zealand

January 2016

165

8

New Zealand End of Life
Doulas

June 2018

254

17

Better Send Off NZ

September 2014

1269

3

The Death Dialogues Project

October 2017

955

84

The Casketeers (2018)

February 2016

31883

11

Hospice NZ – Living Every
Moment

May 2010

7067
likes,
followers

Death Café New Zealand

March 2014

718

15

Death Café Whangarei

October 2016

155

7

Death Café Wellington New
Zealand

September 2012 as Liff
Life Laff, but became
Death Café Wellington
February 2014

460

7

Tauranga Death Café

May 2016

244

9

Death Café Christchurch

April 2016

146

16

Death Café Oamaru Waitaki

2013

Unknown

125

7464

11

* I note that since my digital ethnography phase, Death Café’s and associated Facebook
groups/pages have been launched in Queenstown, Wanaka, Lincoln, and Dunedin.
I reached out to the administrators of each of the Facebook groups. Those who
responded, and who subsequently became my interview participants, were three
administrators and facilitators of region-specific Death Cafés. Fiona, Mary and Jane1 were
all women in their mid to late-50s who identified as New Zealand European. Between them,
they had variously worked as a photographer, writer, publisher; pastoral and bereavement
support worker for a funeral director, funeral celebrant, marketing co-ordinator; selfemployed, doing accounts and book-keeping. Although they had some involvement with the

1

All names used are pseudonyms.
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death industry, none of them had specific careers dedicated to those roles. Instead, they
worked to encourage conversations around death and dying in New Zealand through their
online and offline Death Café roles.
In the next section, I will provide some background to the context of death in New
Zealand society.

1.3 Death and Dying in New Zealand
The population of New Zealand, and the rest of the world, is ageing. According to
the United Nations (2019), nearly every country in the world is experiencing an increase in
the size and proportion of older persons in their population and by 2050 it is estimated that
one in six people (16%) in the world will be aged 65 years or over. The growing size of the
elderly population in New Zealand began over a century ago with the reduction of mortality,
especially childhood mortality, and the improvement of almost 20 years in life expectancy
at birth during the 20th century (Statistics New Zealand, 2000). Population projections
estimate that from the late 2030s over one-quarter of New Zealand’s population will be made
up of the 65+ age group, with the largest increases occurring during the 2020s and 2030s as
the “large birth cohorts of the 1950s and 1960s move into this age group” (Statistics New
Zealand, 2006). It is estimated that the broad Māori, Pacific and Asian populations in New
Zealand are likely to remain younger than that of the broad European population due to
ethnic differences in fertility, mortality, and migration (Statistics New Zealand, 2006).
Currently, births in New Zealand exceed deaths. However, by the early 2040s it is
expected that deaths will outnumber births (Statistics New Zealand, 2006). From June 2019
to June 2020 there was a 0.7% increase in the number of deaths, continuing the gradual trend
of more deaths that reflects the growing ageing population of New Zealand. In the June 2019
to June 2020 year, nine out of ten deaths that occurred were people aged 55 years and over,
with two-thirds occurring between ages 70-94 years (Statistics New Zealand, 2020). As most
deaths are occurring in this older age group, and an ageing population means more people
are joining this age group, the number of deaths in New Zealand is set to rise in the coming
years (Statistics New Zealand, 2020).
To help growing numbers of people prepare for death, since mid-2017, the New
Zealand Government has offered an online end of life service, Te Hokinga ā Wairua that
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provides advice on several fronts, including guiding loved ones through a death. It also offers
a planning function, Ko te Whakarite Mahare, so individuals can record their preferences
for what they want to happen after their death to guide their loved ones. The Health Quality
and Safety Commission New Zealand (2020) offers a programme for Advance Care
Planning that offers a plan guide that people call fill out. Death and dying have become more
visible in New Zealand in recent years. There are a growing number of hospices supporting
those dying. New Zealand’s first hospice, the Mary Potter Hospice in Wellington (Hendry,
2018) opened in 1979, demand for hospices has grown and there are now 33 hospices spread
around the country, each “independently governed and managed at a local level” (Hospice
New Zealand, 2020).
Conversations about death are also becoming more public. In 2014, New Zealand’s
first Death Café was launched in Wellington (Hendry, 2018). In 2017, the New Zealand End
of Life Bill was introduced, and the referendum had just been voted on in the 2020 election
at the time of the writing of this thesis. Furthermore, in 2010 the first Coffin Club was
launched in Rotorua by a former palliative care nurse, which has led to several other coffin
clubs launching around the country. The New Zealand led do-it-yourself coffin movement
has generated spinoffs overseas, but it has not gone as mainstream anywhere else (Noack,
2019). Coffin Clubs refer to themselves as “makers of fine, affordable underground
furniture” (Coffin Clubs New Zealand, n.d). The club meetings are a social setting where
members can come along and discuss the question of death. However, the club also offers a
‘My Final Wishes’ kit for end-of-life planning, a space to make and decorate coffins for
themselves and other members which can minimise the stress and cost of funerals, as well
as making and decorating coffins for special needs, such as still born babies (Coffin Clubs
New Zealand, n.d). In 2018, The Casketeers (2018) first aired. The Casketeers (2018) is a
television show following a funeral home run by the Tipene family (and additional staff),
and which educates viewers on contemporary death in New Zealand, especially Māori grief
practices. Both respectful and humorous, The Casketeers (2018) works to break down
lingering death taboos and provides a funnier side to death. The show has been a hit in New
Zealand and overseas, after being picked up by Netflix (Roy, 2019). The result is that New
Zealand ways of approaching death and dying, especially tikanga Māori, are opening
conversations about death, not only in New Zealand, but also around the world.
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1.4 Contemporary Māori Practices Around Death, Dying, And Grief
Māori death practices, the ceremonies around dying, death, mourning and after
death, are an important part of Māori life and culture (Pōtiki, 2018; Higgins & Moorfield,
2004). Although the ceremonies around death have changed with technology, time, and
contact with Pākehā culture, they are “probably the closest to the form practiced before the
arrival of the Pākehā” (Higgins & Moorfield, 2004: 85). Death and tangihanga (funeral and
burial ceremony) are greatly influenced by the observance of tapu (state of being set apart).
The deceased, all objects that come into direct contact with the deceased, the ceremonial
practices, the kiri mate (immediate family of the deceased) are all considered to be in a state
of tapu and so require customs and traditions to navigate this tapu state (Pōtiki, 2018;
Higgins & Moorfield, 2004).
When a member of the whānau (family group) is nearing death in hospital, the kiri
mate (immediate family members) stay with the dying relative (Mead, 2003). Hospitals in
New Zealand usually have a facility for whānau to gather in and stay with the relative.
Usually there is a church minister present as well to comfort the family and conduct the
tikanga (customary practices) of tuku wairua (ceremony to release the spirit), where the
family gathers around the bed and the wairua (spirit, or soul) is sent on its journey to the
sky, away from the body of the person. However, part of the wairua is believed to remain
and the body is spoken to as if it is still the deceased individual (Mead, 2003). All throughout
the tangihanga process the person is addressed as if they are still alive, reflecting the belief
that the wairua remains with the body during tangihanga until the body is interred (MoekeMaxwell, Mason, Toohey, Wharemate & Gott, 2019; Higgins & Moorfield, 2004; Mead,
2003) After their last breath, the status of the deceased becomes very tapu and is called
tūpāpaku (body of the deceased) and the whānau gathered at the hospital relegate
preparations and tasks while the body is prepared to be transported to the site of tangihanga
(Mead, 2003). Tangihanga rituals have important cultural roles that need to be filled, like
karanga (chanted exchange expressing aroha or love), whaikōrero (oratory or formal
speeches), church services, and waiata tangi (laments). These rituals are usually carried out
by the same people, who participate in all of the tangihanga ceremonies held at the marae.
There are also many well-understood roles to support the kiri mate and to make tangihanga
run smoothly, and “people generally know what is expected of them” (Mead, 2003: 137).
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Tangihanga usually takes place over three days on the marae, although they can be
held anywhere and tangihanga can also be broadcasted virtually over social networking sites
(O’Carroll, 2015). Many Māori live away from their Ūkaipō (home of origin) making it
difficult for whānau and maraes to stage a tangihanga. Where possible, Māori try to return
the body to their marae (Pōtiki, 2018). Kaikaranga (female host) call the tūpāpaku and
whānau pani (grieving family) onto the marae, and invoke tangi hotuhotu (wailing, sobbing)
amongst the bereaved, which may continue for some time as an expression of emotional
loss, but it is also “part of a ritual performance” (Pōtiki, 2018: 146). Kaikaranga also call to
those who have recently passed on, especially if they were related to the present tūpāpaku
and whānau pani, as remembering ancestors is an important aspect of all Māori gatherings
(Higgins & Moorfield, 2004).
The kiri mate sit with the tūpāpaku, and there are restrictions on what they can and
cannot do due to being under the tapu of death (Mead, 2003). Whaikōrero take place, which
involves symbolism of the dead and Māori deities. It is not unusual for anger and grief to be
expressed at the loss. There are also occasional disputes over where the deceased will lie in
repose or be buried. During whaikōrero, speakers can request that the body is returned to
home and buried in a particular place (Pōtiki, 2018).
On the final night before the burial, karakia (ritual chants) are performed and the
whānau share memories of the deceased. The day of the burial begins early with the closing
of the coffin lid. This is an emotional time as it is the last time to farewell and see the
deceased’s face. There is a procession as the coffin is carried to the burial ground,
accompanied by calling and singing to express and ease emotional distress (Moeke-Maxwell
et al., 2019). The minister of the church delivers a final karakia at the urupā (cemetery)
before the coffin is lowered into the ground (Pōtiki, 2018). When leaving the burial ground,
participants cleanse themselves with water to remove tapu (Moeke-Maxwell et al., 2019;
Pōtiki, 2018; Higgins & Moorfield, 2004; Mead, 2003).
Returning to the marae after the burial, the kiri mate are ritually welcomed back as
they are still under the requirements of the tangihanga ceremony (Mead, 2003). The sharing
of kai (food) at hākari (ceremonial feast) restores both place and the people from a state of
tapu to a state of noa (neutral state), returning the grieving whānau to everyday life. A
cleansing ceremony, or takahi whare (tramping through the house) is held to clear the whare
(meeting house) where tūpāpaku laid, and water and karakia are used to clear away the spirits
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and tapu (Moeke-Maxwell et al., 2019; Pōtiki, 2018; Higgins & Moorfield, 2004; Mead,
2003).
After tangihanga, there is also the kawe mate (mourning ceremony) which returns
the memory of the deceased to their kāinga (home). Kawe mate takes place when a person
has died or been buried away from home, which is increasingly common as more Māori live
away from their traditional home (Pōtiki, 2018). Typically a year after the burial is te hura
kōhatu, the unveiling of the headstone, a ceremony which signals an end to, and provides
closure for, the whānau’s mourning (Pōtiki, 2018; Higgins & Moorfield, 2004; Mead, 2003).
Māori culture sees death as another aspect of life to be understood. Death becomes
manageable through the guidance of tikanga (Mead, 2003). Nonetheless, the growing ethnic
and cultural diversity of contemporary Māori whānau is leading to developing new practices,
such as holding tangihanga in homes, or choosing cremation over traditional earth burials
(Moeke-Maxwell et al., 2019). Furthermore, many Pākehā and non-Māori New Zealanders
are being influenced by Māori customs and adopting aspects of Māori funeral practices
(Moeke-Maxwell et al., 2019). It is not uncommon to see non-Māori families including in
their own post-death practices customs like spending time with the body at home to grieve
and be connected with the deceased, or making funerals more communal affairs to be more
inclusive of family and visitors grief (Moeke-Maxwell et al., 2019). The growing inclusion
of tikanga Māori practices contributes to changing ways of doing death, dying, and grief in
New Zealand.

1.5 Thesis Outline
Chapter One has introduced some of the key death terms and movements, and where
the community for this research project sits in the death movement context. It has also
provided some social context on the New Zealand setting that this community is a part of,
and the indigenous practices of Māori.
Chapter Two examines some of the literature around how death interacts with digital
technologies. It also looks at how individualisation and personalisation trends can be seen
in tackling death anxieties through symbolic immortalities via digital identities.
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Chapter Three then presents the methodological theory of this research project,
namely digital ethnography, and some of the theoretical and ethical considerations of digital
ethnography. It also goes into more detail of data gathering methods and analysis.
Chapter Four introduces the first main theme of findings, how the death talking
community pushes against normative conversational boundaries in a society they perceived
to be death-denying and grief-denying, and how they find comfort in both local and global
communities.
Chapter Five discusses further the dissatisfaction with a death-denying ‘western’
society and explores how the community then turned to ‘non-white’, ‘non-western’ cultures
and the idea of ‘natural’ death to find emotionally better alternatives which they could pick
and choose to create their own body of knowledge.
Chapter Six then looks at the relationship between ‘ordinary’ death talkers and death
experts, and whose knowledge is given authority in the death talking community.
Chapter Seven will conclude the thesis argument, assess the limitations, and suggest
potential avenues for future research.
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Chapter 2: Literature
Death movements try to bring death conversations away from institutions and back
to individuals. Digital technologies offer a way for individuals to reclaim conversations
about death, dying, and grief through online communities. As I noted in the previous chapter,
there is a dearth of literature on the role of death talking and Death Cafés. However, the
death talking movement is part of a broader shift towards the digitisation of the death, dying,
and grief process. In this chapter, therefore, I outline the death-focussed context within
which the death talking movement operates. I map literature on the intertwining of death
and digital technologies and the ways people are using digital technologies to broaden
conversations and personalise death, dying, and grief.
I discuss the increasing role of digital technologies in the grieving process and the
move towards personalising post-mortem rituals. I explore the ways digital technologies
mediate conversations with the dead and about death and contribute to the development of
posthumous identities.
I focus on broader themes of individualisation and personalisation, which are both
relevant to understanding digital sociality and death. Furthermore, I will examine how death
anxieties can lead to the creation of digital identities that serve as symbolic immortalities.
This is relevant to my topic because the trends of individualisation and personalisation are
present in the current death movements as they try to bring death conversations away from
institutions and back to individuals. The concept of continuing bonds especially foregrounds
the changing grief norms that I encountered throughout my ethnographic study. Talking
about death is one way of normalising the topic and removing any fear about it, of the
unknown, in the same way that post-mortem agency and symbolic immortalities can lessen
death anxieties. This shows that there are already digital methods of confronting death, and
the New Zealand death talking community at the centre of this digital ethnography follows
on from these trends and ideas.

2.1 Personalising the Death Process
Since the 1960s, ‘western’ societies have shown an ideological shift towards
individualism which is reflected in postmodern post-mortem rituals (Howarth, 2000). I
acknowledge that New Zealand may not be geographically considered a ‘western’ country.
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However, I have decided for my research to position New Zealand as a ‘western’ country,
despite being several islands in the Pacific. This is for several reasons. Firstly, New
Zealand’s funeral industry and post-mortem rituals reflect New Zealand’s history as a colony
ruled by a ‘western’ country. Secondly, as will be seen in Chapters Four and Five, my
interviewees and the digital ethnographic community I studied identified as part of the
‘western’ grouping due to experiencing similar ‘death-denying’ norms to those experienced
in other ‘western’ countries where death positive movements have arisen. Western trends
towards personalising post-mortem rituals are therefore relevant to the death talking
community in New Zealand.
The death talking movement is not the only way people are trying to do death
differently. The literature shows that there is already a growing move towards
individualising and personalising death and post-mortem rituals (Caswell, 2011; Ramshaw,
2010; Venbrux, Peelen, & Altena, 2009; Walter, 2005; Emke, 2002). People are dissatisfied
with traditional post-mortem rituals and are seeking ways to be more ‘death positive’
(Ramshaw, 2010; Venbrux, et al., 2009; Emke, 2002). For instance, the growing popularity
of personalised funerals is a world-wide phenomenon (Walter, 2005), although their features
may vary from one country to another (Venbrux et al., 2009). There is variation in the
academic literature as to what constitutes a personalised funeral. Emke (2002) defines
personalised funerals as focussing on the unique qualities of the deceased. Caswell (2011),
however, pulls out several common threads from the literature to discern a broader set of
terms. According to Casewell (2011), personalised funerals tend to focus on the deceased
person, but also usually involve the bereaved family taking part in planning the funeral, and
sometimes in conducting the funeral. In other words, a shift towards personalising funerals
reflects people’s desires for a less interventionist death process.
Similarly, the global death talking movements and their dissatisfaction with
traditional post-mortem rituals (The Order of the Good Death, 2020; Walter, 2017) is
reflected in changes to funeral practices and death rites. Much of the literature concerning
the personalisation of funerals attributes the changing funeral practices and death rites to
increasing individualisation and secularisation (Ramshaw, 2010; Venbrux, Peelen, &
Altena, 2009; Emke, 2002). Through a mix of surveys and interviews in Newfoundland,
Emke (2002) found that contemporary funerals now function for the living, not the deceased.
The rise of individualism prompted criticism of the church’s old, impersonal funerals and
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rituals, and Emke (2002) claims that funerals are no longer concerned with doctrinal and
theological purposes, but instead with psychological purposes, like closure, healing, and
comfort for the bereaved. Similarly, Venbrux, Peelen, & Altena (2009) found in their work
on the new ritualization of death in the Netherlands that the dissatisfaction with ‘traditional’
rituals led to a demand for personalised funerals, which was readily picked up by funeral
companies. While there used to be a focus on the dead and the afterlife, now funeral services
focus on the living and ‘aftercare’, replacing religious funerals and authorities with
memorial services, professional counsellors, and funeral service workers (Emke, 2002).
The demand for more personalised post-mortem rituals is a push back against the depersonalisation of funeral rites that has crept into the death process. Ramshaw’s (2010) study
of personalised post-mortem rituals in the United States argues that the desire for
personalised funerals is a response to the impersonal nature of many twentieth century
United States, white Protestant funerals. Funerals were made less personal in the twentieth
century because people had begun to have “overblown eulogies” that obscured the “grace of
god” by speaking of the deceased’s many admirable qualities no matter what the deceased
was actually like (Ramshaw, 2010: 172). Funerals were also made less personal because the
funeral industry and many churches believed it protected the bereaved by not stirring up
grief. These impersonal funerals did not fit with the postmodern sensibility that was taking
shape during the twentieth century and which equated ‘meaningful’ with ideas of personal
and individualised. Ramshaw (2010) links the rise of personalised funerals with the growing
desire for a more upbeat, celebrative ritual that would celebrate the deceased’s life. The
bereaved find meaning in personalised post-mortem rituals because it allows them to
remember and honour the deceased by sharing memories and stories, which creates a
narrative about the deceased, aiding and enabling the bereaved in expressing their feelings
and grief (Ramshaw, 2010). Ramshaw (2010: 175) also found that the bereaved can find the
process of planning and personalising a funeral empowering, as it can offer them a sense of
control in an “upended world”. Ramshaw’s (2010) study provides an interesting argument
for the ‘healthier’ post-mortem rituals desired by the death talking community. Ramshaw’s
(2010) study illustrates that it is not just the death talking community who are aware that
being involved in the death process and personalised post-mortem rituals allows for healthier
conversations about death and the deceased.
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Nonetheless, individualisation of the death process is not without complications.
Funerals bring together all of the different branches of the deceased’s social network, which
can make creating a personalised funeral complicated. Mourners will not have known or
interacted with the deceased in the same way, as people often present themselves in a
different manner according to the social setting (Goffman, 1959). Caswell (2011) conducted
interviews with funeral professionals and bereaved individuals in Scotland to explore the
complex processes through which personalised funerals are planned and carried out. Using
the ‘sociology of personal life tools’ (memorialisation, biography, embeddedness, and
relationality), Caswell (2011) unpacks the process of planning a personalised funeral.
Caswell (2011) argues that it is too simplistic to see a funeral as simply personalised to the
deceased individual, as these personalised funerals are often planned by the bereaved family
who decide which version of the deceased is displayed to other mourners. This version of
the deceased may be unfamiliar to the other mourners as it is based on the bereaved family’s
perceptions of the deceased which may not align with other mourners’ perceptions of the
deceased (Caswell, 2011). This shows context collapse, which becomes especially
prominent in the wake of a death as the different members of the deceased’s social network
gather together to mourn the deceased.
Similarly, Schafer’s (2016) study of personalised funerals in New Zealand noted the
importance that professional participants and bereaved participants placed on having the
‘essence’ or ‘real person’ articulated and elaborated on during the funeral construction
process. Funeral professionals are charged with capturing the ‘essence’ of the deceased,
which they accomplish by identifying events or moments in the deceased’s life that
“satisfactorily encapsulated the identity of the individual” (Schafer, 2016: 767). Quite often
this ‘essence’ is found in the mundane details of everyday life. However, because the various
members of the deceased’s social network are privy to different versions of the deceased,
what some members find important and reflective of the deceased will seem to be trivial and
irrelevant to others (Schafer, 2016). Funeral professionals are therefore charged with making
the funeral true to the ‘essence’ of the deceased individual. The funeral professional
therefore becomes not only an expert in death, but an expert in the deceased individual.
Conversations about death and the deceased are therefore shaped by the ‘expert’ funeral
directors. Despite individuals trying to personalise the funeral process, the control is still in
the hands of the professionals. It is this control by ‘experts’ that the broad, global death
talking movements push back against.
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2.2 Digitising the Death Process
The internet has played a large role in the digitization of grief by individuals, with
memorialised social media pages becoming a place where the deceased’s mourning
community can come together and express their emotions. This “digitization of grief” is also
happening within the funeral industry itself (Nansen, Kohn, Arnold, Ryn, & Gibbs, 2017).
Nansen et al. (2017: 74), draw upon their varied backgrounds in media studies,
anthropology, history, philosophy, sociology, and human-computer interaction studies, to
argue that the funeral industry is using new technological affordances to remain relevant and
viable, as “commemorative practices become increasingly vernacular, individualised, and
digitalised”. Their analysis drew from previous ethnographic work that investigated how the
digital shapes and changes the funeral industry, including interviews with representatives of
the funeral industry and funeral technology start-ups throughout Australia, the United States,
and the United Kingdom. Nansen et al. (2017) argue that the funeral industry acts as a
gatekeeper, where new digital services and products must convince the funeral industry of
their value, and that they do not pose a threat to funeral director’s roles of balancing care
and commerce.
One of the funeral industry’s concerns around going digital is the potential for the
depersonalisation of the process and “undermining the gravitas around death” (Nansen et al.
2017: 81). It is interesting that the funeral industry believes digital technologies may
undermine and depersonalise death and it perhaps represents the industry’s attempt to
impose particular ways of doing death. This view contrasts with that of the death talking
community, who have used digital technologies to support more individualisation and
personalisation of the death and grief process. As I discuss in my findings chapters (see
Chapters Four to Six) the New Zealand death talking community I studied used digital
technologies and social media to communicate about death and be a part of global death
discussions (see Chapter Four).

2.3 Digitally-Mediated Talking to the Dead
While the funeral industry fear that digital technologies may depersonalise the
funeral process, bereaved individuals are increasingly using digital memorialised profiles to
continue their relationship with the deceased. Communication studies scholars Bouc, Han,
and Pennington (2016) analysed the messages left on memorialised pages for 17 and 22 year
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olds in the United States to examine what the living discuss on the Facebook profile pages
of deceased loved ones, and how these messages change over time. Their analysis found that
immediately after death, messages about processing the death and remembering the
deceased peaked. Messages that continued the connection, for instance checking in with the
deceased, keeping them updated, making requests, or speaking about their eventual reunion
increased over time, suggesting the posters were primarily using the profile pages as a way
to maintain the bond with their loved one.
However, not everyone is comfortable using the deceased’s profile page to talk to
the dead. Pennington’s (2013) analysis of various members of a social networks’ interactions
with a deceased’s Facebook friend’s profile found that participants could be sorted into two
groups, the ‘silent majority’ and the ‘vocal minority’. The silent majority visited the page,
but did not post as they felt that Facebook was too public for private grief, or that they did
not know the deceased well enough at the time of death to have the right to post. The vocal
minority however, used communicating with the deceased via the profile page as a way of
coping with their grief and maintaining the relationship connection even after death
(Pennington, 2013). With memorialised pages, conversations are not so much about death
talking but more about ‘talking to the dead’. As long as one partner continues to write on
the Facebook page, it has the potential to facilitate the continuation of their relationship
(Bouc, Han, & Pennington, 2016).
The concept of the vocal minority and silent majority informed my ethnographic
observations of the New Zealand digital death talking groups. I paid particular attention to
the way people talked about death online and the level of interaction. Some posts had a lot
of interaction, whilst others had none. It was useful to keep in mind that conversations about
death may also include a vocal minority and silent majority, and I surmised that New
Zealand death talkers may not need to interact with the groups and posts to find them
beneficial.
According to communication studies scholar DeGroot (2012) the bereaved’s
messages to the deceased on Facebook fulfils two grief-related functions: sensemaking and
continuing bonds. Using grounded theory methods, DeGroot (2012) found that users would
write messages to make sense of the deceased’s death, and to try to renegotiate their
identities by continuing their relationship with the deceased. Users also post to Facebook
with a theoretical audience in mind, for example the deceased’s children or grandchildren,
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so as to influence how the future audience will perceive the deceased (Marwick & Ellison,
2012).
Continuing bonds is not a new phenomenon isolated to the internet; people have
always had the dead present in their lives. Continuing bonds is a theory that has been
developed in contemporary death scholarship, notably by Klass, Silverman, and Nickman
(1996), which claims grief can be resolved through a continued bond that the survivor has
with the deceased, in response to early modernist grief discourses. For death talkers,
continuing bonds theory can seem less controlling as it places control of the grief process
with the individual, unlike early modernist grief discourses which emphasised repression of
emotions and following expected stages of grief (Kofod, 2017).
It should be acknowledged that bereaved have always communicated with the dead.
Influential death studies scholar, Tony Walter (2015) argues that the presence of the dead in
a society depends on the communication available to that society. Historically it has been
writing and literacy which have afforded the bereaved and dead to communicate
posthumously, but now the internet and digital technology, specifically social networking
sites, have the ability to make mourning more social, more shared, and potentially more
conflictual by connecting mourners from all ranges of the deceased’s social networks
(Walter, 2015). Digital users are remembering the deceased in the same ways people always
have, but they are simply using new technology (Jones, 2004). Digital technologies means
that “cyberspace replaces or augments heaven as the deceased’s unfathomable home”and
the dead can remain present in their family and friends’ networks (Walter, 2015: 227).
Traditionally mourning in ‘western’ culture has been brief, with a wake and a
funeral. However, social media, especially Facebook, provides a new and public setting for
death and grieving that is integrated in people’s daily lives. Brubaker, Hayes and Dourish
(2013) argue that Facebook creates an expansion of death-related experiences, temporally,
spatially, and socially. Facebook extends the period of public mourning, allowing the
bereaved to post on the profile years later and still receive likes and comments back (Willis
& Ferrucci, 2017; Brubaker et al., 2013). Willis & Ferrucci (2017) examined Facebook
users’ motivations for publicly mourning and found that the gratifications they received from
digital mourning came from interacting digitally with deceased members in ways that
stimulate the living.
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Facebook is particularly effective at facilitating communication because of its
everydayness and the familiarity of the interactions (Bouc, Han, & Pennington, 2016;
Rossetto, Lannutti, & Strauman, 2014; Brubaker, Hayes, & Dourish, 2013; Lingel, 2013;
Pennington, 2013; Kasket, 2012). Facebook offers communication with the deceased in a
normalised space where the bereaved and deceased may have interacted before the death
(Bouc, Han, & Pennington, 2016; Rossetto, Lannutti, & Strauman, 2014; Lingel, 2013;
Pennington, 2013; Kasket, 2012). The personalised aspect of Facebook memorialised
profile’s means that mourners may feel more connected to the deceased. The bereaved can
find it easier to deal with a friend’s passing on the profile page which is more reminiscent
of the deceased, rather than at traditional, physical sites of mourning, or plain memorial
pages which can be alienating (Bouc, Han, & Pennington, 2016; Lingel, 2013; Pennington,
2013; Kasket, 2012). As Kasket (2012) argues, Facebook works as a modern-day ‘medium’
that may be supplanting traditional ‘mediator deathworkers’ (Walter, 2005). Furthermore,
in normalising talking to the dead, Facebook makes conversations about death, dying and
grief public.
Facebook offers a medium for communicating about death in a familiar space where
casual conversations and interactions are already happening, and where death talking is
increasingly becoming a part of everyday life. However, while Facebook can connect global
death movements and initiatives with their localised contexts, it also runs the risk of
interactions and conversations being misinterpreted through a mostly text-based platform.
For instance, Facebook has the potential to easily reach a wide range of people, making it
possible for loved ones to reach everyone in the deceased’s social network and share
information quickly. However, some users consider Facebook too casual a medium for
memorialising and interacting with the dead (Brubaker, Hayes, & Dourish, 2013). There is
also the potential for miscommunication and depersonalisation of the loss if communications
are buried amongst frivolous social network site (SNS) offerings (Rossetto, Lannutti, &
Strauman, 2014).
While digital content has the ability to expand the reach of mourning and
memorialisation, digital content does not decay in the same way as non-digital content and
this may raise issues (Brubaker, Hayes, & Dourish, 2013). For those grieving, the individual
may die, but their digital self does not unless others take actions. Facebook’s everydayness
increases the ways the bereaved might encounter information about the deceased and much
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of what happens on Facebook is out of the user’s control, which creates problems of having
unexpected encounters with the deceased (Rossetto, Lannutti, & Strauman, 2014; Brubaker,
Hayes, & Dourish, 2013). Furthermore, users face, and struggle with, the issue of having to
actively delete the deceased from their list of friends (Brubaker, Hayes, Dourish &
Pennington, 2013; Pennington, 2013). Digital technologies may create ways to talk to the
dead and to talk about death, but equally the affordances of social media create
complications when discussing death-related issues.

2.4 Digitally Memorialising and Grieving the Dead
As I mentioned in the previous section, digital technologies such as Facebook are
merely a new medium for grieving together and talking to and about the dead. Social media,
such as Facebook, provides a space for the bereaved to share memories about the deceased
in much the same way funeral ceremonies do. O’Rourke, Spitzberg and Hannawa (2011)
conducted a study in the United States that examined the relationship between funeral
satisfaction and the various roles attendees can perform, ranging from a passive observer, to
performer, or even organiser. The authors found that while participation did have some
influence on satisfaction attitudes, the most important feature of funeral satisfaction was the
opportunity it provided for socialising and communicating emotions (O’Rourke, Spitzberg
& Hannawa, 2011). This is likewise found in social networking site profiles and memorials,
which open communication between family and friends, as well as connecting the bereaved
to a wider network of people who may have experienced the death of a loved one under
similar circumstances (Bell, Bailey, & Kennedy, 2015). SNS like Facebook provide a space
for emotional release, allowing the deceased’s social network to mourn together regardless
of the familiarity with the other users, and creating a social support in the time of loss (Willis
& Ferrucci, 2017; Rossetto, Lannutti, & Strauman, 2014). In other words, Facebook
provides a shared space for death talking and memory-sharing to occur. As I found, this
emphasis on open emotionality was an important issue for the New Zealand death talking
community (see Chapter Five).
Social media enables the expression of personal grief and offers an important way
of commemorating the deceased’s life. Investigating how and why younger United States
users of social media maintain connections with the deceased online, Carroll and Landry
(2010) found that these sites have both a private and communal purpose in the grieving
process. By coming together on the one site, mourners can form an important narrative of
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and for the deceased’s life, making a digital legacy as a type of public memory (Carroll &
Landry, 2010). On Facebook the community of mourners gather to evolve and add to the
situated biography, or ‘person-in-context’ biography that the deceased began when they
were alive (Kasket, 2012). Through their memories and actions, the bereaved make sense of
the deceased’s life together as a community (Kasket, 2012). For death talkers, social media
is a space to share personal experiences around death and grief (Death Café, n.d; Walker,
2017). I found that many death talkers used the Facebook pages as a space to share their
personal grief stories and have their grief validated (see Chapter Four).
Through communications, shared memories, and continued connections, the
bereaved do “identity work” (Martin, 2010: in Bell et al., 2015) and establish a positive
narrative and identity of the deceased, turning the profile into an “interactive digital
tombstone” as mourning family and friends continue to add content (Brubaker, Hayes, &
Dourish, 2013). However, identity work is difficult when it is a collective activity as there
can be competing narratives of the who the deceased was from the diverse social groups
interacting (Bell et al., 2015; Brubaker, Hayes, & Dourish, 2013). The mourners gathering
to the site will all be from different parts of the deceased’s social network. Marwick and
Ellison (2012) refer to this as ‘context collapse’, as all of the different people in the
deceased’s social networks, and their own narratives of the deceased, are collapsed into one
space, usually either a memorial page or the deceased’s SNS profile page (Pennington,
2013).
Context collapse becomes an issue when the subject of the page is not there to
manage impressions (Marwick & Ellison, 2012). Marwick and Ellison (2012) analysed
Facebook memorial pages to explore how the technical and social affordances of Facebook
reshape the public presentation of deceased individuals and public displays of grief. The
authors found that mourners grapple with both benefits and challenges of the public and
private aspects of Facebook. In regard to context collapse, in the absence of the deceased,
audience members selectively participated in impression management to compensate. The
audience attempts to co-construct an image of how the deceased should be remembered, and
construct and continue the deceased’s online identity and biography (Bell, Bailey, &
Kennedy, 2015; Marwick & Ellison, 2012). The conflicts that arise from competing
narratives are often settled by a hierarchy of legitimacy which gives more validity to family
and close friends than acquaintances, and especially “grief tourists” (Marwick & Ellison,
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2012: 385). This hierarchy of legitimacy, and the validity of the bereaved’s grief contrasts
with the approach of the death talking community, who advocate for the acceptance and
normalisation for all types and forms of grief (The Order of the Good Death, 2020; Death
Café, n.d). The New Zealand death talking community offered a space where death talkers’
grief could be validated, and they did not have to worry about a hierarchy of legitimacy.
The hierarchy of legitimacy does not always mean that the family and friends gain
the most support from the online profile. Pennington (2017) examined how relational
closeness, time since death, and Facebook use influenced perceptions of support by those
grieving the death of a Facebook friend in the United States. Participants who used Facebook
more regularly found it more useful in times of grief compared to those who used the site
less, and who found it harmful in their mourning process. However, relational closeness was
more complicated. The closer someone indicated their relationship was with the deceased,
the more likely they were to want the deceased’s profile page gone, yet they still appeared
to like visiting the page for support in their grieving. This connection to the deceased can be
both a blessing and a burden. While many users go to the page for the social support of their
family and friends, there are others who are conflicted as to whether the deceased’s profile
should remain. Pennington (2017) attributes this tension between wanting the page gone and
wanting it preserved for support to context collapse and all members of the deceased’s social
network having equal access to the page. While those closest to the deceased may see the
memorialised profile page as valuable for support, they also want it gone because they do
not want to share that grief with the outer circle (Pennington, 2017). For the bereaved, the
use of digital memorial spaces makes the individual grief process public and contributes to
a form of collective identity work.
Walter (1996) claims that collective identity work is necessary for grief, because
talking to others who knew the deceased is more helpful than speaking with a counsellor or
self-help group who did not know them. Walter (1996) argues that the purpose of grief is
not to move on without the deceased, but to find a secure place for them. This secure place
requires a reasonably accurate image of the deceased, which is done by sharing with others
and testing the image of the deceased out against them to see if they match up, thereby
reinforcing the image and making it secure. Writing from before SNS existed, Walter (1996)
claimed that finding these others was difficult in a mobile, secular, and bureaucratic society.
However, technology and the internet now make people more accessible, and there are sites,
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like online memorials or the remaining online profiles, where the bereaved can go to
communally build an image of the deceased. Walter’s (1996) study used an autobiographical
approach and two case studies from his own experience because his proposed model sees
bereavement as part of how individuals construct their biography, thus making his own
autobiographical data highly relevant. In one of his case studies, Walter (1996) speaks to a
mutual friend of the deceased who mentioned re-reading the deceased’s book after her death
and how it helped him to capture the person he knew. He was creating a dialogue not just
with his own memories, but with the deceased’s own recoded view of herself. However,
there is potential for distress if the two versions of the deceased do not match up. The
deceased may cultivate an idealised version of their self to leave behind, which may not be
in sync with the bereaved’s version of the deceased.
SNS like Facebook have the ability to ‘keep the dead alive’ and shape the social
influence of the deceased through remembering the deceased’s personalities and histories,
and by adding to these memories (Bell et al., 2015). However, Facebook can also pose an
acute challenge to privacy ownership and management during bereavement (Rossetto,
Lannutti, & Strauman, 2014). For instance, Lingel’s (2013) analysis of comments on online
threads discussing Facebook’s policies on deceased members’ profiles found themes of
contested ownership over the online identities. Lingel’s (2013) analysis indicated that people
felt a sense of collective, collaborative ownership over the page due to the intimate nature
of the conversations with the profile’s deceased user, and between grieving users. Further
issues can arise when people with access to the account control the page post-death, and post
and act as the deceased. This can be incredibly distressing and counterproductive to any
support otherwise found on the site (Pennington, 2013). Facebook responded to this issue
by introducing the memorialisation function which preserves most of the profile’s features
but disables they ability to log into the account (Facebook, 2018; Brubaker, Hayes, &
Dourish, 2013). Nonetheless, Facebook memorial pages created post-death can still pose
problems, as the public nature of Facebook brings issues of replicability and searchability,
and the pages can be easily found by strangers. Again, there are also issues of regulation and
control. The page creator has ultimate control, although in some cases they may not have
even known the deceased, only making the page to gain popularity or likes (Marwick &
Ellison, 2012). Marwick and Ellison (2012) argue that the publicness of Facebook does not
necessarily mean equal participation but is instead a hierarchy which is shaped by participant
norms and ultimately determined by technical privilege. Social media sites like Facebook
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are therefore highlighting new complex issues around grief that many bereaved individuals
now need to navigate. As I undertook my research, interacted with the Facebook pages, and
interpreted my data, I kept in mind the affordances and limitations of Facebook when talking
about death.

2.5 Controlling Dying and Social Death
The death positive movement, and the New Zealand death talking community are
based around the idea of having an openness and awareness of death and dying so as to
engage with death in a ‘better’ way (The Order of the Good Death, 2020; Walter, 2017). In
this sense the death positive movement could be considered a continuation of the hospice
and palliative care movements that arose in the mid-late 20th century in response to the
sequestration of death (Zimmerman & Rodin, 2004). Death in contemporary ‘western’
industrial societies is usually due to long-term disease conditions, occurring in hospitals or
other institutions, under the case of doctors and nurses (Field, 1996). Due to this, Field
(1996) uses the experiences of cancer patients in the UK to argue that a role for the dying is
emerging. According to Field (1996), contemporary dying privileges the individual over
others as it emphasises disclosure, and the ‘right to know’, which makes it possible for dying
individuals to control aspects of their last moments of life. Field (1996) argues that this is a
product of individualism and how it emphasises the individual rather than the group. The
dying role that Field (1996) outlines has several aspects to it, for instance, to undertake the
role, individuals must have some awareness of their dying. Furthermore, the dying role is
not a valued status because the only exit from the role is death and there is a loss of
independence and autonomy that often comes with the role (Field, 1996). It must be noted
however, that Field (1996) is talking exclusively about dying from cancer, but the loss of
independence and autonomy that comes with many types of death is still seen as a negative.
The loss of independence and autonomy in the dying process is a key concern for the New
Zealand death talking community.
Individuals seek to make dying, and caring for the dying, meaningful, and how this
is done is specific to the place and time (Seale, 1995). From 250 accounts of random adult
deaths in the United Kingdom, Seale (1995) found that the meaningful, ‘heroic’ death is
mostly found in those that have an awareness of their dying. Of those aware of their death,
the ones most often included in the heroic dying script were people who were aware they
were dying of long-term diseases like AIDS or cancer (Seale, 1995). These 250 accounts
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expressed admiration for those who faced death openly and planned for it because being
open and aware of dying is “an affirmation of the project of the self in the face of the ultimate
threat to selfhood” (Seale, 1995: 606). However, the heroic script is not applicable to all
types of death, as sudden and unexpected deaths make it difficult for the dying person to
portray awareness and an openness to facing their own death.
Having an awareness of death, and desire to have a heroic script, means that many
people try to influence or control how they are remembered by postponing their ‘social
death’, and continuing to have some form of social life in the lives of their surviving loved
ones. Previously, the most common means of postponing the deceased’s social death was
done by surviving loved ones as they spoke about (and to) the deceased. For instance,
Jonsson (2015) explored social death as post-mortem phenomena in contemporary Sweden,
investigating why some people face post-mortem social death and others do not. In this
study, postponed social death was achieved for the dead through different practices
performed by the living, predominantly through continuing bond practices such as
storytelling, and talking to and about the deceased. The dying may also be active in
postponing their social death by ensuring that they continue to have some form of social
activity or influence in their surviving loved ones’ lives (Exley, 1999). Exley (1999)
interviewed 19 hospice patients in the United Kingdom aged under 65 and who had an
estimated approximately six months of life left. The dying respondents tried to limit the
amount of space that dying occupied in their identity. While their death was out of their
control, they still wanted to be ‘co-authors’ in their ‘last chapters’ and negotiate a role for
their post-mortem identity in their loved ones’ lives. Exley (1999) found that many
participants thought about the future without their presence and attempted to negotiate some
space in which their new disembodied identities could exist and remain after they had died.
By talking about death and planning for their after-death identity, individuals are
contributing to a process of social life after biological death. Furthermore, this points to the
physical body and individuals’ concept of self-identity as not being intrinsically bound
(Exley, 1999).
To ensure they do not suffer social death, the dying find strategies to remain
posthumously present and active (Exley, 1999). Unruh (1983) examined what strategies the
dying use for identity preservation. One strategy is by solidifying the identities that they
wanted to be remembered. This involves accentuating parts of their personal histories and
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indicating to survivors which identities are worth remembering, through the letters, items,
or notes that they plan to leave behind. In some instances, survivors “sanctify meaningful
symbols”, making objects or certain parts of the deceased’s identity sacred. This highlights
the problem of achieving a consensus on which of the deceased’s identities should be
preserved, which is similarly found in the competing narratives that arise about the deceased
from the context collapse that occurs at funerals and on online memorials (Bell et al., 2015;
Brubaker, et al., 2013). Unruh (1983) argues that these processes portray the strategies that
dying individuals may undertake in order to exert some control over the impact that their
death will have on their personal histories.
Another way Unruh (1983) found participants planned to preserve certain aspects of
their identity after death was through monetary payments, for instance pre-paying for
funerals or having life insurance. Increasing numbers of people in Britain are deciding to
pre-plan and pre-pay their funerals (Caswell, 2011). Pre-planned funerals can add another
dimension to the way in which funerals can be personalised as they have the ability to present
the deceased individuals’ own view of their self, although, as Caswell (2011) points out,
there is little research into what is included in these funeral plans, and whether people are
actually taking the opportunity for personalisation or if they are more concerned with the
pre-payment of the funeral. Either way, these studies show a desire to take some control
over the death and dying processes, which requires the open awareness and acceptance of
death called for by the New Zealand death talking community.

2.6 Using Digital Technologies to Immortalise the Postself
The New Zealand death talking community, as with other groups similar to the death
positive movement, claim that ‘western’ societies experience a fear of death, and thus they
want to open up conversations around death to lessen this fear. Death anxieties can be
tackled in various ways, one of which is by creating some form of symbolic immortality.
Wojtkowiak and Rutjens (2011), writing from a psychology and religion background,
differentiate between symbolic immortality and the postself. Their definition of the postself
comes from Shneidman’s (1972, 2008: in Wojtkowiak and Rutjens, 2011) work which refers
to the way one wants to be remembered after their death. They define symbolic immortality
as being part of something that is bigger than the self, and that will succeed the self. The
postself is based more on an ‘I’ perspective, and the individual self that continues and lives
on in the memory of others (Wojtkowiak and Rutjens, 2011). Wojtkowiak and Rutjens
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(2011) investigated whether reflecting on their postself protects people from the fear of
dying by employing a terror management theory (Greenberg, Pyszezynski, & Solomon,
1986: in Wojtkowiak & Rutjens, 2011). Their work with 69 students at the University of
Amsterdam shows that it is not only thoughts of symbolic immortality and being part of
something bigger that alleviates anxiety around mortality, but that a personal form of postmortem continuation can act in a similar fashion.
People have always been interested in some form of immortality, be that through
religion, memories, or monuments. Humans often use symbolic means to combat anxieties
around death and to achieve a sense of immortality (Bennett & Huberman, 2015). Bennett
& Huberman (2015) argue that the creation of vast personal archives that is made possible
by digital technologies is the latest development of the United States’ struggle to preserve a
semblance of life after death. The development of these new digital technologies allows
people to document and store their life experiences and memories which can be
electronically shared with a limitless number of people, even after the creator of the
information has died (Bennett & Huberman, 2015).
Kearl (2010) claims that the number of postselves is increasing in the United States,
and their visibility and influence is becoming more prevalent due to extreme
individualisation, capitalism, and technological innovations. New death-transcending trends
emerge from a rejection of death’s finality and are commodified and sold to the public with
the promise of enhancing the prospect of being remembered. As such, “transcendence
markets” emerge, with services targeting both physical and symbolic immortality, and
allowing the living to profit from the existence of these postselves (Kearl, 2010: 56). Kearl
(2010) uses the example of services such as ‘bibliocaders’ which are created from the ashes
of a loved one, or ‘Cards from Beyond’, a company in the early 1900s that let deceased
individuals send holiday or anniversary cards to loved ones.
Posthumous personhoods can maintain relationships with the living via digital media
(Meese, Nansen, Kohn, Arnold & Gibbs, 2015). Meese et al. (2015), scholars in
communication, computing and information systems, anthropology, history and philosophy
collaborated to review companies that offer a posthumous social media presence, with the
main focus being on automated and ongoing posthumous digital messaging. There are new
opportunities for the deceased to communicate and interact with the world of the living, such
as through a loved one maintaining the deceased’s SNS profile page, or through algorithms
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and software programs that “materialise new forms of persona that persist beyond death and
establish relations with the living” (Meese, et al., 2015: 415). Meese et al. (2015) suggest
that these relationships between the dead and living persons are not too different to the
existing online friendship practices that exist in our contemporary digital culture. Meese et
al. (2015), like Kearl (2010), also note the commercial and social push behind the
preservation of posthumous personhood.
Online profiles have their data and identity anchored in offline relationships, making
the profile more reminiscent of the real person. The profile becomes an extension of the dead
person themselves, as the profile and interactions are the nearly the same despite being
unresponsive. However, Stokes (2012: 364) argues that these digital posthumous presences’
mean “the dead both live on as objects of duty and yet completely cease to exist”. Online
identities represent a new form of identity that has the ability to extend our existing identities
and enhance our posthumous phenomenality in the minds of others (Stokes, 2012).

2.7 Using the Postself to Shape Posthumous Death Talking
New Zealand death talkers, as well as other movements like coffin clubs, want to
speak about death and be prepared for it, which is part of a wider trend in the death industry
of being aware of death and enacting post-mortem agency in the bereaved’s grief process.
The desire to use the internet to send messages posthumously has perhaps arisen from the
growing trend towards individualism and personalisation. The deceased are now capable of
executing their control over their posthumous self, and consequently, over the lives and
grieving process of their loved ones. Traditionally, it has been family and friends who have
maintained the deceased’s persona and provided the deceased with some form of social life
after death (Gibson, 2015; Meese, Nansen, Kohn, Arnold & Gibbs, 2015). However,
Howarth (2000) argues that an awareness of an individual’s own status as a dying person
means that people are now finding new strategies to continue ‘living’ among the living by
employing technology. One example of this is the creation of home videos (Howarth, 2000),
but the internet is developing and extending such methods by furthering the deceased’s
ability to engage with the living. The conceptual boundaries between the living and the dead
are becoming blurred and breaking down, with the dead encouraging the living to maintain
the relationship bond (Howarth, 2000).
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New forms of automation and automatic mourning allow the dead to speak for
themselves and exhibit some control over the grieving process by remaining as a persistent
presence in their loved ones’ lives (Gibson, 2015). This gives the dead agency to act
posthumously, which removes some of the social, or self-other responsibility, and displaces
the idea that the dead must rely on living others to speak for them (Gibson, 2015). New
automated message services reanimate the dead’s presence in the lives of their loved ones,
repositioning the dead not only as the remembered dead to be talked about, but also the dead
who are remembering and talking to the living (Gibson, 2015).
Automated message services are part of a wider death industry culture that aims to
open up conversations about death and make people aware of their mortality so that they
may prepare for it, thereby helping their loved ones in the future (Gibson, 2015). This is
along the same lines as preparing Wills, life insurance, and funeral insurance, where
preparing for the inevitable is in the best interests of an individual’s loved ones. One aspect
of this that Gibson (2015) found was sites like EternityMessage, which is marketed to
parents and promotes posthumous parenting. Gibson (2015) makes an excellent point
though, that these messages are stuck in one context. These messages can only ever represent
who the deceased were, and who their children were in that particular time frame. They
assume that the self from that time frame will be continued and conveniently ignore that the
person who the message is for may change by the time the message is received.
New digital technologies are now supposedly democratising immortality, as it is
available to anyone with internet access. However, Stark (2006) discussed the difficulties
around the so-called democratisation of immortality that has been brought about by the
internet. He pointed out several problems, obviously that virtual immortality is still
privileged to those with access to digital devices and the internet, and 14 years later the
digital divide still exists. Even for those with the means to access the internet, there is no
guarantee that their digital memorial or post-self will remain forever. Pitsillides, Waller, and
Fairfax (2012) claim that everyone’s digital information has an equal potential to remain
online and be rediscovered by someone else. This may be true, but Stark (2006) makes the
point that just as in the physical world there are not enough spaces or ‘naming opportunities’
for everyone to be, and remain, memorialised, digital immortality online is equally as
limited. Websites are constantly shifting, deleting, and being replaced, and consequently
there is no guarantee of permanence. The longevity of such sites is not guaranteed, nor is
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their relevance in the future (Meese, Nansen, Kohn, Arnold & Gibbs, 2015; Jones, 2004).
Jones (2004) claims that people move to a new medium in the hope that it will somehow be
better than the old. This may also explain why some mediums gain more popularity while
others remain in the fringes. The ease of preservation that digital media affords also
contributes to rendering the digital information less valuable, and web pages are not as
permanent as the creators would have their users believe (Jones, 2004). It seems digital
immortality must remain dependent on the deceased’s loved ones, as it is family and friends
who memorialise and immortalise, and who will be the primary audience of any digital
posthumous presence (Stark, 2006).

2.8 Summary
This chapter has mapped out the contemporary context in which the death talking
movement is occurring. The chapter highlights how digital technologies now play an
important mediatory role in the death, dying, and grief process and in creating continuing
bonds between survivors and the deceased. Furthermore, an awareness of death can combat
death anxieties through the creation of symbolic immortalities, which may now be peoples’
digital identities. These digital identities and post-mortem agency show how the current
trend in individualised, personalised funerals can extend beyond the grave. This is important
to the current research project as it demonstrates the different ways death and the digital
intertwine and how digital technologies can aid in tackling death anxieties. In the next
chapter, I will cover how research was conducted for this project of a digital ethnography of
death talkers in contemporary New Zealand.
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Chapter 3: Methodology
Digital ethnography builds on traditional ethnography. Varis (2015) understands
ethnography as an approach, rather than a set of methods or specific techniques. When
studying the internet, it is difficult to reduce an ethnographic approach down to a set of
techniques, as digital communication encompasses a variety of communication
environments (Varis, 2015). Ethnography aims to produce detailed and situated accounts of
people’s lived realities (Fetterman, 2004). Online environments often provide a wealth of
data; however, this can be problematic from an ethnographic perspective when this data is
taken out of its context (Varis, 2015). Ethnographers studying digital cultures and
communication face new types of contextualisation that were not known to traditional (predigital) ethnographers (Varis, 2015). Because of these differences between traditional
ethnography and digital ethnography, and the various difficulties with using online
environments as field sites, I will first summarise the groundworks of ethnography as a
practice. I will then move into a more specific and detailed examination of the theoretical
ideas and issues, as well as the ethical considerations, surrounding digital ethnography.
Next, I will explain how I have applied digital ethnographic techniques to this study of death
talkers in contemporary New Zealand, including online interviewing, as well as how data
was analysed.

3.1 Ethnography
Fetterman (2004: 329) describes ethnography as “the art and science of describing a
culture”. Ethnography relies heavily on descriptions of peoples’ behaviour in their natural
setting, which is observed and recorded through fieldwork. Ethnographers use an
etic/outsider perspective to explain different emic/insider perspectives in a society (who will
all have different perceptions of reality according to their different roles in society).
Ethnographers can develop an understanding of the specific cultural interpretations of
people’s behaviour in the studied society by immersing themselves in their participants’
lives (Fetterman, 2004).
Fieldwork is devised to contextualise the data that is collected via observation and
interviews, as events and behaviour must be placed in context to be meaningfully interpreted
(Fetterman, 2004). Ethnographers use the concept of culture to search for a logical, cohesive
pattern within a group. According to Wolcott (2008: 27) culture refers to “the various ways
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different groups go about their lives and to the belief systems associated with that
behaviour”. Ethnography often draws on cultural comparisons with familiar or other groups,
and comparisons between the self and other to make both foreign and familiar cultures
intelligible to readers (Gay y Blasco & Wardle, 2006). Ethnographies attempt to describe as
much about a culture or social group as possible, while being as non-judgemental as possible
so as to avoid ethnocentric behaviour (Fetterman, 2004). Ethnography has had a history of
idealising western culture and society (Gay y Blasco & Wardle, 2006), and I would argue
that the non-digital or ‘real world’ is idealised in a similar fashion. ‘Real world’ interactions
are often idealised as always authentic and sincere, especially when compared to online
interactions which have been frequently deemed inauthentic and impoverished (Hine, 2008).
Ethnographic researchers try to enter their fieldwork without a prior set of
assumptions about the group so that the ethnographic knowledge about a group or culture
comes from emic perspectives, or insider’s views (Fetterman, 2004). As previously
mentioned, ethnographic data is often collected through fieldwork and participant
observation. However, other methods may be used, including interviews, surveys, and
drawing social and cultural inferences from physical evidence such as graffiti or archival
documentation (Fetterman, 2004). These methods require cross checking and additional data
collection to ensure that they are not misleading. Traditional ethnography makes use of the
internet as well, as videoconferencing can be used to contact members of groups while they
are away from the field (Fetterman, 2004). In this digital age, the internet increasingly
frames lived experiences, and there needs to be a way to integrate data from online spaces
with ‘traditional’ ethnographic research. Whether participants are online or not can also
reveal something about their social location or world views (Hallett & Barber, 2014).
Wolcott (2008: 46) identifies three methods associated with ethnographic fieldwork:
participant observation, interviewing, and archival research, which he dubs “experiencing,
enquiring, and examining”. Wolcott (2008) claims that these three categories need to be
distinguished between because some studies may use some or one exclusively. For instance,
in some cases there may be no setting or ‘scene’ that the researcher can enter and effect a
participant observer role. Other times, interviewing may be the best, or only possible option
due to the research focus or the personalities of those involved (Wolcott, 2008). On the other
hand, users are not locked into a digital community, they can come and go as they please
(Ward, 1999). Due to this, I enacted a participant observer role in the digital Facebook
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groups for a month, but also attended two Death Café events to contextualise my own data.
Many members of these groups come and go, attending events or interacting with the
Facebook groups when it suits them. While there were specific Death Café groups for Death
Cafés in different regions, many of the groups of the Facebook groups I studied were for all
of New Zealand. As such, participants had to be accessed outside of the websites and data
gathered via online interviews with them, which I will go more into later in this chapter.

3.2 Digital Ethnography
The terminology of studies involving digital technologies varies and is often used
interchangeably. ‘Virtual’, ‘internet’, ‘cyber-ethnography’, and ‘netnography’ have all been
used to describe studies online, and many older studies subscribed to the notion that the
cyberspace/online was an entirely separate ‘field’ to which ethnographers could virtually
travel (Hallett & Barber, 2014; Hine, 2008). However, the ‘online’ and ‘offline’ do not exist
wholly separate but influence one another. ‘Cyber’ refers to a mix of both technology and
the ‘real world’ as they overlap, interconnect, and merge (Hallett & Barber, 2014; Garcia,
Standlee, Bechkoff, Cui, 2009; Ward, 1999). This is especially true for the online
environments that are the focus of my research. As part of a social networking site, the
Facebook groups I studied were a direct example of the interconnectedness of technology
and the ‘real world’, as several of the Facebook groups had been created to facilitate ‘real
world’ meetings and events, allowing conversation to flow to and from online and offline
interactions.
Virtual communities are hybrid communities, neither completely physical nor
completely virtual (Ward, 1999). Participants need not always be participating in the
community, they can come and go, partaking for short periods when they feel they need the
resources that the online community has to offer (Ward, 1999). Although members of
Facebook communities must actively join or ‘like’ the group, once a member, there are no
obligations to the group. Members can come and go at their own leisure and preference.
Cyber-ethnography is a hybrid online ethnographic research method; “the
ethnography of humans and non-human actors in both types of fields” (Teli, Pisanu, &
Hakken, 2007: 2). Studying people in their ‘natural habitat’ now includes individuals’
‘online habitat’ as people increasingly present and construct themselves in multiple,
overlapping spaces (Hallett & Barber, 2014). Over time these digital spaces can become
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embedded in a culture and have the potential to change social practices, as can be seen in
the effect digital posthumous presences have on mourning practices, and the effect digital
death planning technologies are having on the funeral industry (Nansen, Kohn, Arnold, Ryn,
& Gibbs, 2017). In this study, many of the online Facebook groups are region specific Death
Café groups, and their ever growing and evolving communities exist both online and offline,
and quite often blend the two.
I will be using the term digital ethnography in this study as I find it more
encompassing of how the digital and ‘online’ are woven into and flow through people’s
everyday lives. Digital ethnography puts less emphasis on dualistic notions and instead
acknowledges and accounts for the fact that in many parts of the world, digital technologies
are becoming, or have become, so integrated into people’s everyday lives that it is nearly
impossible to separate them.

3.3 Theoretical Considerations for Digital Ethnography
Digitalisation changes and offers new tools and solutions to the ways researchers do
ethnography. New digital technologies give ethnographers the ability to upload ethnographic
data to the internet and easily link all the forms of data (text, documents, images, audio files
etc.) to one another within this digital environment (Sava, 2011). Digital technologies add
another dimension to ethnography. While previously only a way of collecting and preserving
data, the medium offered by digital technologies means that the ethnographers, their
informants, the data, and their readers can all interact (Sava, 2011).
New technologies can make us reflexive of existing research methods (Hine, 2013:
in Varis, 2015: 62). Ethnography is flexible and adapts as cultures and societies develop, so
as to find out exactly what is going on. This is particularly useful and relevant in this digital
age with the speed and scope of change that digitalisation brings to social interactions (Varis,
2015). As Wolcott (2008: 114) states, “Traditional ethnography, presenting carefully
detailed accounts of how (other) people live, organised and presented in terms of a set of
generally agreed upon categories for describing cultural behaviour, will remain, as it always
has, at the core of ethnographic enterprise”.
Pink, Horst, Postill, Hjorth, Lewis, & Tacchi (2016) identify a model of five key
principles for doing digital ethnography that they argue can be used and adapted to the needs
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of each research project and process. These five principles are multiplicity, non-digitalcentric-ness, openness, reflexivity and unorthodoxy. Multiplicity refers to there being more
than one way to engage with the digital. Non-digital-centric-ness decentres the digital in
digital ethnography and recognises that the digital is part of our everyday lives, part of
something wider, and not situated at the centre of the work. The openness principle
emphasises that digital ethnography is processual and is a collaborative process that can be
shaped by the research questions, institutional contexts, and the participants that are engaged
within the research. Digital ethnography also involves reflexive practice, acknowledging
that the knowledge we as researchers produce is influenced not only by our encounters with
people and things, but also by our relationships with the digital. Throughout my research
period, I found that my personal Facebook habits and the way I usually interact online
influenced how I interacted in my research groups. Finally, digital ethnography is
unorthodox in that it is attentive to alternative forms of communicating and can thus require
unorthodox methods or forms of data presentation.

3.4 Context and Location of Digital Ethnography
Networked online environments often encounter a context collapse, where users’
social networks potentially include people from different spheres of their life, for example,
family, friends, co-workers, people they only know online or have not been in contact with
offline for years (Varis, 2015). These online contexts cannot be taken as self-explanatory as
they will still have “locally specific meanings and appropriations” (Varis, 2015: 58).
Although people will use digital platforms for their own communicative purposes, how the
site is designed will influence these interactions (Varis, 2015).
Furthermore, as noted previously, it is becoming increasingly difficult to establish
distinctions between what is ‘online’ and what is ‘offline’. Varis (2015: 58) states that this
is especially difficult due to the recent “de-computerisation” that has come with the
increasing number of handheld technologies that have internet access (smartphones, tablets).
Understanding what constitutes the ‘field’ becomes difficult when mobility is no longer
confined to physical movement (Varis, 2015). Online data is not simply coming from a
person sitting over their computer, this data is now being produced in public transport, shops,
classrooms, restaurants, and everywhere else people take their mobile devices. As I
conducted my research, I kept in mind that group members could be posting anywhere, at
any time, just as I also could check and be notified of posts throughout the day, no matter
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where I was. “The ‘finished’ communicative products that researchers collect online can
thus be shaped not only by the immediately observable online context, but also by the offline
context in which the digital activity has taken place” (Varis, 2015: 59).
It is difficult to “construct the location of a project when the sites, technologicallymediated practices, and people we study exist and flow through a wider information ecology
that is neither fixed nor can easily be located as ‘online’ or ‘offline’” (Walker, 2010: 23).
Often the researcher does not occupy the same physical space as participants. Current
research focuses more on digital data as a part of the data and the internet is no longer seen
as wholly separate and unconnected to the offline world (Varis, 2015). The internet is not
an exclusive realm, and the interactions studied online are not exclusive, but instead “exist,
become entwined, and disentangle in a continuous flow through any number of mediated
environments” (Walker, 2010: 26). With the Facebook groups I studied, some were made as
an addition to an offline movement or interaction. For instance, Death Café NZ aims to
facilitate offline meet-ups, and the interactions at these meet-ups could then influence what
is discussed or shared on the corresponding Facebook group. HospiceNZ has its own offline
movement, and the Facebook group is a supporting branch of a wider offline network of
movements and interactions that need to be acknowledged and cannot be ignored when
analysing the content and interactions of the Facebook group.
The internet is not wholly separate but is in fact embedded in everyday life. In digital
ethnography the field site is not discovered, but rather constructed throughout the research
(Amit, 2000) and is an outcome of the research, not a precursor (Hine, 2008). Hine (2000)
distinguished two understandings of the internet: as a culture, and internet as a cultural
artefact. Early research done online used the internet as a culture, placing the internet as a
distinct place that one goes to and which is isolated from the offline world. However, Hine’s
(2000) other perspective of the internet as a cultural artefact places the internet as existing
in a broader context that is embedded in everyday life. Compared to ethnography, which has
traditionally been defined as geographically bounded, the internet has blurry geographical
boundaries, if any (Walker, 2010). Digital ethnographies need to focus then on the
movements and connections of internet practices and interactions, as the internet is not
bound to one time or location (Walker, 2010). Multi-sited ethnography in digital
ethnography can help break down the dualistic separation between online and offline
(Walker, 2010). Walker (2010) argues that in digital ethnography, the field site can be seen
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as a network that moves and flows to see where the flows of activity intersect and become
set in place.

3.5 Ethical Considerations of Digital Ethnography
Online environments blur the boundaries of public and private spaces, which raises
ethical concerns about the researchers’ access to data and the ability of the researchers to
protect participants’ privacy and confidentiality (Garcia, et al., 2009). Furthermore, digital
ethnographers face the issue of the anonymity and searchability of their participants and
data. Online materials can be easily traced and located which makes it difficult for digital
ethnographers to protect their participants’ privacy when presenting their analyses (Varis,
2015; Garcia et al., 2009; Hine, 2002 in Hine, 2008). While many online users use fake
names/usernames, these are often very real to their users and have an established and wellknown online identity attached to them (Varis, 2015). This was something I was especially
conscious of with my research, as Facebook users tend to use their real names on their
profiles. Moreover, the searchability of data, what Varis (2015:59) terms “googleability”,
poses problems with ethnographers using participants’ own words to do justice to their
voices. Even when the data is anonymised, and peoples’ names changed, their words are still
searchable, and may easily be linked to their online accounts, usernames, and activities
(Varis, 2015; Garcia et al., 2009; Hine, 2002 in Hine, 2008).
One of the main issues with online communication is the opportunity for deception.
There is no guarantee that the identity someone presents online matches what is offline, so
questions are raised around the accuracy and authenticity of information. So much of the
data and interactions online are text-based, which means people can present themselves in
different ways from their offline selves (Hine, 2000). This creates further complexities
around the inauthenticity of online interactions, although it can also be considered no
different to the way people present themselves differently in different situations and
environments, e.g. home, work, or among friends. In the offline world, people still create
themselves through actions and display different selves depending on the different social
contexts (Taylor, 1999 in Garcia et al., 2009; Goffman, 1959). Offline identities though are
often granted priority or are primary to online identities in terms of ‘real’ selves (Varis,
2015). However, as Varis (2015: 63) points out, “identities and self-representation are
contextual: they appear with a specific function and uptake in mind”.
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When conducting research online, traditional modes of research and data collection
have to be adjusted and used differently (Garcia et al., 2009). Digital ethnographers, as
researchers, also have to prove their authenticity to potential participants to gain their trust
(Garcia et al., 2009; Hine, 2008). The largely text-based and visual setting of digital
ethnography means that researchers must alter their observational, interviewing, ethical, and
rapport-building skills (Garcia et al., 2009). When doing digital ethnography then,
researchers must know how to manage their online identity and how to present themselves
through textual and visual media (Garcia et al., 2009).
3.5.1

Invisible lurking researchers
There are several debates around digital ethnography and the nature of online

research. One of the main differences between traditional and digital ethnography is the
blurring of the boundaries of public and private spaces online (Garcia et al., 2009). Due to
this, there is some contention about what kinds of interactions are available to researchers
online and the ethical considerations that arise from the different understandings of what is
public and what is private (Varis, 2015; Garcia et al., 2009). Participant observation is an
ethnographic staple; however, it becomes more complicated when the observer/researcher
is lurking invisibly and the people being observed remain unaware that there is an observer
immersed in the environment (Varis, 2015). When researching on the internet, the
ethnographer’s presence in the ‘field’ is often ‘invisible’ (Murthy, 2008). Researchers are
able to lurk in the community, unobtrusively observing participants while not really ‘being
there’ (Garcia et al., 2009). Researchers now have the ability to lurk or download archives,
thereby gaining an extensive source of information about the group, potentially without the
group’s knowledge due to the public/private nature of online spaces, which some groups
may object to (Garcia et al., 2009; Hine, 2008).
However, this invisible observation may provide more ‘natural’ data, as the
informants are not aware and so will not modify their behaviour. Murthy (2008) found in
his own web-based research, using online questionnaires and email interviews, that
respondents tended to provide different, occasionally more personal responses when
responding through the internet rather than in face-to-face interviews or with standardized
questionnaires. Murthy’s findings confirm Miller and Slater’s conclusion of the “sometimes
greater ‘intimacy’ of data collected online” (2000: 183, in Murthy, 2008: 842). Murthy
(2008) notes that digital video diaries can be more intimate, but research participants may

Chapter 3 | Methodology

39

also ‘play up’ to the camera. These videos reflect how the participants want to be viewed
and represented (Murthy, 2008). Conversely, Murthy (2008) also points out that by using
webcams, respondents may forget that they are being recorded, making the data more
intimate and truthful, as “video diarists often move about their domestic spaces, drifting in
and out of the frame. Their desk, front room, bedroom, etc., can become a ‘reality TV’ studio
space” (Murthy, 2008: 843-844). Andrejevic (2004: 193; in Murthy, 2008: 844) describes
this effortless mobility between the comfortable private space and public space as “public
privacy”.
Online communication data is also easily collected without the ethnographer actually
having to observe the interaction as it takes place. This raises the question of whether the
ethnographer should be present observing at the time of the interactions. Researchers are
only presented with what is on the screen, and on sites like social media sites, what is
observable can be misleading or only a partial image as comments may be edited or deleted
(Varis, 2015). For this reason, I tried to be as active and in-field as possible throughout the
research period, so as to capture the interactions as they took place and to be a part of the
discussions, while still in-keeping with the social interaction norms of the Facebook groups.
3.5.2

Digital divide and digital stratification
Digitalisation has a profound effect on people’s everyday lives and the way they

communicate. Although digital divides still exist, and many people do not have access to
devices or the internet, their lives are still influenced by the very absence of these digital
tools of communication (Varis, 2015). Examining these digitally deprived contexts can
provide a broader comprehension on digital communications, and by studying local
appropriations of technologies we can better understand specific digital communication
platforms (Varis, 2015).
A combination of physical and digital ethnography also has the potential to
demarginalize the voices of respondents, although “access to these technologies remains
stratified by class, race, and gender of both researchers and respondents” (Murthy, 2008:
839). In looking at the way that social networking sites can be useful to ethnographers,
Murthy (2008) makes an excellent point, which I found particularly relevant to my research.
That is, that membership of these online websites and communities is restricted to those with
digital access, and those with digital capital (Murthy uses the terms digital “haves” and
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“have nots”), and there are still ethnic and gender digital divides. In relation to my research,
this means I had to consider that there are some New Zealanders who are excluded from
these online conversations about death. It needs to be acknowledged that there are many
factors influencing research data from online respondents. Economically, the data is more
likely to be skewed towards more socially advantaged groups, and non-economic factors
include disabilities, and speaking languages other than English (Murthy, 2008).
“Researchers should be mindful of the nuances of this divide and its social implications
when representing both the remit of their work and the scope of their results” (Murthy, 2008:
848). I kept these nuances in mind throughout my data gathering and analysis.

3.6 Data Gathering Methods
The focus of this study was on death-related New Zealand Facebook groups (see
Table 2). The criteria used to select the groups was based on practical requirements, ethical
concerns, and relevance to the research questions. For instance, suicide related groups were
left out of the study because of the sensitive nature of the subject, and while suicide-related
groups had open discussions about death, a brief scrutiny showed the focus was largely on
mental health and providing a support network instead of providing a place to converse about
death.
As such, the selection criteria for the groups were as follows:
•

posted relatively frequently, and had enough action and social interactions
for data gathering

•

were sufficiently public groups

•

discussed death

•

were specific to or based in New Zealand

Thirteen Facebook groups were found by searching key words on Facebook, such as
‘death’, ‘dying’, ‘New Zealand’, ‘Aotearoa’, and through snowball techniques that are
common to qualitative research practices. Snowballing follows connections from one group
to another to build a set of resources for observation and analysis (McCosker, 2014). I did
this by following Facebook recommendations, and by following posts that were shared from
one group to another, as quite often groups followed each other or had members who were
active in both, and so posts would be shared across the different groups.
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Table 2: Revisiting the Basic Characteristics of Observed Facebook Groups/Pages
Group

Formed

Number of Members
/ Followers

Rate of Posts Over
the Observed Month

Death Positive NZ

March 2016

24

Very sporadic posting
2

Home Funeral Network
Aotearoa New Zealand

January 2016

165

8

New Zealand End of Life
Doulas

June 2018

254

17

Better Send Off NZ

September 2014

1269

3

The Death Dialogues Project

October 2017

955

84

The Casketeers (2018)

February 2016

31883

11

Hospice NZ – Living Every
Moment

May 2010

7067
likes,
followers

Death Café New Zealand

March 2014

718

15

Death Café Whangarei

October 2016

155

7

Death Café Wellington New
Zealand

September 2012 as Liff
Life Laff, but became
Death Café Wellington
February 2014

460

7

Tauranga Death Café

May 2016

244

9

Death Café Christchurch

April 2016

146

16

Death Café Oamaru Waitaki

2013

Unknown

125

7464

11

3.7 Contact and Ethics Procedures
This research project has been approved by the University of Otago Human Ethics
Committee (reference number 18/155) and has consulted with the Ngāi Tahu Research
Consultation Committee. The participant consent form and information sheet are included
in the Appendix.
After the ethics process, I contacted the administrators of the groups, asking if they
would take part in an interview. Interested participants were first asked about their job,
education, gender, ethnicity, and age for the sake of demographic information. This
demographic information was requested to contextualise the analysed data, but is presented
in such a way that specific individuals are not identifiable. Despite inviting all administrators
of the various groups, the three participants who volunteered for interviews ended up being
administrators and facilitators of region-specific Death Cafés. All three participants
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identified as New Zealand European and were in their mid to late 50s. Although they had
some involvement with the death industry, none had specific careers dedicated to those roles.
Table 3: Interview Participants
Participant
(Pseudonym)

Details

Fiona

NZ European woman
54 yrs
Administrator of regional Death Café in New Zealand
Had contributed to a book on death and dying
Had written a book on grief
Had a diploma in grief support
Had some training as a death walker (a companion to they dying)

Mary

NZ European woman
55 yrs
Administrator of regional Death Café in New Zealand
Funeral celebrant
Pastoral and bereavement support for funeral directors

Jane

NZ European woman
59 yrs
Administrator of regional Death Café in New Zealand
Setting up a funeral directing service

These participants were then interviewed using a semi-structured, open-ended
interview technique. In the interviews, participants were asked to talk about how they
became involved with death talking in New Zealand as well as their reasons for creating and
administrating the Facebook groups.
Interviews were conducted via Zoom, a video conferencing platform. As the
participants were already users of digital websites, using digital technologies to conduct the
interviews provided participants with a medium that they were already comfortable with.
The use of remote digital technologies also offered participants the option to be interviewed
within their home, which my participants did, or with a support person nearby if they wished,
although none chose to do so.
Interviews were recorded through the Zoom platform, and then transcribed by me.
All participants were told, and consented to, the recording of the interview. Participants were
offered the chance to review and comment on the transcripts of their individual interview
before the data was analysed and written up, if they wished. All of the interview data was
recorded, transcribed, and stored using self-selected pseudonyms. Confidentiality was
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maintained through the removal and encoding of identification markers. Pseudonyms are
used in the reporting of this data, and all reasonable steps were taken to ensure anonymity
for participants.
It should also be noted that this data was collected some of it preceding and
immediately post the Christchurch Mosque shootings. My month-long digital ethnography
ended on March 15, 2019, the day of the shootings. I subsequently postponed my interviews
with participants, pushing them back several weeks as I felt it was unethical to continue
when I was emotionally impacted, and I believed my participants may also have been.
However, one of the Death Cafés I attended decided to go ahead a week after the shootings,
which definitely shaped and controlled the conversation of that café meeting. Although I
was no longer collecting data, I noted that the Facebook groups were dominated by
discussion of the shootings. I also felt the need to clarify with participants, when I did do the
interviews several weeks later, that this research was not focussing on the Mosque shootings,
yet I am aware that it may have shaped how myself and interviewees responded to and
engaged with death conversations.

3.8 Interviews
Interviewing is one of the main methods of ethnographic research (Wolcott, 2008).
Interviews allow the research to follow up and probe response. They also mean that
nonverbal communication can be recorded, such as facial expressions and gestures, to enrich
the data. The more structured an interview is, the quicker and less problematic analysis is.
However, structured interviews can lead to more standardised responses, whereas less
structured interviews allow participants to talk more freely. Completely unstructured
interviews can provide a wealth of data but can be time-consuming to analyse and may also
potentially increase interviewer bias (Davies, 2006). For these reasons, I choose to use semistructured interviews. Semi-structured interviews involve the researcher asking participants
pre-determined, open-ended questions. This way the researcher has control over the
interview, but does not limit participants’ responses (Ayres, 2008). Semi-structured
interviews with open-ended questions can encourage participants to share their stories in
their own words (Kvale, 1996). As such, the researcher creates an interview guide in advance
based upon the research direction and question. The interview guide can range from specific,
carefully worded questions, through to a list of topics to be covered. The interviewer,
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depending on informants’ responses, may then choose to follow the guide as strictly or as
flexibly as they like (Ayres, 2008).

3.9 Online Interviewing
For this study, I choose to conduct my interviews online, via Zoom. There are many
reasons researchers choose to use online interviewing. I initially considered online
interviewing because potential participants were likely to be geographically spread around
New Zealand. I am based in Dunedin, however online interviewing enables me to interview
participants all over New Zealand with synchronous communication, including sound and
video (Lo lacuna, Symonds, & Brown, 2016; Sullivan, 2012). Online interviewing means
the sample is no longer limited geographically (Lo lacono et al., 2016; Deakin & Wakefield,
2013; Sullivan, 2012). This not only means the researcher can reach a broader range of
participants, but also that participants can participate easily and do not need to travel (Lo
lacono et al., 2016). Online interviewing encourages potential participants who are limited
by time and place to participate in research as the interviews can occur in more convenient
locations for the participants (Janghorban, Roudsari, & Taghipour, 2014). Furthermore,
online interviewing overcomes financial and logistical issues, such as travel costs, and
allows for greater flexibility in the timing and venue of the interview (Deakin & Wakefield,
2013). Lo lacono et al. (2016) found that many of their participants found Skype interviews
more preferable, as they thought it more comfortable and timesaving than face-to-face
interviews. The participant and researcher both get to choose their own setting, or “safe
location” without the other person imposing on their personal space (Hanna, 2012; 241).
Thus, a “neutral yet personal location is maintained for both parties throughout the process”
(Hanna, 2012; 241). An advantage of talking to participants in their own homes was that
they were able to show me relevant books and artwork while we were talking.
Some participants may be more likely to open up when in their own comfortable
environments while talking via Skype, and it can also make researchers feel more at ease
(Lo lacono et al., 2016). Due to contemporary society’s dependence on technology,
presentations of self online may be more accurate (Sullivan, 2012). The anonymity of the
online may be more truthful and authentic than offline, and so online interviewing may be
more beneficial for shy and introverted participants who will open up more in front of the
screen (Seitz, 2016; Sullivan, 2012).
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Nonetheless, trust and rapport are needed to build a good research partnership
between researcher and participant. Building rapport with participants is another contentious
issue in regard to online interviewing. Some researchers like Cater (2011) believe it is not
possible to build rapport online, while others argue it is (Deakin & Wakefield, 2013).
Ultimately, how effective online interviews are depends on the researcher, participant, and
the topic (Lo lacono et al., 2016). Emailing beforehand allows information to be exchanged,
build rapport, and make connections prior to the interview (Seitz, 2016; Deakin &
Wakefield, 2013). Prior to the interviews, I connected with my participants through a mix
of emails and Facebook messaging.
One of the negatives of online interviewing is the inability to read body language
and nonverbal cues. Interactions may easily be misinterpreted even over video, however this
can be overcome by paying close attention to the participant’s voice and facial expressions,
as well as making use of one’s own voice and facial expressions to convey understanding
and emotion (Lo lacono et al., 2016; Seitz, 2016). Both researcher and participant need to
speak slowly and deliberately, and the researcher should reassure the participant that they
are being heard by nodding, asking follow-up questions, and echoing answers.
The technical side of online interviewing also creates both positives and negatives.
There is the ability to record video and audio together on the same piece of equipment, and
the option to exchange files and photos during the interview (Lo lacono et al., 2016; Hanna,
2012). Participants must be aware of the interview being recorded, and they need to consent
digitally or vocally (Deakin & Wakefield, 2013). It is also easier for participants to withdraw
from an online interview as they only need to click a button to leave.
One of the main arguments against online interviewing is that participants require
access to a computer, some level of technical competency and expertise, as well as the will
to use it (Lo lacono et al., 2016; Deakin & Wakefield, 2013). This excludes people without
device access and technical expertise. However, as my participants were all administrators
of Facebook groups and were contacted through Facebook and emails, they already showed
they had the access, ability, and willingness to use computers, and would likely be
comfortable doing so as it is a form of communication that they were familiar with. Without
online interviewing opportunities, my research would have been limited to local death
talkers, and at the time I conducted my research, there were no groups based in Dunedin.
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Amongst many other potential technical issues, there is also the potential for
interviews to be disrupted or lost due to not having a strong connection (Seitz, 2016; Deakin
& Wakefield, 2013; Sullivan, 2012). Online interviews, especially via Skype do have the
option of typing into a chat box (Deaking & Wakefield). However, Seitz (2016) argues there
are ways to prepare and ensure that an online interview goes as smoothly as possible and
that a good partnership is created throughout the qualitative interview. Seitz (2016) notes
several strategies to overcome any online interviewing obstacles and I adapted and used
these in my methodology: having a fully charged laptop, a quiet and stationary location,
ensuring the internet signal is as strong as possible, and testing the communication platform
beforehand. I also adopted Seitz’s (2016) suggestion to include the participant in the
preparation, for instance, by creating a preparation checklist for the researcher and the
participants to use. This approach required some emailing before the interview, but helps
build rapport with the participants (Seitz, 2016; Deakin & Wakefield, 2013).

3.10 Analysis
Digital ethnography analysis is typically an extension of “ethnographic content
analysis”, which is a combination of objective content analysis and participant observation
(Altheide, 2008). Ezzy (2003) defines qualitative research as studying meaning. However,
interpretations and meanings are situated, so no one method will be applicable to all research
situations (Ezzy, 2003). As Ezzy (2003: 81) states “The quality of qualitative data analysis
depends on following well-thought-out procedures, and on ensuring that these procedures
reveal the structures of understanding of participants”. I used inductive content and thematic
analysis to code and analyse my data.
Content analysis is a way of reducing data down and making sense of it, deriving its
meaning (Julien, 2008). Ezzy (2003) claims that content analysis begins with predefined
categories, whereas thematic analysis allows categories to emerge from the data. Limiting
the data to predefined categories prevents the data from truly ‘speaking’ to the researcher
and limits the participants’ voices. For that reason, I used thematic coding and analysis,
which involves the process of identifying themes or concepts that are in the data, rather than
sorting the data into predefined categories (Ezzy, 2003). While the researcher may have in
mind general issues of interest prior to analysis, the specific nature of the categories and
themes are not predetermined, but rather ‘induced’ from the data (Ezzy, 2003). This can lead
the researcher to issues and problems that may have been unanticipated.
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Content analysis examines the frequency with which categories of meaning are used
or present in a document, and thus requires close reading of the text. Identifying the themes
or categories takes time analysing and going over the data, revisiting previously identified
categories, combining or dividing categories, and resolving contradictions (Julien, 2008).
Coding of categories in thematic content analysis begins with what Ayres (2008: 867) calls
“promising ideas” or ‘open coding’ (Emerson, Fretz, & Shaw, 2011:172). These are any
ideas, no matter how varied, that show an importance within an individual account and
which may recur in other interviews, exhibiting the beginnings of a broader theme (Emerson
et al., 2011; Ayres, 2008). Through the ‘focused coding’ process, “the ethnographer uses a
smaller set of promising ideas and categories” to narrow down to the major topics and
themes of the data (Emerson et al., 2011:172). Data is separated from its original interview
or context and reconceptualised into a theme (Ayres, 2008), by categorizing the qualitative
textual data into conceptual categories so that consistent patterns and relationships between
the variables or themes can be identified (Julien, 2008). This approach should identify clear
and coherent categories that highlight salient aspects of the message conveyed, and which
can then have their significance to the overall message calculated using objective and
reliable methods of calculation (Scott, 2006). The frequency of the specific words, phrases
or images that denote each category indicates the salience of the category of meaning (Scott,
2006). Throughout the analysis, each theme should be considered in its relevance to the
research question and the data set as a whole, as to keep the developing analysis integrated
(Ayres, 2008).
Coding categories must be exhaustive, with every relevant item classified into one
category. They must also be mutually exclusive, with no item able to be classified into more
than one category (Julien, 2008; Scott, 2006). The results of a content analysis should make
sense and resonate accurately with the participants that the data came from as much as
possible (Julien, 2008). Meeting these criteria reduces the ambiguity of classification (Scott,
2006). Content analysis is therefore a flexible analytic method that provides “a systematic
way of synthesizing a wide range of data” (Julien, 2008: 121).
With that in mind, I began my analysis by familiarising myself with the data by
reading and re-reading my fieldnotes from my digital ethnography and interview transcripts,
loosely ‘open coding’ the notes and transcripts with my research question in mind (Braun &
Clarke, 2006). This ‘open coding’ (Emerson, Fretz, & Shaw, 2011) generated over 100
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initial codes between the two sets of data, which I then narrowed down. I grouped codes
together and compared which codes were present or overlapped the two sets of data until I
had several ‘focused codes’ (Emerson, Fretz, & Shaw, 2011) that became representative of
the emerging themes in the combined data. Once I had identified the themes, I continued to
review them, then define them (Braun & Clarke, 2006), and ultimately generated nine
themes that would structure my findings. These were themes of expertism, a perceived lack
of information, approaching death artistically and creatively, sharing personal experiences,
reimagining how to ‘do death’, normalising grief, understanding and accepting death, and
death conversations as life enhancing. These themes became the basis of my findings,
Chapter Four, Chapter Five, and Chapter Six.

3.11 Summary
In this chapter I have described my methodological and analytical approach to this
study, particularly digital ethnographic methods, online interviewing and content analysis
and coding. I have outlined the way I coded the data from my observations of the Facebook
groups and the semi-structured interviews of group administrators and identified nine
themes that underpin my findings. In the following three chapters, I outline my results that
emerged from my analysis.
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Chapter 4: Being Part of a Community That Wants to
Tackle the Death Taboo
The death talking community that I researched evidenced a strong belief that death
and grief were not something normally spoken about in New Zealand society. This meant
they experienced the discussions they wanted to have as pushing against normative
conversational boundaries. In this section, I talk about different ways my participants and
the online death talking community I observed encountered these normative boundaries and
challenged them. Death talkers encountered misunderstandings from outsiders when
pushing against these boundaries as outsiders viewed an interest in discussing death as
abnormal. Nonetheless, members of the community felt that death talking enhanced their
lives. Being part of a global community that is active online was a source of comfort for
death talkers, offering a sense of connection and support that interview participants then
wanted to bring to their own local New Zealand communities through Death Cafés.

4.1 Pushing Against Normative Conversational Boundaries
Over the course of my fieldwork period - in both the pattern of their posts and
interactions online, and the interviews I did with group administrators - I observed that the
death talking community constructed an idea of ‘western society’ as an imagined collective
that was trying to stifle conversations about death. As such, having open, honest
conversations about death was seen as pushing against ’western society’s’ normative
conversational boundaries by tackling a ‘taboo’ subject and having deeper conversations
they could not entertain elsewhere. For instance, Fiona, expressed the sense of reward she
felt from talking about something that “has been quite a taboo subject” because she felt
people were being honest and vulnerable, rather than engaging in “just shallow chit chat”.
She described death conversations as almost “addictive in a good way” because of the sense
of challenging taboos together. Fiona especially showed an interest in having “provocative”
conversations that questioned the status quo and got people thinking about the reasons why
things are the way they are, how they could be improved, and how creativity could be used
to make the topic of death more interesting and enjoyable. It would be remiss of me not to
acknowledge here the history of ‘taboo’ and recognise its origins in ‘tabu/tapu’. The
meanings of taboo and tapu/tabu are different due to colonialism and cultural bias (Gilmore,
Schafer, & Halcrow, 2013). In the eighteenth century, Captain James Cook made a
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connection between tabu/tapu and things that are forbidden, without comprehending the
spiritual significance and cosmological underpinnings that are so essential to the concepts
of tabu/tapu in Polynesian society. Consequently, the common use and meaning of ‘taboo’
in English vocabulary differs to that of the original ‘tabu/tapu’ (Gilmore et al., 2013).
All three of my interview participants commented on the need for support when
starting a Death Café. Both Jane and Mary were interested in the Death Café movement for
a while before starting their own. When they did start their respective Death Cafés, both did
so with the support of a friend. Mary had been making visual diaries about Death Café and
making shrouds since 2013. However, she claimed that she did not have the courage to start
a Death Café alone (when Death Cafés were only about two years old), and that “in that time
you needed a buddy”. The sense that the conversations they wanted to have were not
‘normal’ topics meant that, for Jane and Mary, it was easier to start discussions about death
with the support of a friend. Jane and Mary were worried that by breaking conversational
boundaries and talking about death, a topic they felt was not usually talked about, they ran
the risk of social rejection. Having a friend to start their Death Café with meant that even if
their local community rejected the Death Café idea, the experience would not be as isolating
because they had some support from a friend.
Fiona described how humour was a useful tool to make talking about death seem less
intimidating. She explained that part of her role as facilitator at the Death Cafés was to
encourage attendees to enjoy the conversations and not be afraid to take a light-hearted
approach to the topic of death:
[…] people are quite, you know, we know they’re death, they’re resistant to
conversation anyway, it’s really quite like ‘ew why do you want to talk about
that for it’s so depressing. Um, and you know, I’m, one of my, of, my, I guess
one of my roles has become, ‘no it’s actually really enjoyable’ and it’s, it’s
quite funny sometimes, we’ll be laughing, and you know, it’s, some of the
stories we share, we are all giggling and you know.
Facebook groups attempted to make discussions about death acceptable and less
intimidating through the use of humour. Scattered amongst the articles and personal stories
were an abundance of memes and cartoons (see Figure 1). As most of the audience for these
posts were already members of the Facebook groups or following the Facebook groups.
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these images were speaking to people who were already interested in talking about death.
Such posts communicated that an interest in death is not weird, that death is a normal topic
that can be funny and gave the Facebook followers a safe space in which to discuss death
without being judged.

Figure 1: A cartoon shared on one of the Facebook Groups

The role of humour in creating a sense of safety and encouraging people to be more
comfortable talking about death was shown in Facebook comments (25/2/19 ) in response
to an episode of New Zealand television show The Casketeers (2018) (a television show
commonly quoted as addressing the taboo of death). The Facebook community discussions
recorded during my fieldwork period illustrated how the comedic nature of the show
encouraged people to talk about their after-death preferences with their family and friends.
As seen in the comments in Figures 2 and 3 (over the page), the short colloquial language
used in a Facebook comment is unintimidating and may be a starting point for further
discussions. In this instance, commenters were tagging friends and discussing an LED casket
that had featured in that week’s episode. Within the context of The Casketeers’ (2018)
Facebook page, death was a normal conversation topic, as made apparent when commenters
selected their casket or tagged a friend they felt would suit a casket (see Figures 2 & 3).
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Figure 2: A comment on The Casketeers (2018) Facebook page, joking about
having an LED casket

Figure 3: A comment on The Casketeers (2018) Facebook page, claiming that an
LED casket will suit their friend

4.2 Misunderstandings and Misconceptions Regarding the Desire to Talk
About Death
Interview participants described in more detail how they encountered
misunderstandings and misconceptions around their desire to talk about death. Their desire
to talk about death set them apart and was subject to misinterpretation and negativity as
people outside of the Death Café community were suspicious of their reasons for wanting to
talk about this topic. Jane experienced this when administrating the Death Café Facebook
page, where she saw negative responses and people struggling to understand the concept of
Death Café. She described a lot of “shock horror kind of responses” in the comments of
posts when people tagged their friends, and when Death Café events were shared around.
Furthermore, she ran into trouble when asking one of the local papers to run an
advertisement for an upcoming Death Café event. The local paper refused to put a notice for
the Death Café on the community noticeboard, because the paper did not want to be held
responsible or run the risk of being “accused” if “somebody [went] to a Death Café and then
went home and took their own life”. The newspaper’s assumption that for someone to want
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to attend a Death Café they must be contemplating suicide, or would be driven to suicide, is
an example of the misconceptions about Death Cafés.
Assumptions about peoples’ motivations for attending Death Cafés can also be seen
in Mary’s encounter with a journalist who attended a Death Café and then wrote a story
about it without telling the group:
He came along, he was very witty and quite amusing, and we had quite a
chatty Death Café, it was, you know, very… quite an interesting
conversation. But then about 2 [or] 3 months later, a Herald article appeared
in the Sun Herald or whatever it was…HUGE, MASSIVE. And he just took
the piss out of everyone. And I was just, we were just furious because he
didn't um, you know, cos at the beginning when he arrived, when he
introduced himself I thought, 'oh my god I know who you are' and sort of said
to him 'oh why, why have you come today' and he said 'oh! I was just, I just
saw the sign in the window and just decided I’d come in'. And actually it
wasn't like that at all [laughs][…] Yeah it was a bit shady. So, I think
sometimes journalists do find that, you know, they’re always trying to get an,
an angle on it that’s really not there.
In this case, Mary felt the journalist not only misrepresented himself to their community, but
also misrepresented the Death Café to others when he described it in his article.
The societal reluctance to talk about death alienates people who do want to talk about
death and means that their reasons for wanting to tackle the ‘taboo’ subject are often
misconstrued. Outsiders struggled to understand the positive reasons pro-death discussion
members wanted to talk about death. In the two situations outlined above, the interview
participants encountered two situations where members of the media tried to put an angle,
or a spin, on Death Cafés that was incorrect. For the media, and the public, storylines of
‘encouraging suicide’ or making fun of a group of death positive people by labelling them
‘morbid’ and ‘weird’ is an easier fit with traditional media stories about death. Such stories
are popular, simpler to understand, and less risky than normalising positive conversations
about death as a Death Café aims to do.
As a young person in my early 20s studying death, I have also encountered such
misconceptions. Mary’s story about the journalist was prompted by us talking about my own
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experiences explaining my research to people, and the reaction I received, to which she
replied “Why wouldn’t young people talk about death? Not only old people die.” When
explaining my research to an older customer at my part time job, he was puzzled by my
interest in the topic, stating that ‘wasn’t I little too young to be thinking about death?’ He
then joked that I must be a ‘goth’ if I’m so interested in talking about death. Even jokingly,
associating my desire to talk about death with being goth fits a disturbing topic into an easily
understood box, shuffling me out of the ‘mainstream’ and into a known subculture.
This same association with niche subcultures was found in the article written by the
journalist who had attended Mary’s Death Café. On the topic of young people, whom he did
not consider to have any reason for contemplating mortality quite yet and thus no reason to
attend the Death Café, he stated that he was “immediately suspicious of youth wishing to
explore such matters and tend – in my journalistic manner – to wonder if they are really into
some oddball interest like vampires or necrophilia” (Bromhead, 2017). Because the desire
to talk about death pushes against normative boundaries, it is easier for outsiders to death
talker communities (online and offline) to label and associate death discussions with existing
subcultures and topics that are already familiar to them and easier to understand. However,
this is not how my interview participants, or the online community, saw their interest in
death, and so they often found themselves and their interest being misinterpreted by
outsiders.

4.3 “And it’s Life Enhancing!”: Making the Most of Life by Talking
About Death
Despite encountering negative perceptions around talking about death, participants
believed having these conversations was life affirming and life enhancing. A strong theme
that emerged over the course of my fieldwork was how talking about death could enhance
peoples’ lives by inspiring them to be more present and value their time more:
[…] I really get the thing about the Death Café agenda, that the more we face
it [death], and tackle it, and come to terms with it the more we can embrace
the life we have today. I really GET it, I get it more and more as time goes
by, you know, I can feel myself getting it at a cellular lever actually this really
IS true.
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For Jane, discussing death made her more aware of life. Indeed, the Death Cafés themselves
were very lively. At the cafés I attended, members were constantly drinking, eating, chatting,
going to the bathroom, ordering more coffee and coming back, moving, being alive. Fiona
noticed a reflective aspect of the conversations at her local Death Cafés. They talked about
bucket lists and getting more out of life, and how the death conversations helped attendees
shift into a stronger, deeper sense of how precious life is, and how moments and days should
be savoured:
[…] if we just have these conversations. It’s a normal part of life, it’s, it just
makes it so much better for everybody. And it’s life enhancing!

When I was speaking to Fiona, she explained to me how “contemplating death brings
us back into the moment of gosh life is so precious”, and went on to explain how she wanted
to savour life, and how this was explored in her other projects that focussed on gratitude and
little acts of kindness. She left her desk to retrieve a painting from the back of the room that
depicted her feelings of death, which she was very excited to show me, as she grinned and
held the canvas up. It was a large white canvas, with predominantly pink and red strokes of
paint, but hints of blues, greens and oranges, creating a messy, colourful background. In the
centre of the painting was a stylised white skull, and beneath that “Life is not the absence of
death” painted in white. She then explained how she was inspired after painting the first one
and went on to paint two more (see Figure 4).
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Figure 4: Two paintings contemplating Fiona’s feelings about life and death, and
shared to the Death Café page

The two paintings are a mix of pink, purple, orange and blue strokes. The first of
these two paintings has a third of the canvas painted just in blues, with a clay bone stuck on
in the blue section. The second painting has a swirl pattern to the strokes, and at the centre
a clay skull. Both paintings follow the theme of life being inseparable from death and attempt
to “bring more colour to the conversation”. Fiona found that through thinking about death,
she was inspired to go and do something, whether that be creating a painting, or savouring
a cup of coffee, or practicing little acts of kindness.

I noticed over the course of my participant-observation online that a lot of posts and
articles in the Facebook communities shared a similar idea, that talking about death could
lead to a more fulfilling life. For instance, Figure 5 shows a post of an article discussing how
considering death and accepting death can change peoples’ lives in positive ways.
Interestingly, the imagery accompanying this post was an image of stacked skulls which
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would normally be associated more with death than life. Nonetheless, comments on such
posts often mentioned how discussions about death or attending Death Cafés had changed
people’s lives. The narrative of the Facebook community was one of support for openly
discussing death as they believed and experienced these conversations as life-affirming and
enhancing.

Figure 5: An article discussing how talking about death can positively impact your
life

4.4 “I Find it Very Reassuring That it’s Going on Across the Globe!”:
Being Part of a Global Community
Participants found it comforting to be a part of a larger global Facebook community
wanting to have conversations about death. They also believed it was important to make
conversations about death more accessible to their local communities. Death Café was seen
as something that participants could offer to their local communities and through which they
could build a local death-talking community around.
All of the participants knew of, or were involved with, other New Zealand death
positive movements, as well as global ones (mostly from the United States, Canada,
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England, Australia), and the Facebook groups posted from and followed one another, both
from within New Zealand and globally. I noticed that posts would frequently appear and be
shared across multiple groups throughout the day. While all of the participants were familiar
with other people involved in death conversations throughout New Zealand, Fiona was
particularly well connected. She had met a lot of people through taking part in a book about
death in New Zealand, her death walker training, and through her own curiosity. When I
commented on the fact that New Zealand is so small and everyone knows everyone, she
responded:
It’s not that New Zealand’s so small, it’s just that the people who are looking
at doing death differently, that group is very small.
Being part of such a small group that is spread over the country, participants found comfort
in a global community of people wanting to “do death differently”. Being plugged into a
global network that was sharing information online was an important point of reassurance
for participants, as Jane described:
So, what I’m looking for is the people that are working to put… the control
in the death back in the hands of the people whose [death] it is. So anything
I come across like that I just, I like them and follow them all, because I find
it very, I find it very reassuring that it’s going on across the globe! And to see
I’m hooked into that network that’s, that’s very reassuring to me, yeah.
Facebook made being part of a global network possible and let the various local groups
interact, like, share, and post to each other’s pages. Fiona and Jane expressed a dislike for
Facebook, but thought it was a useful space for keeping in touch and keeping people
updated. Jane described herself as having “some quite big resistance to Facebook and the
whole way Facebook works and how it operates”, but found that using Facebook for the
Death Cafés has changed how she perceives Facebook, stating that she now realises you can
use Facebook “to do some good things”. Participants found Facebook useful because they
felt that “everybody’s using Facebook, and everyone looks at it”. Although Facebook usage
may vary by demographics, members of all age groups are still using Facebook (Aboulhosn,
2020). For these participants, the ability to see friends, networks, and community made it
easier for them to have conversations about death.
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An awareness of the global community and conversations with friends about what
was available led Jane to decide that Death Café was something that could benefit her local
community:
We wanted to start to offer something else to our local community […] and
as part of that um we felt that it was an opportune time to start the Death Café.
Because you know, we were reading endless amounts online, and looking at
what’s happening in England and looking what’s happening in America, and
looking at what looks to, seems to us like a, a global reclaiming of all the
processes around death that’s going on at the moment, and so we’d come
across the Death Café as well and we felt that that was um… a, an ideal thing
for us to offer to the community, um as, in a voluntary capacity, you know,
in a kind of giving to our community kind of way, to add to the opportunities
to open up conversations about death.
Interview participants were using the online to take part in a global community trying to
“reclaim” the processes around death (I discuss the concept of reclaiming death processes
further in Chapters Five and Six). Being a part of a global community offered the same sense
of security that having a friend to start Death Café with did. While still running the risk of
social rejection from their local communities, being plugged into the global death-talking
community provided support for participants while they tried to reclaim death processes.
This is especially relevant for New Zealanders, where the death-talking community within
the country may be quite small and geographically spread.
While the conversations were occurring within and between globally-networked
publics, via social media and the internet, for my participants, Death Café was something
they believed they could offer to their own local communities in New Zealand as well.
Although they found the global community useful for support and information, participants
believed that local, face-to-face communication had something more to offer. They saw it
was a way to encourage their local community to open up the conversation around death and
benefit from it, as participants felt they had benefited from these conversations. Both Jane
and Mary expressed wanting to create a community around the Death Café in their local
areas. For instance, Mary explained the Death Café was not her “baby”, “it’s not about me”,
but was something that she hoped a community of people would build around and work
together in. All three participants were predominantly the sole person posting for their local
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Death Café Facebook groups, but wanted other members to become involved and post as
well, as long as they adhered to the Death Café philosophies.
Facebook’s popularity made it a useful platform for facilitating death conversations
and connections between local New Zealand death-talking communities, and the broader
global death-talking community. However, having these conversations online could also
stifle interactions, and participants were conscious of how their online activity and responses
would be interpreted. Fiona told me she did not usually comment on the personal stories
shared to the New Zealand and global groups that she followed because she thought it
seemed “too shallow”, and that it would “trivialise” what they shared if she added “some
sort of little comment”. Fiona was very conscious of how her actions and words online would
be interpreted, “especially with a subject like death, and death related, you know, you think
of all the things that fall under that…”. While having access to the online community was
beneficial for fostering a sense of connectedness with the wider global community, it was
also important to create local communities that could meet in person, where conversations
could be had without the fear of being misinterpreted because of the communication
medium.
This hesitancy to comment on some posts or respond to peoples’ comments was
something I felt in my own interactions throughout my fieldwork. While these Facebook
groups are useful to their followers for keeping them in the loop and network, Facebook
may sometimes feel like too casual a place to converse about certain death-related matters,
which may also be reflected in the lack of comments interactions in the groups at times or
around certain topics.

4.5 “I Lacked the Fluency of the Conversation Around Loss”:
Normalising Grief and Accepting Grieving People
An important purpose for the Facebook groups and the Death Cafés I studied, was
to increase peoples’ death literacy and help them acknowledge their response to death and
grief. For example, the Death Dialogue Project aimed to normalise talking about grief and
accept grieving people so that people would not be “blindsided” by death. One post shared
(Figure 6) had all of the honest feelings about grief crossed out, hidden so that the receiver
of the message would not be confronted by the full impact of the sender’s grief. The poster
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emphasised that this was everything the grieving individual wanted to say but felt they
should hide because grief was not something commonly talked about.

Figure 6: A post showing what is left unsaid when someone is experiencing grief

Many of the Facebook posts attempted to show the impact grief could have on a
person, emphasising the idea that grief does not end, and that there is no ‘getting over it’.
Another image shared (see Figure 7) shows an art sculpture titled ‘The Weight of Grief’.
This sculpture attempts to show how people can be weighed down by their grief by showing
a wire figure of a person filled with rocks, crouching down in an almost foetal position. I
observed that this post evoked several like and love reacts as it resonated with viewers.
Figure 8 on the other hand portrays how grief does not lessen over time as the rest of your
life grows around it. Sharing these images served to normalise grief, so that members of the
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groups could see that when they experience grief they do not have to ‘get over it’ and stop
feeling it.

Figure 7: 'The Weight of Grief' sculpture depicting the extent to which grief can
affect a person. Was shared by many of the Facebook groups.
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Figure 8: Tonkin's Model of Grief demonstrating how grief does not get smaller
over time

Figure 9: An authoritative and informative article on how to speak to grieving
people
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Figure 10: A poem giving advice on how to react when you meet someone in grief

Other shared images focussed on advice for how to talk and respond to grieving
people. Figure 9 has an authoritative tone, with the use of imperatives like ‘what to say’.
The imagery of this post depicts what not to do, which is to force your sympathetic sad
reaction on to the grieving individual, so the focus is not on them and their grief anymore.
The use of the sad emoji as the message also shows how the nature of such responses can be
considered insincere because of how standardised and overused they are. On the other hand,
Figure 10 is advisory in that it gives a social context, saying ‘when you meet someone in
grief’ (my emphasis). ‘When’ rather than ‘if’ emphasises how encountering someone
grieving is normal and to be expected, while advising how to react in this social situation.
In doing so, these posts reinforced the aims of the Facebook groups to normalise
conversations about grief and death in order to overcome people’s discomfort when faced
with the topic in social situations.

Chapter 4 | Tackling Death Taboos

65

This discomfort was felt by Fiona, who had written a book about grief before she
became involved in Death Café. She explained that prior to her involvement in Death Café
she had felt awkward when readers of her book shared their grief stories with her:
…they would share this, some sad loss that they’ve been through and I felt…
you know, I was… honoured that they would share it with me, but I felt really
awkward and inadequate to even witness their conversation […] and I just…
didn’t know what to say so I’d end up saying mmhmm mmhmm [sigh].
Her experiences led Fiona to seek out formalised training in grief support, where she realised
that she “lacked the fluency of conversation around loss”. She described her training as
helpful because it taught her that grief is individual and there is no right or wrong way to
grieve. For Fiona, this knowledge acted as a “real de-stressor” as she realised how important
it was not to judge how grief presents for people, and that the best approach is to simply be
supportive.
This realisation shaped conversations in Fiona’s Death Cafés, where grief and loss
were talked about more generally beyond losing a loved one:
We’ve talked about death, um, and loss, in other realms, so not just death of
a, of the physical body or of a person, but loss of health, loss of relationships,
loss of careers and jobs and homes, especially for us here in Christchurch
post-earthquakes, loss, you know, loss in the most general sense.
By extending conversations about loss beyond the loss of loved ones, death talking
communities such as Fiona’s Death Café emphasized the acceptance and normality of grief
and the different things people grieve for. The groups I studied sought to accept and
normalise conversations about grief so that grieving individuals did not feel shamed into
hiding their grief from the world and end up suffering alone.
Grief was an important topic I observed on the Facebook groups, with an emphasis
on normalising grief and showing an acceptance of grieving people. This was also something
that came up frequently in the Death Cafés. For Mary, it was important to make sure people
knew that the Death Café was not a grief support group. However, she still found grief an
important topic to discuss, and would still post articles to the group’s Facebook page about

Chapter 4 | Tackling Death Taboos

66

grief or peoples’ stories of grief and how they managed it. In her Death Café meetings people
would often share their grief experiences:
Yeah. I’ve had some incredible stories shared in Death Café, peoples’
experiences, just amazing, thing that happened from when they were in the,
the war as a small child, and you know, like it’s a real privilege to sit with
people and hear their stories, it’s really incredible actually, what people will
bring.
Although not functioning as a grief support group, the Death Cafés allowed people to share
their stories and be heard, sharing how their grief affected them and how they managed that.
Similarly, sharing posts about grief on the Facebook groups brought grief into the
conversation, without the need for a specific, designated grief support group. This meant
grief became a normal, accepted part of conversations without having to create an isolated
space to talk about it.

4.6 Discussion
In this section I argue that the New Zealand death talking community I studied
experienced death as being a ‘taboo’ topic that society does not want to talk about. The
reactions to their breaking of conversational boundaries and objectives of talking more
openly about death led them to believe that the ‘western’ society they are living in is a deathdenying one. The very existence of groups oriented towards death conversations in and of
itself perpetuates the idea that the society they live in is a death-denying one, as it positions
the community in opposition of the mainstream way of thinking.
The death talking community I studied felt that there was a societal reluctance to talk
about death. The idea that death is not to be spoken about, that it is ‘taboo’, is not unique to
the groups I studied. ‘Western’ society has long been proclaimed by many to be a death
denying society. In 1955, Gorer (1955: 51) argued that death had replaced sex as English
society’s main taboo, with ‘natural deaths’ becoming “smothered in prudery”, and violent
death becoming more prominent in the “fantasies offered to mass audiences”. Aries (1974),
a French historian, later wrote that western attitudes towards dying have changed over time,
and argued that western society has begun to deprive individuals of their death by shifting
the place of dying from home to the hospital.
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Both Aries and Gorer were prominent contributors to the denial of death thesis and
it continued to grow. The main arguments of the denial of death thesis, according to
Kellehear (1984), are the fear of death argument, the medicalisation of death argument, the
twentieth century crisis of individualism, and the principle examples of death-denying
practices. Kellehear (1984: 720) argued that western societies are not death denying, but that
instead societies “organise for it and around it” because the group goals of a society take
priority over individual ones, and today the meaning and way of organising death is medical.
Zimmermann & Rodin (2004) modified Kellhear’s (1984) categories when examining the
implications of the denial of death thesis on palliative care. They came up with five
categories of clinically relevant sociological evidence: “the taboo on conversation about
death, the medicalisation of death, the segregation of the dying from the rest of society, the
decline of mourning rituals, and death denying funeral practices” (Zimmermann & Rodin,
2004: 122). However, these arguments for the denial of death thesis have frequently been
picked apart and scrutinised by social scientists.
In one critique of the denial of death thesis, Tradii & Robert (2019) claim that it is a
widely accepted theory without a lot of evidence. They argue that the denial of death thesis
continues to exist because the goal of breaking the taboo on death requires death to be denied
in the first place. For instance, pro-death talking groups such as the United Kingdom’s Dying
Matters, the Order of the Good Death, and Death Café perpetuate the denial of death thesis
by existing in opposition to it. Death Café’s (n.d.) objective highlights the group’s opposition
to the denial of death, stating their goal is “to increase awareness of death with a view to
helping people make the most of their (finite) lives”. While society might organise death in
a medical way to serve the goals of the wider population (Kellehear, 1984), the existence of
pro death-talking communities suggests that there are people in western societies who find
the way death is currently organised restrictive and unsatisfactory.
Walter (1991), on the other hand, questioned whether death was really taboo in
western societies, and if it is not, he asks, why do some many people say that it is? He
outlined six alternative theses modifying or critiquing the idea that death is taboo. In one
approach, he argued that it is actually the personnel in medicine and media that have strong
anxieties about death, two institutions who wield a lot of power on how death is interpreted.
Because of the increases in medical technology, death is now seen as a failure by the medical
field (Price & Cheek, 2007; Walter, 1991; Kellehear, 1984). Similarly, Price & Cheek
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(2007) argue that avoiding death is an important aspect of healthcare in western countries.
Because dying often takes place in hospitals, and due to medicalisation of death, hospitals
are a death-denying environment, however they argue that that does not necessarily mean
that society is then death-denying. Instead, they claim that dying is an embarrassing and
awkward situation, not because of denial, but because of the medicalised view of death as a
failure (Price & Cheek, 2007). In the New Zealand context, Llewellyn, Jaye, Egan,
Cunningham, Young & Radue (2016) investigated death conversations in primary
healthcare in New Zealand. They found that their participants reported a lack of meaningful
and prepared conversations from their healthcare providers. The participants in this study
wanted their doctors to broach the topic of death with them at various stages of age and
health, but healthcare providers seemed less prepared to talk about death
However, recent studies in New Zealand in response to the now End of Life Choice
Act 2019.2 show that there are a significant number of doctors and nurses in New Zealand
who support legalising assisted dying (Wilson, Oliver, Malpas, 2019; Oliver, Wilson &
Malpas, 2017). Of the respondents, the majority of nurses were ‘strongly’ or ‘mostly’
supportive of legalising assisted dying (nearly twice that of the doctors). These nurses were
willing to engage in a range of assisted dying practices, across a range of clinical diagnoses,
as long as appropriate ethical and practical guidelines were provided (Wilson, Oliver,
Malpas, 2019). For these nurses and other medical professionals, death is not always seen
as a medical failure that is awkward to talk about. Furthermore, the introduction of the End
of Life Choice Act 2019 is one instance of mainstream New Zealand having an open
conversation about death and dying.
Death is also interpreted through mass media such as film, television, news reports,
and even advertisements. Barnes & Edmonds (2015) examined the visibility and coverage
of death stories on the front of The New Zealand Herald, New Zealand’s largest newspaper,
and investigated how these had changed over time (four decades from the 1970s). They
found that the number of death-related stories on the front page increased, rising by
approximately 3.95 stories in the last four decades. They also found an increased emphasis

2

The End of Life Choice Act 2019 went to a binding referendum in the October 2020 general election
and passed with a majority of 65.1%. The Act will come into effect in November 2021.
[https://electionresults.govt.nz/]

Chapter 4 | Tackling Death Taboos

69

on unexpected and tragic deaths, while deaths by ‘natural’ causes, like illness and old age,
were underrepresented (Barnes & Edmonds, 2015; Combs & Slovic, 1979). However,
Llewellyn et al.’s (2016) primary healthcare participants (see above) found the media to be
a useful source of health-related information that guided perspectives on death and ageing,
particularly citing funeral advertisements and the New Zealand euthanasia debate. Funeral
directors therefore also have a role through the media in shaping how people think about
death (Schafer, 2008).
A prime example of funeral directors shaping death thinking and conversations is
the television show, The Casketeers (2018), which take a more light-hearted approach to
death while still managing to be respectful. The death talking community I studied
experienced society not wanting to talk about death, or society not being comfortable talking
about death in the light-hearted, fun and fulfilling way that participants found beneficial.
When interacting with the media about this different way of talking about death, they
encountered negative responses, as can be seen in Jane’s interaction with the local paper
who would not publish an advertisement for Death Café for fear of encouraging suicide, and
in Mary’s encounter with the journalist who wrote a scathing article about the Death Café
he attended. In these instances, the media personnel leaned into narratives of tragic
unexpected deaths like suicide, and subcultures such as goths. Nonetheless, the very positive
response to The Casketeers (2018) informal, light-hearted approach in media, and social
media, shows that different ways of talking about death that challenge the ‘norm’ can be
accepted.
Digital technologies can be used to build a community by ‘countercultures’ that
oppose mainstream norms (Lingel, 2017). In the case of my study’s death talking
community, digital technology provides a level of support for members who feel they are
going against social norms. The internet also provides some level of anonymity and therefore
less risk, so potential community members who may be too afraid to come along to a
physical Death Café can still be involved. The internet, especially social media like
Facebook, also makes the death talking community more accessible to interested individuals
who do not live near a physical Death Café, and who do not yet have the courage to start
their own.
New Zealand death talkers encountered norms regulating how they could speak
about grief, where they could speak about grief, and with who they could speak about grief.
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Every society has rules and regulations for the expression of grief, indicating how mourners
can talk of and express their feelings about a death (Walter, 2000). Walter (2000) makes the
point that the trend towards personalised funerals and truthful speeches counteracts some of
the not overly strict British ‘rules’, such as believing that you should not speak ill of the
dead, or being unwilling to mention the deceased because it may cause upset. All known
societies police grief, but Walter (2000: 102) argues that the late 20th century has seen “a
widespread opinion that such policing is illegitimate.” He claims that contemporary
bereaved people are intent on telling their own stories because any type of grief policing is
wrong. Writing about their study of grief policing on Facebook in response to celebrity
deaths, Gach, Fiesler, & Brubaker (2017:7) describe “grief policing as norm enforcement
practices around grief”. They found that, in the context of the public Facebook news pages
they studied, grief policing was “indicative of conflicting norms about grief that may be
imported from other contexts.” (Gach et al., 2017: 7). The comment threads of news stories
became a space for grief, and speech not about grief was policed. Gach et al. (2017) found
policing was evident where commentors took attention away from or talked negatively about
the deceased, and in instances where the emotional expression of a commentor did not match
the parasocial relationship with the deceased. This is an interesting contrast to my own study,
where the New Zealand death talking community were trying to not police grief in digital
social fields. I argue that this is because Gach et al.’s (2017) study took place in the
comments of mainstream news articles, whereas the death talking community were able to
mostly avoid grief policing online as they were surrounding themselves and curating their
Facebook feeds to show grief accepting posts.
Grief and emotional ‘norms’ determine who is policed, but these norms are not all
encompassing as different discourses on grief and mourning mean there is not one fixed
meaning (Reimers, 2003). Reimers (2003) examined the way normal and abnormal grief
was constructed in the media through the Swedish media debate about the retrieval of the
corpses from the shipwrecked M/S Estonia. Public conversations constructed and reaffirmed
notions of grief. Focusing on recovering the bodies was portrayed by the media as abnormal,
dysfunctional grief, that showed emotional weakness, while those who accepted a sea grave
for their loved ones were reported as rational and showing strength. Those in favour of
recovering the bodies had their grief described using medicalised vocabulary and spoke from
a defensive stance which indicated an awareness of being challenged. What is considered
normal grief work and mourning is constantly negotiated as normal and abnormal grief are

Chapter 4 | Tackling Death Taboos

71

discursive constructs (Reimers, 2003). These grief constructions are institutionalised and
state-controlled by allotted bereavement leave periods and the type of mourning that is
‘normal’ to display in public (Ord, 2009). Not adhering to the dominant discourses of grief
opens people up to being described as pathological or abnormal, as seen in Reimers’ (2003)
study, so people perform their grief by engaging in grief-appropriate behaviour and the
dominant discourses on grief are reinforced (Ord, 2009). Having dominant grief discourses
can be comforting, as they reassure people that their grief is manageable, controlled, and
shared (Ord, 2009). However, the New Zealand death talking community resisted dominant
grief discourses, and tried to construct an alternative, ‘natural’ way of dealing with grief and
death that favoured emotional expression and continuing grief (which I will speak more to
in Chapter Five).
The New Zealand death talking community tried to actively not police grief and
wanted a grief literate society as well as a death literate one. Despite not being a grief support
group, grief was a commonly talked about topic, with members sharing their own personal
grief experiences (See Chapter Six). This was similar to Miles & Corr’s (2017) findings in
responses from RSVP instructions of the first United States Death Café. Even after being
told that Death Café was not a support group, recently bereaved individuals replied that they
were aware of the structure and still wanted to attend. Talking about one’s grief experiences
at a casual death discussion not focussed on grief is normalising. Moreover, the idea that
there does not need to be a specific reason or space to think about or acknowledge grief is a
step towards a grief literate society.
New Zealand death talkers are a part of the grief literacy movement that promotes
compassionate communities and better support for bereaved individuals experiencing all
types of loss (Breen, Kawashima, Joy, Cadell, Roth, Chow & Macdonald, 2020). A grief
literate society would include understanding and accepting how varied and unique grief is,
and not stigmatising the grief of others; recognising and acknowledging all types of grief;
open, comfortable conversations and sharing of grief experiences; and better understanding
and enquiries from health and social care professionals. All of these factors overlap with the
death talking community’s approach to grief, and which they tried to encourage by sharing
informative articles. The Facebook groups posted several instructional ways of interacting
with grieving people in a non-judgemental way (Figures 9 & 10). Fiona also spoke directly
about feeling uncomfortable and unsure when readers of her book spoke to her about their
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grief and this spurred her to seek training in grief support. By trying to break down the norms
that keep death tidily sequestered from society, the death talking community were aware of
how, in a society they perceived to be death and grief denying, they were exposed as
different.
‘Western’ society has long been claimed to not only be death-denying, but also
mourning-denying (Aries, 1974). Aries (1974) maps out this shift to a denial of mourning
in ‘western’ societies, through morally correct and ritualised demonstrations of grief,
through to the seclusion of mourning families so they had time to remember the deceased,
to heal, and to shelter their grief from the world. In the 19th century, seclusion became more
voluntary, and there was a rise in impassioned, self-indulgent grief (Aries, 1974) and
romanticised emotional displays (Kofod, 2017). Freud’s work on grief in the beginning of
the 20th century contributed to grief being understood as a psychological phenomenon and
bereaved individuals were encouraged to move through their grief work quickly so they
could put the loss behind them and move on (Kofod, 2017). This led to a dominant modernist
grief discourses of repression in the mid-20th century, where both the dying person and the
survivors were not supposed to let any emotion show (Aries, 1974). Freud’s psychological
interpretation of grief has also led to the idea of grief as a pathologized phenomenon, where
abnormal grief needs to be treated, (see Reimers (2003) above).
The medical model of grief attempts to universalise an experience that is different
for everyone. Even when recognising the variability of grief experiences, it still seeks to
define what is normal or abnormal grief and continues to influence the way grief is dealt
with (Kofod, 2017). Referring to Wambach’s (1985: in Walter, 2000) participant
observation study of a widows self-help group in the United States of America, Walter
(2000) suggests that because so many life cycle events are explained through developmental
stage theories in popular culture, mourners have replaced the strict rules of Victorian social
mourning with the psychiatric stages and schedules of the grief process. Grief is no longer
ordered by the rules and regulations of social mourning, instead it is organised around an
inner psychological process. Stage theory is often diluted down by intermediary source (one
of my interviewees Fiona was explicitly aware of this), so people reading often come away
thinking of a simple, linear progression of stage theory that does not fit with their experience
(Walter, 2000). My data showed that New Zealand death talkers believed these linear
progression interpretations of stage theory dominated grief discourse in New Zealand,
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creating a normative way of approaching grief that was emotionally unhelpful by creating a
process to get through and over. As such, death talkers emphasised a need to normalise the
expression of and continuation of grief amongst ‘white’ New Zealanders/ Pākehā.
Facebook provides an interesting platform for death-discussions, as it already
facilitates conversations with the deceased through memorialised profiles and creates online
grieving communities around profile pages or memorial pages (Bouc, Han, and Pennington,
2016; Pennington, 2013). With topics such as death, even my participants who wanted to
discuss it, were wary of how their words or actions online could be misconstrued and so
would at times hold back and not interact with a post at all for fear of trivialising it. This
hesitancy to interact has been seen in interactions with deceased profile pages. Pennington
(2013), for instance, identified the ‘vocal minority’ and the ‘silent majority’, where the silent
majority did not feel they were authorised to speak to the deceased or have the right to post,
or felt that Facebook was too public for grief. Facebook has also at times been considered
too frivolous, too casual a medium for memorialising and interacting with the dead
(Rossetto, Lannutti & Strauman 2014; Brubaker, Hayes & Dourish, 2013). On the one hand,
much of what is being shared on death talking groups is personal and lived experiences, and
there is the potential for appearing to trivialise the events or have responses misinterpreted,
which participants were aware of and which seemed to be reflected in the lack of responses
to many posts. However, the casual nature of Facebook also serves the purpose of the death
talking community in making death discussions commonplace and public. and particularly
fits with Death Café’s philosophy of a community having a chat with tea and cake in a
casual, social interaction.
Creating a space for casual death conversations filled a need that was felt by my
participants and the New Zealand death-talking community. Through my digital
ethnography and interviews, I found that the New Zealand death talking community found
meaning and an enhancement of life from having death conversations. There are several
studies that show how contemplating death can bring about a stronger gratitude and
enhancement of life. Cozzolino, Blackie, Meyers (2014) found that having low levels of
death denial and low levels of death fear were linked to having an enhanced sense of self (in
terms of self-esteem, self-concept clarity, locus of control, self-realization, and existential
well-being). Furthermore, Frias, Watkins, Webber & Froh (2011) created a study where they
questioned if reflecting on their own death made people more grateful. They did this by
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measuring their participants’ emotional states, including gratitude, before and after they
went through death reflection manipulation. Death reflection included “focusing on ones
death in a specific and vivid way” (Friar et al., 2011: 159), and it was found to significantly
enhance gratitude levels, increasing the participants’ appreciation and gratitude for life,
compared to those who did not think about their own mortality. Frias et al.’s (2011) and
Cozzolino et al.’s (2014) results are similar to the life-enhancing theme from the death
talking community where contemplating death stopped them from taking life for granted
and helped them to appreciate their lives more.
Despite the benefits they perceived from these discussions, participants found it
difficult at times to have these conversations outside of the death-talking community because
people simply did not ‘get it’. Wong & Tomer (2011: 101) argued from a psychological
point of view that death anxiety holds people back and stops them living, and claimed that
it is beneficial to learn to talk about death “in a way that is liberating, humanizing, and lifeenhancing”. Similarly, another of Walter’s (1991) alternative approaches to the denial of
death thesis argues that when there is not a singular frame of death, and disparate frames are
used, the incompatibility often results in unease and embarrassment leading to confusion
around death, rather than a taboo or invisibility. One of the arguments for the denial of death
thesis is the fear of death argument, that denial is the most efficient way of coping with a
fear of death. However, Kellehear (1984) identified several problems with this, namely that
fear of death is not universal, there is a wide variety in the types of fear that is reported, and
some fears of death can actually be read as fears of life. Death is something that is usually
out of people’s control, and so people find methods of gaining back some control over the
death/dying process. This can be seen in pre-planning and personalised funerals which many
find to be empowering (Casewell, 2011; Ramshaw, 2010), and is also seen through reflecting
on the postself and methods of symbolic immortality (Wojtkowiak and Rutjens, 2011). All
of these require some conversation to be happening around death, and while these methods
can be labelled both death-denying and death-accepting, the death-talking community find
it positive that the conversations are taking place at all.
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4.7 Summary
The New Zealand death talkers I studied subscribed to the ‘death taboo’ narrative
because they identified a lack in their society of informal, social spaces to have casual,
humane death-related discussions. Because these conversations were not being held
elsewhere, and because death-positive and death talking movements, by their very existence,
accept denial of death to be fact, the death talking community saw itself as breaking
‘normative conversational boundaries’ in a death-denying ‘western society’. Their negative
experiences in response to Death Café reinforced their belief in a ‘death taboo’. This was
further highlighted by the misunderstandings they encountered regarding their desire to talk
about death, and in two of their cases, initial worries about breaking these conversational
boundaries and facing social risk/rejection. Furthermore, New Zealand death talkers resisted
what they perceived to be the dominant, medicalised grief discourses that policed mourners.
Death talkers advocated for a freedom for more ‘natural’, more ‘emotional’ displays of grief
that opposed the strict ‘western’ norms.
In the next chapter I will discuss how the death talking community’s dissatisfaction
with the death-denying ‘western’ way of doing death led them to turn to other cultures and
‘alternative’ practices to find more satisfactory ways of doing death.
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Chapter 5: Exploring ‘Alternative’ Death Practices via
Facebook
In the previous chapter, I outlined the ways the New Zealand death talking
community pushed back against normative conversational boundaries and ‘western’ taboos
and denial of death. In the digital spaces of Facebook, and in interviews, I observed a strong
interest in increasing the involvement of loved ones and non-professionals in the death and
after death processes. Engaging in such practices appeared to be one way that ‘western’
society could “reclaim” its relationship with death.
This chapter covers how the New Zealand death talking community expressed a
dissatisfaction on Facebook with what participants referred to as the ‘western’ way of “doing
death” and wanted to encourage exploring potential ‘alternative’ options. As I will outline
in this chapter, these ‘alternative’ options were often drawn from non-western and
indigenous practices that were believed to be more ‘natural’, but also included new
environmentally friendly practices. I observed the death talking community wanting to “do
death differently” (Fiona), by exploring different ways of caring for and disposing of the
dead body, and drawing inspiration from certain cultures and time periods that were
considered to have a close and ‘natural’ relationship with death.
I note that I have placed quote marks around some words in this chapter (and thesis),
such as ‘alternative’ and ‘natural’, because these are meaning-laden terms, and I am
interested specifically in the emic meaning they had for the New Zealand death talking
community. However, I will be deconstructing these terms from my own etic,
anthropological perspective in order to understand the historically specific discourses they
are associated with.

5.1 Alternative Practices Related to Care and Disposal of the Dead Body
As I covered in the previous chapter, Facebook provided a digital space for
challenging normative conversational boundaries. However, as well as challenging social
taboos around talking about death, interview participants and the Facebook groups talked
about challenging the norms of, the institutionalised, professionalised way of doing death
and explored alternative ways of caring for and disposing of the dead body. In conversations
online and offline, I observed an enthusiasm for natural burials, alternative body disposals,
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and community members advocating for spending time with the body. All of the participants
found that the topic of alternative death practices came up in their Death Cafés. For instance,
Jane found natural burial was a popular topic:
I see through the Facebook page and through the death conversations the
strength of peoples interest in natural burials, in natural burial options […]
that theme comes through so strongly, people’s desire to… um… have a more
natural, a less interventionist process after death? […] You know, everybody
says, […] I don’t want to be embalmed, […] plant me under the trees. It’s
just such a strong conversation.
Jane emphasised how strongly the people she had interacted with, in the Death Café and on
Facebook, wanted to have natural burials. She noted that people wanted “to participate, to
see it more”, which captured the overall tone of the community’s wishes to avoid death
processes for themselves and their loved that were impersonal and handled by professionals.
Instead people wanted a more personal, visible process with less intervention.
Alternatives to being buried or cremated were a frequent topic of discussion in the
Death Cafés and on the Facebook groups. ‘Alternative’ methods covered a range of body
disposal methods. From my observations, I inferred that ‘alternative’ seemed to cover
anything that was not a traditional wooden coffin, embalmment, or cremation (see Figure
11).

Figure 11: Alkaline hydrolysis is another 'alternative' burial option that was
reshared and posted by groups.
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The term ‘natural burials’ was often used broadly as one ‘alternative’, and I found
that this referred to environmentally friendly methods. Articles about environmentally
friendly methods of burial were frequently posted, including biodegradable burial pods, ecofriendly coffins, and alternative body disposal methods like alkaline hydrolysis. For
example, Figures 12 and 13 both stressed the environmentally friendly aspect, with the post
in Figure 12 highlighting how this method would “grow forests rather than cutting them
down for coffins” and emphasised that the pods are biodegradable. Meanwhile, Figure 13
used the ‘eco’ prefix, but dispensed with the burial container. The image shows the corpse
in amongst leaves and nature, promoting the idea of being one with death.

Figure 12: Informative article on an environmentally friendly burial option
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Figure 13: An eco-friendly option to a classic coffin burial. The 'natural' element is
emphasised by the coffin’s placement in amongst leaves and nature

Another ‘alternative’ topic discussed the post-death period and further resisted the
involvement of professionals, specifically funeral homes. Death talkers discussed spending
time with the body of your loved one after a death as an ‘alternative’ option that was healthy
and healing and was less dependent upon the funeral home. I noticed that many of the New
Zealand Facebook groups shared informative articles of what the experience might be like,
but for the most part did not include acknowledged insights from Māori funeral rites, despite
spending time with the body being an important aspect of tangihanga and one which has
been seen to influence non-Māori New Zealander’s death practices (Moeke-Maxwell et al.,
2019). This could be because, as mentioned previously (see Section 4.4), many of the New
Zealand death talking posts were influenced by topics from global digital death talking
groups.
For instance, the post in Figure 14, which originated from the United States of
America, was widely shared amongst the New Zealand groups. In this post, spending time
with the body was offered as an alternative to rushing the body away to a funeral home.
Such conversations reinforced Mary’s experiences as a pastoral and bereavement support
worker for a funeral director. She disclosed that in her experience some people regretted not
spending time with the body:
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I’ve sat with people months later who had that experience of direct cremating
their loved ones and who regret it bitterly, because once you cremate someone
you can’t view them, they’re gone [laughs] there’s no two or three days to
spend time with them and get the hang of it [of the person being dead]. If you
cremate them within 24 hours what you’ve got is a pile of dust. Well actually
it’s bone crushed up, but you know, most people don’t want to know that
either [laughs].
I could not help but observe that more information on alternative options may have helped
avoid such situations, as might have a greater acceptance and acknowledgement of Māori
death practices which normalise spending time grieving over the loved one’s body.

Figure 14: A video of popular YouTube USA mortician Caitlin Doughty
advocating for spending time with the body rather than immediately calling the funeral
home
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5.2 The ‘West’ Does Not Do it Best: Trying to Reclaim the Relationship
with Death
Over the course of my participant-observations of the Facebook groups, I noticed
that a recurring theme was a dissatisfaction with the ‘western’ way of doing things and the
tendency to look at the practices of other cultures. I use the term ‘western’ in the way that I
interpreted the New Zealand death talking community did, as a term that attempts to
encompass the professionalised and sequestered death practices that dominate the ‘present’.
I observed that ‘western’ was most commonly used in comparison with past death practices
and indigenous death practices, as a way of defining the unsatisfactory practices of the
‘present’ in contrast to ‘earlier’ and ‘simpler’ practices. This led to a romanticisation of past
and non-western practices by New Zealand death talkers. The result was that the past and
non-western others were often lumped together in sets of practices that exist statically in
‘earlier’ and ‘simpler’ times.
By wanting to ‘go back’ to simpler death practices, the death talking community
turned outwards to peoples and cultures who are still considered ‘back there’ and who they
believed had a closer relationship to nature and death. Expressions of dislike for the
‘western’ reluctance to talk about death and grief were often followed by examples of
specific cultural customs or attitudes toward death or grief that were considered ‘better’. For
instance, Figure 15 shows a post on grief traditions of the Lakota Sioux, a Native American
tribe. The post explains that according to the Lakota Sioux, grieving people are special and
strong, standing at the edge of the spirit world, and in possession of ‘deep natural wisdom’.
This post received a very positive reaction, as it showed a stark contrast to the ‘western’
reluctance to openly acknowledge grief.
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Figure 15: A post romanticising a Native American tribe’s attitude towards
grieving people.
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Many of the posts echoed the idea that ‘western’ society had ‘lost’ the relationship
with death and the dead. Figure 16 shows a post that was shared on several of the groups,
discussing how ‘we’ve’ lost our relationship with death, but that it is still possible to “reclaim
our relationship” by accepting death’s presence. The picture accompanying the post (Figure
16) is of a natural, untouched landscape, with an enclosed grave in the foreground,
portraying death as something to be rediscovered in nature.

Figure 16: An article published by New Zealand Geographic magazine asking how
‘western’ attitudes towards death mean we have lost our relationship with death

Although Mary worked with funeral directors, she too critiqued western attitudes
towards death. She cited Mexico as having the day of the dead, how Māori “bring their
ancestors into everything”, how Chinese people “honour their ancestors”, but believed that
the relationship with the dead had been lost in ‘western’ culture, leaving people reluctant to
even mention the dead:
as westerners we’re really crap at it […] trying to almost deny, you know,
when people die it’s like ‘oooh do I mention their name? Don’t I? Will
someone get upset? What if they cry?’ You know, and… over and over I hear
from people that thing they most want to do and hear is the name of their
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loved one spoken. Cos otherwise they’re forgotten. We’re weird, we’re weird
[laughs]
Mary was defamiliarizing her own ‘western’ culture, saying “we’re weird, we’re weird”.
Furthermore, she went on to explain how she found it “quite hysterical” that westerners
needed Death Cafés to talk about death, because she believed that would be seen as strange
and unnecessary to some “indigenous community just living life on the edge all the time”.
The New Zealand death talking community overly homogenised cultural traditions
by categorising them into either unsatisfactory ‘western’ traditions, or as ‘non-western’ and
indigenous traditions. While it is difficult to define exactly what the ‘west’ is, the way the
New Zealand community spoke about it, as I could interpret from my fieldwork, seemed to
define ‘western’ as ‘white’. My participants all identified as New Zealand European/Pākehā,
the largest ethnic group in New Zealand, which (as noted in Chapter One) is considered a
western nation despite being an island in the Pacific. ‘White’ encompasses the privilege and
representation that Pākehā have in postcolonial New Zealand (Terruhn, 2015), and which in
turn shapes the experiences my participants have had and how they perceive them. I
observed that the New Zealand Death Café’s and death talking community’s conversations
served to challenge what they believed were the ‘unnatural’ and unhelpful “weird” western
ways of doing death, as opposed to the healthier, more ‘natural’ ways of non-western and
indigenous cultures. As a result, these conversations helped New Zealand death talkers
reconnect with and become informed about death.

5.3 Discussion
The New Zealand death talking community expressed a dissatisfaction with what
they constructed as the ‘western’ way of doing death which led to them romanticising ‘nonwestern’ death practices. They were searching for alternative death practices that aligned
with a more ‘natural’ death attitude that they believed to be emotionally healthier. Nonwestern death practices were presented, within their discourse, as offering a helpful template
for dealing with death, whereas the freedom afforded to those living in a postmodern,
neoliberal society that emphasises individualism meant there were no clear guidelines for
how to respond to death. The New Zealand death talking community then tried to create a
‘new’ way of navigating death, a Pākehā tikanga for death, that drew on these emotionally
healthier practices. They believed that there was something wrong with ‘western’ death
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practices and that the awkwardness around talking about death and grief was unnatural and
emotionally unhelpful. These unnatural and unsatisfactory ‘western’ death practices were
often spoken about in comparison to ‘past’, non-western, and indigenous death practices that
were deemed more ‘natural’, with the connotation of dealing with death and grief in a
healthier and more satisfactory way.
This romanticisation of cultures, both past and present, who are considered to live
more ‘naturally’ is not unique to the New Zealand death talking community I studied.
Hockey (1996) explored how the western preoccupation with the themes of ‘science’ and
‘nature’ have influenced how accounts of death ritual in other times and places have been
constructed. She argues that the western concept of ‘nature’ is grounded in the Romantic
Tradition of the late eighteenth century, which viewed nature as better and more authentic
compared to the dehumanised, urban industrial lifestyle. As such, “more organic
‘communities’” that lived outside of the urban, industrialised western society were seen to
possess the “intuitive emotionality” that was attributed to the ‘natural’ world (Hockey, 1996:
5). Hockey (1996) claimed that many of the mid-1950s criticisms of contemporary western
approaches to death care centred around the idea that past cultures and non-western cultures
knew how to respond to death, and western society had lost this ability because urbanisation
and industrialisation had distanced western society from nature. As previously stated, the
New Zealand death talking community believed that ‘western’ society had lost its
relationship with death and that this relationship needed to be reclaimed. The post in Figure
16 explicitly showed how the relationship with death can be reclaimed by getting closer to
nature. Mary’s reiteration that “we’re weird, we’re weird” echoes death talker’s beliefs that
it is ‘western’ society that is experiencing and dealing with death in an unnatural way.
New Zealand death talkers constructed two overly homogenised groups of cultural
traditions, defining them in opposition and comparison to each other. ‘Non-western’ and
indigenous traditions were spoken about as emotionally healthier and better than the
unsatisfactory ‘western’ traditions that the community referred to which I interpreted as
meaning ‘white’. Whiteness is the assumed social, physical and political norms that
dominate ideas of beauty, social class and goodness (Low, 2009; Low, 2003) and which is
invisible as white people are not raced but exist as “just people” (Dyer, 1997: 10). Nonwhite people, however, are raced and identified by socially constructed ‘traits’ that mark
them as different to ‘white’ (Low, 2009; Low, 2003; Dyer, 1997). Gray (2012: 110) draws
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upon a range of literature to sum up the essence of whiteness in New Zealand as “an unseen
asset which provides social and economic advantages to white people and determines the
experiences of both Māori and non-Māori living in New Zealand.” As part of the white
settler colonial majority, Pākehā New Zealand Europeans continue to experience a
normative and privileged position in society (Terruhn, 2015). The invisibleness of whiteness
gives white people power (Dyer, 1997) and the normalisation of this power monopolises the
cultural spaces of western societies (Moreton-Robinson, 2004). This white privilege is
present in New Zealand as it is considered a western nation despite being an island in the
Pacific. When the New Zealand death talking community referred to the ‘western’ way of
doing death, they were referring to the death practices that they most commonly observed
exclusively amongst Pākehā. However, this raises questions on the influence of Māori
traditions on New Zealand deathways.
In New Zealand’s increasingly diverse ethnic population cross-cultural funerals are
becoming more common, as is the incorporation and influence of Māori death customs in
non-Māori New Zealanders’ post-death practices (Moeke-Maxwell et al., 2019). But this
works the other way as well, Pākehā ‘western’ death practices such as wearing black, or
chemical embalmment have also been adopted into some Māori funerals, (Moeke-Maxwell
et al., 2019). Contemporary Māori are faced with challenge of ensuring that the fundamental
tikanga around tangihanga remains so that the dead can be farewelled in an authentically
Māori way (Pōtiki, 2018).
My data suggests that despite the increasing overlap happening between Māori and
non-Māori death practices, they are still two distinct cultural attitudes and ways of dealing
with death. Although it has been noted that some white New Zealanders who self-identify
as solely Pākehā (rather than New Zealand European) attribute being Pākehā New
Zealanders as being closer to Māori culture, there is still a strong European influence for
many New Zealanders that contributes to a sense of othering, or ‘us’ and ‘them’ within New
Zealand (Gray, Jaber & Anglem, 2013). Māori death customs were not overtly present in
my data (with the exception of The Casketeers (2018)), although there were several instances
where the relationship with, and acknowledgement of, ancestors and the recently deceased
at gatherings was admired by death talkers. The romanticisation of Māori death and grief
practices has also been noted by Schafer (2016) and Coggins (2012), which I will return to
later in this Chapter when discussing ‘naturalness’.
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It was clear to me that Māori death practices were considered ‘other’ to the AngloEuropean ‘western’ ones, making them more desirable to death talkers who found ‘western’
ones to be insufficient. Yet, the lack of discussion around Māori tradition led me to believe
that Māori practices were simultaneously conceived by death talkers as ‘other’ but also in a
sense ‘white’, within a New Zealand context. Although Māori practices were still
romanticised, I suggest that they were less focussed on than other indigenous ‘non-western’
cultures because it was harder for death talkers to conceptualise Māori living, as Hockey’s
(1996) ideas on romanticism suggest, outside of the urban, industrialised ‘western’ society
and closer to nature, despite the strong ties that exist between Māori and the land. New
Zealand death talkers turned instead back and outward to non-western cultural practices
from the past and outside of New Zealand for examples of alternative ways of doing death.
This could also be because of the strong global presence afforded through social media that
supplied New Zealand death talkers with examples from various other non-western cultures
that were shared by non-New Zealand death talking Facebook groups.
In Low’s (2009) study of the racialised occupation of space in gated communities in
America she equates whiteness with niceness: “Niceness is about keeping things clean,
orderly, homogenous, and controlled […] but is also a way of maintaining whiteness” (Low,
2009: 87). The New Zealand death talking community questioned the clean, orderly, tidy,
institutionalised, medicalised, sequestered, ‘nice’ way of dealing with death that they
believed to be the norm in New Zealand ‘western’ society. They aimed to resist this
whiteness by encouraging alternative, less interventionist processes that brought the dead
back into the world, for instance dying at home, spending time with the body, or accepting
the, emotional, never ending side of grief, which again, are all aspects of Māori death
practices. The clinical and scientific ways of doing death that they had encountered were
unsatisfactory, and so they tried to encourage a freer, more natural and emotional way of
dealing with death and grief which they see and romanticise in the death processes of their
constructed, homogenised category of ‘non-white’ ‘other’ cultures.
In Chapter Four, I spoke about how the New Zealand death talking community saw
themselves as breaking boundaries and increasing death literacy in a death-denying society.
They believed New Zealand was another death-denying western society that medicalised
and sequestered death. As such, the spaces (i.e. the rest of New Zealand) outside of the death
talking community were experienced as organised around whiteness, as death was cleanly
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and tidily hidden from view. The death talking community felt that no one else was
questioning this prevailing whiteness. Ahmed (2007: 157) argues that “spaces are oriented
‘around whiteness’, insofar as whiteness is not seen”. In these white spaces, non-white
bodies are noticeably different and exposed when taking up space (Ahmed, 2007). In their
opposition of the ‘white’ ‘western’ way of doing death, the death talking community wanted
to have ‘non-white’ death conversations in ‘white space’, which made them stand out.
As discussed in Chapter Four, the New Zealand death talking community seemed to
subscribe to the notion that there was one, natural way of dealing with death and grief that
western society had deviated from through pathologizing and medicalising grief and death.
Underlying many of the mid/post 1950s criticisms of western death and grief practices was
the belief of the importance of emotional responses from the dying and the bereaved. While
still being framed through psy-sciences, the medical gaze frequently turned to a “supposedly
‘natural’ landscape of the emotions” which was believed to exist in the lives of those who
live in closer proximity to nature (Hockey, 1996: 10). It is assumed that pre-modern ‘tribal’
peoples who live closer to nature have a natural, healthy response to death due to continuing
intertwinement of nature and natural emotions. This romanticised ‘natural’ way of doing
death was believed to be practiced by non-white, non-western, indigenous, ‘primitive’
groups, and is defined in contrast to our own western ways of death which we condemn
(Hockey, 1996; Walter, 1995).
To believe in natural death, one must believe in a universal dying and grief process,
one that was universal up until the 20th century and which can be returned to once the
modern taboos and denials and embarrassment of speaking about death and loss are removed
(Walter, 1995). The death talking community wanted to get in touch with this ‘natural’ way
of doing death, and yet Walter (1995: 243) claims that “the idea of death as essentially a
natural process is not traditional but modern” and that many traditional societies do not see
death this way. Although using the rhetoric of a timeless and natural way of death and grief,
what is actually sought by advocates of natural death is to create a way of death that is
appropriate to the present time and place (Walter, 1995: 246). By romanticising the way
‘other’ cultures deal with death, New Zealand death talkers constructed what a ‘natural’
death could look like, choosing which parts they would like to embrace and from whom,
and which medical technological techniques they would accept.
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For the New Zealand death talkers, natural burials were seen as one way of making
death a more personal, less interventionist process, which, when accompanied by free
expression of emotions and grief, would reunite with the death talking community’s
constructed ‘natural’ death. This is similar to the rise in popularity of personalised funerals
which can be attributed to increasing secularisation and postmodern individualisation
(Ramshaw, 2010; Venbrux, Peelen, & Altena, 2009; Walter, 2005; Emke, 2002).
Personalisation is an important aspect of New Zealand post-mortem practices (Schafer,
2016; Schafer, 2008). The New Zealand-based ethnographic research of social
anthropologist Cyril Schafer (2016) has emphasised the importance of articulating and
elaborating the ‘real person’ during the funeral construction process. Creating a narrative
about the deceased by sharing memories and stories can help the bereaved to express their
feelings (Ramshaw, 2010). The death talking community’s push for a less interventionist,
more ‘natural’ process of death follows on from previous post-mortem practice changes that
have encouraged the inclusion of loved ones and the open expression of grief.
As previously discussed in Chapter Four, all cultures to some extent have rules about
grief, yet the New Zealand death talking community continued romanticising other cultures
and seemed to think that more ‘natural’ non-western societies did not police grief. For
example, sharing a post about the Lakota/Sioux Native American tribe’s more ‘natural’ way
for dealing with grieving individuals and their inherent ‘deep wisdom’. In New Zealand,
Schafer (2016) has written about how Māori traditions are romanticised, their grief
expressions labelled healthier and more authentic than Pākehā repressed expressions of
grief. In the literature, Pākehā traditions have been perceived to be lacking in ‘naturalness’,
family inclusion, and emotional expression in comparison with Māori and Pasifika funerals.
For instance, Moeke-Maxwell et al. note that, “Tangi means to cry and express grief” and
grieving whānau openly take part in this process (Moeke-Maxwell et al., 2019: 305). In a
similar vein, Coggins (2012) reflected on two different experiences of funeral practices he
encountered as an English nurse, comparing the lonely death of a man in England with the
death of a Māori woman in New Zealand surrounded by her extended family, open grief,
and acceptance of death. He was surprised by the family’s control and involvement in the
death and after-death, and the difference between the Māori family led “dance” versus
European society that “gives up their sick and dying to strangers and then hides them away
like a family disgrace” (Coggins, 2012: 30). However, I did not, with the exception to The
Casketeers (2018), see many references to Māori death and grief traditions throughout my
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research. Those that I did see romanticised and admired the way Māori honoured their
ancestors and the recently dead at gatherings (see Chapter One), with New Zealand death
talkers believing that this continuing relationship with the deceased was better than ‘western’
attitudes that shied away from conversations and memorialising the deceased.
There is an odd tension in that the death talking community emphasises the
importance of individuality and the uniqueness of death experiences, but is trying to search
out a universal, ‘natural’ way of doing death they deem to be healthier. Mary claimed that
other cultures would find it strange that westerners have to sit around and talk about death.
This is because the cultures that the death talking community looked at had different and so
seemingly clearer, death systems that structure and guide how members of those cultures
should grieve and navigate death. Walter (2017) suggests that contemporary westerners do
not have a strong guiding force when facing dying, grief and sorrow because a loss of
community and religion means a decline in ritual. When the New Zealand death talking
community shares informative posts on ‘what to do’ in various death situations, for instance
when someone is grieving or when someone dies at home, they are trying to create a body
of knowledge that provides ‘alternative’ guidelines for the right way to act and behave
around a ‘taboo’ topic.
Notably, neoliberal postmodern western society does not place as much importance
on particular traditions or formal rules of mourning (Hobsbawm, 1983; Walter, 2010). In
comparison, Tikanga Māori is at a basic level understood as appropriate and customary ways
of being and doing Māori cultural practices. Tikanga represents the “layers of the culture”
that change over time as traditional values are adopted and reinterpreted by Māori. As such,
“tikanga is an ever-evolving system of practices that stem from fundamental values as
informed by internal and external factors” (Duncan & Rewi, 2018: 31). Through applying
tikanga, the tapu around death can be upheld. The tikanga around death practices, or tangi,
is a “cultural template” that guides Māori responses to death (Nikora, Masters-Awatere, &
Te Awekotuku, 2012: 409). Nikora et al. (2012:401) note that “At times of death, custom is
a lifeline. It affords security, comfort and reassurance about what to do next and that the
right thing will be carried out”. Similarly, Walter (2010) has noted that people fall back on
religion, community, and cultural traditions when unsure what to do as they provide social
support and guidelines. I argue that New Zealand death talkers were in a sense trying to
create a Pākehā tikanga that would help guide their responses to death. By looking to the
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past and to other cultures they sought to create new traditions. Hobsbawm (1983: 1) calls
these ‘invented traditions’, defined as “a set of practices, normally governed by overtly or
tacitly accepted rules and of a ritual or symbolic nature, which seek to inculcate certain
values and norms of behaviour by repetition”. Invented traditions usually try to establish
some form of continuity with a suitable historic past, however people invent and choose
which ‘past’ knowledge to emulate (Hobsbawm, 1983).
The death talking community, like the natural death movement Walter (1995)
examined, choose which ‘traditional’ death practices are seen as healthy. For instance,
Walter (1995) points out that certain mourning rituals, like the self-mutilation practiced by
Australian Aboriginals, are not acknowledged by natural death proponents because they do
not fit with the idea of admirable and psychologically healthy natural deaths. In the same
way, I observed the New Zealand death talking community pick and choose which ‘past’
knowledge, and which knowledge from different cultures, fitted into their ‘new’ way of
doing death. They are not attempting to revert back completely to old traditions or follow
other cultures’ traditions entirely. For instance, some of the ‘natural’ burials that the
community references are new eco-burial options that are possible because of new
technologies dramatically increasing the decomposition process. Instead the community
draws on a variety of aspects, such as romanticised ‘natural’ traditions, contemporary ideas,
and technology, to try and construct a new, improved (or at least perceived to be improved)
way of doing death.

5.4 Summary
In this chapter, I have outlined how the New Zealand death talking community
pushed back against ‘western’ ways of doing death and instead sought more ‘natural’,
‘alternative’ deathways from other cultures. The New Zealand death talking community I
studied felt that the ‘white’ and ‘western’ way of doing death was unnatural and unhelpful.
Conversely, they romanticised non-western, ‘non-white’ cultures and practices that were
deemed to be more ‘natural’ because of their perceived proximity with nature. The
community resisted dominant Pākehā ‘western’ deathways that they experienced as
prevalent in New Zealand. Yet surprisingly, the New Zealand death talking community did
not draw from Māori death practices as heavily as they did from non-New Zealand cultures.
I speculated that this may be because Māori are familiar as part of the ‘western’ New Zealand
society, and tikanga Māori is frequently unacknowledged. However, while exploring
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different ‘alternative’ ways of doing death, the New Zealand death talking community
appeared to be trying to create a ‘better’ way of doing death contemporary ‘western’ New
Zealanders.
In the next chapter, I explore the way the New Zealand death talking community
resisted the concept of ‘professional experts’ in death processes and gave greater recognition
to experiential knowledge.
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Chapter 6: Using Facebook to Democratise Knowledge
In Chapters Four and Five, I argued that New Zealand death talkers experienced
‘western’ society to be death-denying. They found ‘western’ normative conversations and
death practices insufficient and emotionally unhealthy, and so turned to ‘non-western’
cultures for alternative ways of doing death. This Chapter will speak to New Zealand death
talker’s dissatisfaction with the authoritative voices on death in ‘western’ society and how
they navigated these relationships and created alternative authorities.
Death talkers in New Zealand identified a lack of reliable information available to
the public, and so sought to open up the conversation to non-experts. They saw the
information currently coming from ‘professionals’ as incomplete or misleading and so gave
greater legitimacy to personal experiences shared by ‘ordinary’ people rather than to
institutional knowledge. They made attempts to further break down the divide between
‘experts’ or ‘professionals’ and ‘ordinary’ people by having ‘professionals’ share their
personal experiences. The New Zealand death talking community is quite small, and
geographically isolated. By using the internet and social media to digitally share their
experiences, New Zealand death talkers could have their personal knowledge legitimised
‘locally’. Furthermore, they could feel further legitimised as they found similar experiences
shared by global death movements.

6.1 “I’m No Expert”: Everyone Contributes to the Conversation Equally
My observations of the Facebook groups I studied showed there was some tension
between the knowledge of ‘experts’ and ‘ordinary’ people. Specifically, there was tension
around the question of whose knowledge was valuable in the conversations that were
happening in the death talking movement. It was striking that the three participants I
interviewed placed a lot of emphasis on not identifying themselves as “experts”. Throughout
my interview with Fiona, she continuously stressed being a “curious beginner” who was
always learning through her curiosity in the ‘death’ area and through conversations with
people in the ‘community’. Fiona believed that undertaking death walker training was a way
of increasing her own death literacy and given her the confidence to start a Death Café.
Curiously she said that she did not feel “qualified” to start a Death Café before the death
walker training, but that afterwards she had the confidence to “host the conversation as a
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beginner”, “hosting and encouraging conversation” because, as she explained, Death Café
is about talking not “teaching”.
[…] nobody has to have an answer, we can just be comfortable asking
questions and going ‘oh that’s such a great question, I don’t know! What does
everyone think? Does anyone have a thought on that?’ [laughs] Why don’t
we know? And um, yeah it’s wonderful.
Mary appeared to share Fiona’s feeling of not being an expert and emphasised how
important it was to hear from the group and their “diverse opinions and experiences”. She
also claimed not to be an expert because she did not “have a qualification about death”, but
laughingly added that everyone was probably a death expert, as “we’re all gonna die”. While
both Fiona and Mary mentioned not being ‘qualified’ or having a ‘specialised career’, Fiona
had written a chapter in a book about death in New Zealand, alongside ‘experts’ such as
coroners and funeral directors. Nonetheless she was keen to distance herself from her coauthors, saying they were “very specialised” and had made a career out of death.
As I have mentioned, although my digital ethnography involved a variety of different
online groups and communities, the three participants I interviewed were all associated with
the Death Café movement, among various other connections to the ‘death talking’
movement. One of the main philosophies of Death Café, as I observed it, was to have
conversations without an agenda, so there were no ‘experts’ at the meetings who came to
teach, instead everyone speaks as equals. Participants held strongly to these philosophies,
emphasising that everyone’s opinions and experiences, or lack of experiences, were as valid
as anyone else’s. Interestingly, although the participants felt the Death Cafés provided an
equal space to speak about death, as I mentioned previously, when it came to the digital
groups the majority of posts were by the administrators. Although Facebook, and the
internet, democratise participation and allow any member of a group to easily share ideas, I
observed that there were a vocal minority who dominated online conversations. Nonetheless,
Fiona felt the lack of an “expert” talker at Death Café meetings made a “safe, low entry
point” for people interested in having conversations around death because “everybody is
welcome and everybody’s perspective and experience is valid”, which implies that there
were places where ordinary people were not welcome to the discussion.
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Mary also sought to democratise conversations about death and was conscious of
how her own role in the death industry might be perceived. Mary mentioned a campaign by
the Funeral Directors Association called ‘Take Time to Talk’, and another by Advanced
Care Planning called ‘Conversations that Count’. However, she emphasised that these
campaigns had inherent power dynamics, being “driven” by corporate or healthcare
providers. Her goal was to try to “get away from” this power differential and she contrasted
the efforts of these institutions and professionals with the “normal, ordinary” people who
death talk. However, Mary was conscious of the fact people might think she had an agenda
due to her work as a pastoral and bereavement support worker at a funeral home. She
described this as a “tight rope” she had to walk.
Both Fiona and Jane also tried to address power differentials between ‘experts’ and
‘ordinary people’. For instance, Fiona had invited a funeral director to attend a Death Café
she facilitated “so people could meet someone with a different point of view” and described
having had funeral directors turn up to other meetings. When attending, funeral directors or
other industry professionals came along as equal contributors, not as speakers. However,
Fiona encouraged them to introduce themselves and be upfront about their professional
interest in the subject and invited other members of the group to ask questions, which she
found they did take the opportunity to do. Jane on the other hand, had not had any funeral
directors or hospice workers come to her Death Cafés. She explained that the local hospice
ran their own version of a Death Café for their volunteers, however she communicated with
the hospice group, so they knew what each other were doing. Jane had, however, had
counsellors attend meetings because they were interested in working with grieving or
traumatised people and valued hearing about people’s experiences.
I observed some of the interactions between ‘experts’ and community members in
person. At one of the Death Cafés I attended, there were three or four funeral directors
present. This caused some tension when someone brought up the topic of DIY-ing a funeral
and burial. An older man and his wife, both from the United States of America, were
explaining how they wanted to do everything themselves and implied funeral directors were
a waste of time, at which point I observed the funeral directors in the room glance at one
another and share looks of disbelief and bewilderment. Although the Death Café facilitators
aimed for democratised conversations, it seemed that the professionalised ‘experts’ did not
always agree that everyone’s opinion was valid.

Chapter 6 | Ordinary People as Teachers and Experts

96

6.2 “They’re Not Making Informed Choices”: Frustration at a Lack of
Information
Participants were keen for people to make informed choices about death but
identified that people’s decisions were limited by a lack of reliable information about death
processes. They believed people stuck with the main options of burial or cremation because
they were familiar with these options, but even then, may not know much about the process.
For example, Fiona claimed that people would “run screaming for the hills” if they learned
how invasive, and bad for the environment, embalming was. Fiona also showed frustration
at how hard it was to make informed choices when the death process is never discussed
openly:
Until we’re willing to talk about it more it won’t change. And the strange
thing to me is that whenever they conduct surveys about how people wish to
be, their remains to be dealt with, they’ll choose burial or cremation, but it’s
kind of like, well of course they’ll choose that because they haven’t thought
about it or been offered any, they don’t have, they’re not making informed
choices, they don’t know about other options or haven’t thought about them
or they don’t know how...
Fiona reiterated the common theme that talking can create change. Opening up the
conversation and having honest discussions about death makes it easier for people to be
aware of other available options. There was some presumption by Fiona that if people were
aware of these other options then they would choose them. Nonetheless, as Death Cafés and
death talking groups open up the conversation around death and make it easier for
information to be shared about alternative ways of doing death, talking may indeed create
change.
My digital ethnography observations showed the New Zealand death talking
community were frustrated at the lack of information and sought to share knowledge. The
emphasis I observed in posts such as Figure 17 was about providing encouraging, reassuring
information about ‘alternative’ options (as I also discussed in Chapter 5), Facebook groups
attempted to combat the lack of information by posting informative articles, not only about
alternative options, but also on topics like pre-planning funerals, or when to talk to children
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about death. For example, a sample of posts included information on death doulas, and how
and when to talk to children about death (see Figures 18 & 19)

Figure 17: A reassuring article that informs people of how they can help their
loved ones to die at home
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Figure 18: Explaining what a death doula is, informing people of an option they
may not have known existed

Figure 19: Adding to the discussion of when the right time to talk about death to
children is
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Figure 20: The New Zealand government’s contribution to preparing for your
death and the death of loved ones

Other posts showed alternative options. For instance, Figure 20 displays a link to the
New Zealand Government’s free planning material for funerals. The people who shared
these posts expressed frustration at missing information. In Figure 20, the poster claims that
“it’s a clever tool” but it still “lacks information about families organizing funerals” and she
intended for this to change. For the groups I studied, the information and help that was
available was not considered adequate or inclusive enough. They therefore tried to remedy
this by circulating articles on less talked about subjects.
Despite Fiona’s assertion that people needed to make informed choices, Jane
reported that even when people were unhappy with the options provided, it could be difficult
to find useful information on alternatives. For example, Jane identified a lack of reassuring
information about dying at home:
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I think there’s a lack of… reassuring information. You know, what
information there is still has that tendency to be a bit… scaremongering, a
little bit, you know, saying that this is risky, dangerous, blah blah all those
things. So yeah, I think there’s a – I think often people, often people are just
– I can see that they feel reassured when they hear other people talking about
their own experiences.
In line with her Death Café philosophy, Jane expressed that people’s experiences provide
valued knowledge (see previous section) Jane did not say who does the scaremongering, but
her comment revealed a general perception that fears are put to rest through open
conversations and knowledge of experiences. Talking about experiences of different death
and dying practices makes them more familiar to people, rather than something outside of
the ‘norm’ that is not spoken about.

6.3 Using Facebook to Share and Validate Personal Experiences
At the Death Cafés and on the New Zealand death talking groups I studied, I
observed people were unhappy with the lack of information and also with their own
experiences of death and dying. Evident in the Facebook groups was a desire to have an
opportunity to talk about these experiences and be heard, especially around the process of
dying and what to expect. During my fieldwork in February and March 2019 an animation
by HospiceNZ about what it is like to die, created as part of their #weneedtotalkaboutdying
campaign (see Figure 21), was shared to many of the groups involved in my study. The
#weneedtotalkaboutdying campaign appeared to be a response to the New Zealand End of
Life Bill. This Bill, which would give terminally ill individuals the option of requesting
assisted dying, was introduced in 2017, making it available for the House of Representatives
to consider before progressing through various readings and votes (New Zealand
Government, 2017). HospiceNZ has stated that, as a palliative care organisation, they “do
not support a change in the law to legalise euthanasia or assisted suicide in any form”
(Hospice New Zealand, 2017). The purpose behind the #weneedtotalkaboutdying campaign
seems to reflect this, as it aims to decrease fear of death that arises from a lack of
information, and teach how death is often more peaceful and gentle than people expect
(Hospice New Zealand, 2017).
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Figure 21: Animation created by the New Zealand Hospice to inform people of the
process of dying and ease their fear of the unknown

However, HospiceNZ’s original post prompted people to share their personal stories,
which in themselves became a source of knowledge for other viewers. The animation,
represented in Figure 21, explained the process of dying as peaceful and gentle, however, in
the comments section people were quick to point out that experience would not be universal.
Based on my observation of comments on this post, while some commenters found the
animation relatable, for others it did not fit with their experiences at all. Many commenters
on the #weneedtotalkaboutdying video series shared their experiences, talking about the lack
of information, or lack of accurate information, and how angry they were that this misleading
information did not prepare them for what to expect. These commenters were often thanked
for sharing their stories and for talking about how dying is not always painless. Hearing
these personal stories provided a wider range of scenarios that were considered useful
knowledge. The Facebook page therefore democratised death talking and death knowledge,
with the experience of commenters and HospiceNZ’s ‘expert’ knowledge treated as equally
valid.
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While the story sharers were perceived to be an authentic, accurate, ‘real’ source of
trustworthy knowledge, the HospiceNZ narrative was critiqued. One comment on the
HospiceNZ post received a lot of replies from other viewers (see Figure 22) after the
commenter argued that people do die painfully, and asked what the Hospice does about that?
The poster also told the Hospice not to “lie” about it, because “it does happen”. The
implication that the Hospice was not telling the whole truth or was glossing over dying
received many replies in agreement. Many replies shared personal stories of their family
members who had died painfully. For example, Figure 23 shows two responses to the
original comment in Figure 22. The first commenter stated that the morphine administered
by the Hospice did not stop her husband’s pain. As I was able to interpret from the rest of
the comments and stories, most people were not looking for solutions. They wanted to be
heard and acknowledged as it seemed they felt their experiences were being ignored by the
Hospices’ posts about painless dying. These shared stories created a more complete picture
of how the dying process might go. As Figure 23 shows, one commenter thanked the original
poster for her question, and thanked everyone who shared their stories, saying that this was
“what is needed here” as it is “good to be armed with knowledge”.

Figure 22: A comment on the Hospice's 'What is it like to die' animation. The
poster is questioning why the Hospice will not talk about when people die in pain, because
"it happens"
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Figure 23: Replies to the comment in Figure 22 with people agreeing, and also
thanking the original commenter and all of the other commenters for sharing their
experiences

Personal stories were also frequently shared at the Death Cafés, especially around
the process of dying. Mary observed that when “first timers” came to her Death Cafés, they
often introduced themselves by saying they were not “scared” of death, that “once you’re
dead, you’re dead”. However, she noted that not one person had said that they were not
afraid of dying and that it was the “dying part of death that we’re not literate with”. She went
on to note that, until they faced death themselves, the only experience people get “is to
witness other people dying” and “for all those lovely stories [the Hospice shares], there’s a
whole heap of other not very good situations”. She felt that this was where sharing stories
became valuable, showing both the good and the bad and how the experience differs for the
dying person and the observer.
Sharing personal stories and experiences was one way the death talking community
identified to give a more realistic and encompassing view of how death and dying could be.
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Mary mentioned two different stories shared at a Death Café about the death of a mother.
One person shared a “beautiful” story about their mother dying, but someone else got upset
and shared a story about the “hideousness” of their mother’s death. Mary expressed that this
was a “tricky” situation because the person with the “hideous” experience was left
wondering why and wishing that their experience was more like the person with the story of
the ‘good death’. For Mary this emphasised the importance of informing people about how
little control is had in the dying process. Despite this experience, Mary claimed that no
matter what came up at the Death Cafés, there were usually others with a shared experience
that they were able to talk about.
All the participants found that the Death Cafés provided people with a space and
audience to share their personal experiences, both good and bad. As Jane explained:
People want to have an opportunity to talk about their own experiences of
their loved ones dying. They’re, you know, it just seems like everybody,
everybody has a story about something to do with death, and everybody
NEEDS an opportunity to tell it. And especially when it’s um parents, the
death of parents, and how people have coped with that, and what that was like
for them.
This sharing of experience became valued knowledge for people going through, or who will
go through, a similar situation, and also provided a space to listen, or be listened to.
As noted earlier, many of the articles and comments I observed posted on the
Facebook groups were of personal experiences and stories. As can be seen in examples from
the Death Dialogues Project page, see Figures 24, 25 and 26, the articles that were shared
focussed on how these experiences affected people. For instance, Figure 24 is an article
about a woman’s difficult decision whether to die at home because she did not want the
house her family lived in to be associated with memories of her dying. This article shared
another perspective and possible outcome that could be valuable information to somebody
else. Meanwhile, Figures 25 and 26 are examples of ‘good deaths’ according to New Zealand
death talkers, with the dying person in control of the dying process, ‘going out’ on their own
terms, and having last wishes fulfilled. These two posts also evinced many likes and heart
reacts, likely indicating responses of moral approval and good will towards those
represented (the deceased and the bereaved), and/or emotional resonance. The Death
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Dialogues Project Facebook page also set up offline Storytelling Evenings, where key
speakers volunteered to share their stories about death at a public event. Through these posts
and events, ordinary people were framed as experts in their experiences of death even when
their experiences challenged ‘professional’ narratives.

Figure 24: A woman’s thoughts on whether or not to die at home. Offering a
different point of view as she ultimately decides not to for the sake of her family’s
memories of the house
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Figure 25: An article about a man who chose euthanasia. The image shown with the
article frames his choice in a positive light as it shows a happy couple

Figure 26: A woman’s children fulfil her final wishes to see the sunset one last
time before her death
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6.4 Humanising the Industry: Personal Stories from Professionals.
It seemed from my participant observation and my interactions at Death Cafés and
with participants that there was an attempt to break down the divide between the ‘experts’
or ‘professionals’ and the ‘ordinary, everyday’ people. In the comment sections of Facebook
posts, I noticed that group members expressed a desire for death industry professionals to
show more care towards patients and their families and they shared ‘positive’ stories of this
happening. On the HospiceNZ page, stories were shared of nurses who were perceived to
have made a special effort to provide care or make people feel comfortable, enabling them
to have what the commenters deemed a ‘good death’. It was also a theme particularly
prominent on The Casketeers (2018) Facebook page, where commenters expressed their
love for the show and the team at Tipene Funeral Services, whom the show features, for
showing such love and compassion in their work. Numerous times throughout The
Casketeers (2018) episodes, the funeral directors are seen talking to and addressing the
corpse by their name, explaining the process and what is happening as they move the body
around to get the job done. One particularly notable reaction from commenters was after an
episode aired where Francis Tipene had essentially given away an expensive coffin that a
family wanted but could not afford. Touching moments like this were cited by commenters
as their reason for loving the show and the funeral home it featured. Commenters stated that
they wanted their own experiences with funeral homes to be with funeral directors that cared
this much about their customers.
It is not only the personal stories and experiences of ‘ordinary’, ‘non-professional’
people that were valued as knowledge, but also those of ‘professionals’, which situated the
conversations and interactions on more equal ground. Television shows like The Casketeers
(2018) give people some insight into the funeral home business and humanise industry
professionals and their interactions with the dead, showing how their jobs affect them and
the role they play in opening up conversations about death. Historically, funeral
professionals have been socially stigmatised for being involved with the taboo work of
handling the dead, and for profiting from death and grief (Thompson, 1991). In recent
decades, the commodification of funerals led to negativity and critique being directed at
funeral professionals. Of particular note was the momentous response to Jessica Mitford’s
1963 book, The American Way of Death that became part of a movement for cheaper and
simpler funerals. Humanising funeral professionals is a way to move past negative stigmas

Chapter 6 | Ordinary People as Teachers and Experts

108

and bring them into death conversations as people at an equal level, rather than impersonal
‘experts’.

6.5 Discussion
In Chapters Four and Five I have touched on the construction of normative grief and
death practices, now I will expand on this to explore how the New Zealand death talking
community actively resisted ‘expert’ normative discourses by questioning and
reconstructing who counts as ‘expert’ in death discussions. My data showed that New
Zealand death talkers valued experiential knowledge above, or at least at the same level as,
professional/expert knowledge. Their reasons for sharing experiential knowledge were to
create a ‘fuller’ body of knowledge as they believed professional information was
insufficient. Sharing experiential knowledge meant constructing a shared, broad pool of
experiences that people could turn to when they encountered the same circumstances.
Furthermore, troubles-telling in the death talking community gave people a place to be
heard, not fixed, in a more casual, normal environment than a specific grief support group.
New Zealand death talkers placed a high value on experiential knowledge. Borkman
(1976: 446) defines experiential knowledge as “truth learned from personal experience with
a phenomenon rather than truth acquired by discursive reasoning, observation, or reflection
on information provided by others.” There are two important elements to experiential
knowledge. Firstly, the type of information, which is what people have learned from their
own experiences participating in a phenomenon. This makes individual knowledge unique,
limited and probably representative of the experience of others who share the same problem.
The second element is one’s attitude to this type of knowledge, and the belief that a person’s
experiences do become knowledge and truth. The death talking community took other
members’ stories and shared articles containing personal stories as a valuable source of truth
and information for people who are, or may, experience similar situations. Sharing personal
stories and experiences was a way for death talkers to construct, in their view, a realistic and
encompassing view of the death, dying, and grief process.
Furthermore, some members of the groups had ‘experiential expertise’. Experiential
expertise is the use of one’s own experience to competently handle or resolve a problem and
can lead to that individual having a higher status or more authority in the group (Borkman,
1976). In other words, a person’s experiential knowledge and competent response may grant
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them ‘expert’ status based upon experiential expertise. People may respond better to
experiential experts, who have had shared experiences, than perhaps they would to a
professional who has training but no shared experience (Walter, 2000; Borkman, 1976).
Experiential experts are similar to Walter’s (2017) ‘death entrepreneurs’ who use their
passion, belief, and experience to promote ideas and solve problems. The global death
talking community has a number of well-known members who are looked to as leaders and
for guidance. Arguably, in the New Zealand death talking community, the
leaders/administrators of local Facebook groups and Death Cafés, including my participants,
could be viewed as experiential experts. By facilitating Death Cafés and running death
talking Facebook groups, my participants and the leaders of the other Facebook groups used
their experiences to encourage their local communities to talk about death.
Legitimacy was given by death talkers to personal experiences shared by ‘ordinary’
people over institutional knowledge. Professional knowledge or truth is “developed, applied
and transmitted by an established specialised occupation”, dealing with a specific aspect of
a phenomenon from a certain point of view (Borkman, 1976: 447). Professional knowledge
is often a more widely accepted source of truth than experiential, however, who can have it
is limited through possession of appropriate credentials that are acquired by undergoing
specialised education and formal training. To believe in professional knowledge, lay people
need to have faith and believe that the professional has the skills and competence to handle
the problem (Borkman, 1976).
Experiential and professional knowledge are not mutually exclusive; they can, and
do, work together (Borkman, 1976). For example, Bellander & Landqvist’s (2020) study on
online discussions of parents of children with congenital heart defects found that the parents
took on a patient expert role by combining professional medical knowledge with their own
lived experiences, which they then shared with the online community. Professionals also
need some experiential knowledge of working and doing the job, but this “is defined within
and subsidiary to their professional knowledge” (Borkman, 1976: 448). Two of my
interviewees, Fiona and Mary, had some variation of ‘professional’ training. However, they
did not identify as experts, and as Mary stated, were wary of being seen as pushing a
professional agenda. My participants and the members of the death talking community were
also quite well informed of professional knowledge of death processes, one example being
embalming and cremation. Even though they were to some extent resisting the authority of
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some experts and professionals, New Zealand death talkers combined professional
knowledge with experiential knowledge when creating a deep pool of death-related
knowledge.
The two sources of experiential and professional knowledge can coexist, but
“conflict occurs when there are competing sources of authority about the same phenomena”
(Borkman, 1976: 448). Professionals are often used to believing and having others believe
in their authority, that they have the truth. Recall the Death Café I attended (discussed in
Chapter 5) where someone suggested DIY-ing funerals and burials, and the responding
disbelief and bewilderment of the funeral directors. This can also be seen in the reaction to
HospiceNZ’s ‘What is it like to die?’ posts. The experiential knowledge of commenters did
not fit with the professionals’ portrayal of dying. This was very upsetting for these
commenters as it seemed they felt their experiences, what they felt as truth, was
unacknowledged or invalidated. The response to these comments though impressed upon
me the value of the digital context where there is an equal opportunity to post. While the
ability to remove comments remained with, in this instance, the HospiceNZ Facebook group
administrator, there was still the option for commenters to share their voice and respond to
the information being posted, rather than just accepting it. Furthermore, the prevalence of
posts on the Facebook groups explaining how grief does not need to end, indicates a divide
between the professional knowledge influencing grief norms that death talkers had
encountered and their own experiences, which could lead to their ‘truth’ being dismissed.
The conflict between professional knowledge and experiential knowledge may be a reason
people originally get involved with the death talking community.
The death talking community’s value on experiential knowledge created a
collaborative, broad pool of information which could be shared and circulated instantly
online. Borkman (1976: 450) suggests that experiential knowledge is useful because through
the sharing of many unique experiences, “common elements” are found and similarities and
differences in experiences are highlighted, which allows individuals to “utilise the
knowledge selectively to fit his situation.”
As Mary found in the Death Cafés she facilitated, group members had often
experienced similar situations and the chances are increased in online global communities.
For the New Zealand death talkers, sharing a wide array of experiences from a variety of
individuals created a broader set of knowledge that members could use and apply to
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situations in their own lives. In other words, accepting each person’s experiential knowledge
not only validated individual experiences, but also provided a useful resource for others who
may be themselves, or may know someone, going through the similar experiences.
The rise of the authority of experiential knowledge fuels the perception of a lack of
clear information and subsequent distrust of professional systems. Although Borkman
(1976) was studying self-help groups, he argued that the concept of ‘experiential knowledge’
can be applied to many other phenomena, especially in “client power” movements. He
suggests that authority is increasingly given to experiential knowledge because of “the
current scepticism and distrust of government, bureaucratic, and professional problemsolving efforts” (Borkman, 1976: 454). As I observed, online and offline, death talkers were
unsatisfied with the limited information available in New Zealand about death and dying
and sought to remedy this by having wide ranging conversations that demonstrated the
variety of options available. Other researchers have also noted the use of experiential
knowledge to fill gaps in professional knowledge. In a study of parents of children with
congenital hearing defects, Bellander & Landqvist (2020) found parents problematised and
recontextualised medical professional knowledge and shared their own experiences through
health blogs and patient’s forum discussions. Parents expressed a frustration at a lack of
clear information from doctors and developed alternative knowledge and norms in the
community by sharing experiences and developing patient expertise. A combination of
doctors’ knowledge and actions, and parental emotions meant that a potentially active stance
was created in the online forums, where the parents’ experiential knowledge took
precedence over professional knowledge (Bellander & Landqvist, 2020). For New Zealand
death talkers, a similar dissatisfaction with the information available and the dominating
professional authority, in this case of death industry professionals, led them to create their
own informative resources that were significantly informed by experiential knowledge.
The New Zealand death talking community did promote some experts/professionals.
However, these tended to be new, but still commodified, professions such as death doulas,
that emphasise and personalise the humanistic elements of death and dying that have been
lost through bureaucratisation, medicalisation, and death taboo (Koksvik, 2020). These
humanistic values are aligned with the death talking community’s desire for a new way of
doing death and acknowledge the personal experiences of individuals and the authority
people have in their unique situations. I also noticed a desire for more empathetic and
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compassionate professionals, which could be seen in the extremely positive response to The
Casketeers (2018). Borkman (1976: 450) states that part of the specialisation process of a
profession includes “the deliberate structuring of a nonexploitative relationship with their
clients that excludes ‘inappropriate’ emotional involvement”. Yet, the professionals that the
death talking community favoured were those like Francis Tipene from The Casketeers
(2018), or Hospice nurses who showed extra care for their clients’ situations. It seemed that
the emotionality of some professionals helped address death talkers’ distrust of the
professional authority.
Having experiential expertise and being willing to share experiences to help others
serves to lessen power imbalances. It humanises the ‘expert’ sharer, creating a sense of
community with shared ideals, common experiences, and a desire to tackle problems
together. Koksvik (2020: 12) believed that while death entrepreneurs may be someone with
professional expertise, their newfound authority mostly relies on “their persona, personal
experiences and emotions”. Koksvik (2020) argues that by openly sharing personal and
painful experiences, death entrepreneurs can create a sense of community and intimacy with
the listener and it is this willingness to be open and vulnerable that gives them influence.
The online popularity of some New Zealand professionals is likely because these
professionals were willing to share their emotions and be open and vulnerable to others.
In Borkman’s (1976) self-help groups everyone is equal because they all have the
same problem that they are trying to fix. It is a group of individuals “who are peers by virtue
of their experiential information about the shared problem” (Borkman, 1976: 449). There is
no one dominant authority and individuals are not trying to say they are better than other
people with the same experiences. Instead, they are coming together to try and tackle the
‘problem’ as a group effort. Notably, Walter (2000) chose to use the term mutual-help
groups rather than self-help bereavement groups because, he argued, it is not self-reliance
that they were teaching, but the value of sharing personal stories and feelings with a group
of people who have suffered the same type of loss. This equalised approach was important
in the New Zealand death talking community, and Fiona emphasised that nobody needed to
have the answers, it was important to simply ask questions and discuss. The fact that these
conversations were also happening online via a reasonably accessible social media platform
meant that everyone with the ability to access Facebook could have an opinion and join the
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conversation. Instead of having one expert leading the discussion, there are a multitude of
voices contributing to the digital social field.
Equality in conversations was not just about talking about death. The New Zealand
death talking community actively encouraged empathetic listening.

As previously

mentioned, grief has been medicalised, and these ideas linger on in grief discourses. New
Zealand death talkers experienced ‘western’ society as one where ‘experts’ construct grief
as something to ‘get over’, and where there are normative rules on who has the right to
grieve and for what. This did not fit with their beliefs and experiences, and so the death
talking community became a safe escape from ‘experts’ and ‘norms’. Furthermore, it
became a space for ‘troubles-telling’, where sharers were not specifically asking for advice,
but simply wanting the community to listen to their troubles (Varga & Paulus, 2014). Varga
& Paulus (2014) studied troubles-telling in newcomer posts to online peer-to-peer grief
support groups and found that newcomers sought out a place to unload their feelings as
opposed to a professional ‘fix’ of the problem, looking for empathy rather than advice.
Newcomers initial posts containing troubles-telling sought to contest the ‘normal’ grief
structures they experienced as being imposed on them by others in the offline world, and
sought validation in the online world for their own ‘nonnormal’ grief, to see if others had
experienced something similar (Varga & Paulus, 2014). Varga & Paulus’ (2014: 447)
findings “suggest that grief may be constructed differently online than offline and illustrate
how the need for validation can prompt grieving individuals to seek online support.” This
clearly is similar to New Zealand death talkers, whose experiences with grief, or even with
talking about death, were not fitting with the ‘norms’ they felt were being imposed on them
by society and the people in their lives, and so they sought out a community that allowed
them to share and see these experiences as normal, merely another variation of doing death.
Finding a space where grief experiences are validated and hold some authority was
important because some experiences are given more authority or weight, namely those that
align with the prevailing dominant grief discourse. An example is the way, in the aftermath
of the MS Estonia shipwreck, media represented the bereaved as two divided groups with
opposing views, and the debate circled around the different notions of what is legitimate and
normal grief, with position being marginalised by how it was represented (Reimers, 2003).
Media portrayed the bereaved who wanted to retrieve the bodies for proper mourning and
burial as overly emotional, still grieving, and as less credible. Their arguments were
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undermined by their “subjective and emotional position” which meant they had to keep
changing their argument for retrieving the bodies and their motives were questioned
(Reimers, 2003: 330). They were compared to other bereaved who had reconciled and found
peace with the ‘at sea’ burials and were ready to move forward and it was implied that
wanting to recover the bodies was an expression of dysfunctional, abnormal grief and that
they needed expert and professional help to complete their grief work and grieve normally.
Media claimed the moral authority to police the grieving process. More authority was given
to the experiences of grieving individuals who fit within the constructed grief norms, than
was given to those who did not align with the ‘norms’ (Reimers, 2003).
The New Zealand death talking community emphasised a willingness to accept any
form of grief as valid and that people should not be expected to get over grief. Walter (2017;
Walter, 2000) suggests that people are resistant to any type of policing or control from the
outside in a neoliberal postmodern world because the freedom to live as one chooses means
that any attempt perceived to be infringing on that freedom is seen as morally wrong and is
resisted. Because there are not really any specific guidelines for Pākehā on grief, when
family, friends and society question an individual’s grief it can be very upsetting. In
emphasising that all experiences are equally valid, the death talking community attempted
to offer a relief from the policing of grief.
The death talking community wanted to share a variety of experiences, so members
had options and exposure to different scenarios and would not feel like their experience was
abnormal. However, this was not always helpful as not everyone has the same experience
even if they have had the same loss, and this can lead to exclusion from a shared group
(Walter, 2000). As mentioned earlier in this chapter, Mary had faced a scenario where two
women shared conflicting experiences of their mother’s deaths. Although these conflicting
narratives do not appear helpful, Mary was confident that no matter what people came to a
Death Café with, someone else there had a shared or similar experience. A similar example
of conflicting narratives had also arisen in the Facebook groups. As I outlined, HospiceNZ’s
portrayal of a painless death caused great upset among commenters as it was not an
experience they shared, and they countered HospiceNZ’s narrative with their own
experiential knowledge. While sharing a variety of experiential knowledge can allow for
people to relate to stories and situations, there can be tension when peoples’ experiences are
vastly different.
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Walter (2000) suggests this tension is why new subgroups of bereavement support
groups keep being created, each for a specific type of loss. Notably, the death talking
community is not a grief support group, instead aiming to offer a very broad, accepting group
that is intent on listening to peoples’ grief stories. However, as with Death Café, bereaved
individuals still want to join the discussions (Miles & Corr, 2017), and their grief talking in
conversations not specifically focused upon grief is one way of normalising talking about
grief, reclaiming the authority over the grief process, and building experiential knowledge.
This is also perhaps one of the benefits of being part of a global online death talking
community, especially in a geographically isolated country like New Zealand. While the
death talking community in New Zealand is small, the internet and social media offers New
Zealand death talkers an opportunity to hear stories from ordinary people and a way to
expand the sum of experiential knowledge through sharing posts and different experiences
from death talking groups outside of New Zealand.

6.6 Summary
The New Zealand death talking community were frustrated with the lack of
information from professional ‘experts’ and instead gave authority to experiential
knowledge and further shared it to create a pool of knowledge and experiences. The global
reach of the internet and social media expanded the group’s knowledge by making it possible
to include experiences from outside of New Zealand. This sum of knowledge provided
members with a sense of security that they were not alone in their experiences, and they
could share and discuss unsatisfactory situations to create change in death and dying
processes. Although professional knowledge was often used in combination with
experiential knowledge, it held less value than experiential knowledge within the
community. The importance placed by the community on listening and sharing emotions
rather than trying to fix the sharer’s problem further explains the community’s resistance of
experts and fits with the group’s desire to create a safe place to have open discussion about
death.
In the next, final chapter, I revisit my research questions in light of my findings,
acknowledge the limitations of my study, offer suggestions for future research and draw
together my concluding thoughts.
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Chapter 7: Conclusion
This thesis set out to investigate how and why death talkers in New Zealand created
online spaces of conversation around death, and what conversations these online spaces
made possible. Death talkers in New Zealand used online spaces to question/problematise
what they perceived to be the ‘white’ ‘western’ way of doing death, as well as questioning
the authority of the experts who perpetuated this way of doing death. They resisted
authorities and discourses that policed how to talk about death and grief, and instead created
a broad body of experiential knowledge that individuals can turn to for guidance on how to
interact with death and grief in a ‘natural’ way. Ideas of what constituted the ‘natural’ way
often came from the romanticisation of non-western and indigenous cultures, although
notably Māori customs were unacknowledged by New Zealand death talkers.
One of the problems that the community identified was the existence of a death taboo
in New Zealand as a ‘western’ society that limited the conversations that could be had about
death. As such, my participants saw themselves as breaking ‘normative conversational
boundaries’ when they tried to have death discussions. This was further exacerbated by
negative responses seen in reaction to Death Café events on Facebook, as well as when my
participants introduced Death Cafés into their local communities in New Zealand. This
highlights how important access to the global death talking community through Facebook
was when the local New Zealand community was so small. Being a part of a bigger global
movement means access to more resources, new and different ways of doing death that were
being adopted by the broader death positivity movement or drawing from and romanticising
‘non-western’ practices. Because the death talking community perceived death-denying to
be a ‘western’ problem, the issues they faced were applicable in many ‘western’ countries.
Having access to the global community who are experiencing the same things, via globallynetworked social media communities, means New Zealand death talkers have some support
when they feel like they risk social rejection by talking about death and questioning societal
and conversational norms. For the death talking community, not talking about death is
unnatural and ‘weird’. They wanted death to be present in daily life, spoken about and
accepted, not hidden away and so they sought to imitate more ‘natural’ cultures living
outside of urban, industrialised, ‘western’ society who they perceived to have a closer
relationship with death. They believed their constructed New Zealand ‘western’ society
needed to reclaim its relationship with death.
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Because contemporary New Zealand ‘western’ society was believed to be deathdenying, the death talking community felt that the death practices of society were unnatural,
and so, via social media, turned back and out to communities that were believed to have a
closer, more ‘natural’, intuitive, emotional responses to death which were also deemed to be
healthier. In this way death talkers romanticised, and homogenised cultures presumed to be
living in closer proximity to nature, and therefore had a closer, more emotionally intuitive
relationship with death. However New Zealand death talkers did not seem to draw much
from or even acknowledge the influence Māori death traditions are already having on
‘western’ Pākehā death practices. Instead, they shared and spoke about non-western death
practices from other countries, notably Native Americans, as that was what the global
movement, predominantly posting form the United States and the United Kingdom, would
share and use as examples. For instance, in a form of the ‘telephone’ game, someone from
the United States might read, share, and comment on an article in their online community
about Native American practices. That might be picked up by someone in the United
Kingdom and the process repeated, and then picked up and shared by someone in New
Zealand, so that the actual death practices and meanings from these non-western cultures is
being filtered through the various peoples interpretations and numerous shares on social
media. The internet and social media make access to these geographically distant cultures
easier than ever and allows New Zealand death talkers to appropriate the death customs of
these cultures without ever interacting with the cultures themselves.
‘Non-white’, ‘non-western’ groups and their cultural practices and death traditions
were constructed in contrast with what was seen by death talkers as the disappointing,
unnatural ‘white’, ‘western’ way of doing death. Key aspects of the ‘non-western’, ‘nonwhite’ way of doing death were emotionality, inclusion of loved ones in post-mortem
practices, less sequestering away to professionals, and less professional intervention. The
New Zealand death talking community resisted current ‘western’ death-denying norms, or
any attempt by ‘norms’ to control or homogenise people’s death, dying and grief
experiences. The community identified dominant grief discourses as one of the emotionally
unnatural and unhealthy ways of doing death that needed to change, and they wanted
‘western’ society to become grief literate as well as death literate. However, while resisting
and breaking down the contemporary death norms they experienced, they were building and
constructing their own ideas of a ‘natural’, better way of doing death that could guide people
in how to respond to death, similar to tikanga Māori but instead a kind of Pākehā tikanga. It
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seems that a lack of religion and tribal community meant New Zealand death talkers were
trying to create a collective group knowledge that could be turned to in hard times as
information and guidelines on how to do things. While informative articles were shared
around, quite often the information for this collective knowledge came from experiential
knowledge. The purpose here being that no one’s situation is ‘weird’, there will be others
who have dealt with something similar and here is how they dealt with it.
Creating online death discussion groups offered some respite from dominant ‘expert’
voices whose advice might not fit with actual individual lived experiences. As such, the
death talking community became a space for members to seek out shared experiences and
similar situations to their own for support. They also engaged in troubles-telling, simply
sharing stories and experiences without asking for advice. This further contributes to New
Zealand death talkers perception of a ‘western’ death-denying society as it indicates that
without death talking communities there is a lack of space for normalised casual deathrelated conversations where individuals can share their personal experiences about death,
dying, and grief, be listened to, and be accepted. The death talking community gave a lot of
authority to the experiential knowledge gained from the sharing of experiences, reiterating
how everyone is an equal contributor to these discussions.
This experiential knowledge created a pool of informative resources that people
could draw from, providing a sense of security that their experiences were shared. Using
Facebook made it particularly easy for this experiential knowledge to be created, shared and
circulated quickly across geographical boundaries. A key aspect of Facebook is the ‘sharing’
function that lets users share their own content in three steps, or share posts they encounter
on Facebook with a click of the ‘share button’ (Facebook, 2020; SproutSocial, 2020). New
Zealand death talking Facebook groups became a space to collate resources in one place by
sharing content from group administrators and members, or resharing from other death
talking Facebook groups both in and outside of New Zealand. Furthermore, the relative ease
with which other death talkers could comment on posts made it a simple process for all
members to contributed to the pool of experiential knowledge.
This sharing of knowledge in the same online space also meant that people could
discuss good and bad experiences and attempt to create change in death/dying processes by
figuring out what worked and what did not. While professional knowledge on death
processes was seen and used by New Zealand death talkers, it was not considered as
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prominent or authoritative as experiential knowledge because it was the professional
“western’ way of doing death that was being questioned and critiqued. Professions and
professionals that were spoken about the most positively tended to be newer, more
humanistic professions such as death doulas, or death entrepreneurs, people with
experiential expertise, or even ‘traditional’ death industry professionals. Importantly, these
acceptable professional people showed care and empathy, used their own experiences to
purposefully help others, and appeared to be people-oriented rather than business-oriented.
It was clear that listening to and sharing emotions rather than trying to fix the sharer’s
problem were at the core of New Zealand death talking, and can explain why the community
resisted expert knowledge that tended to be very direct, unemotional, and structured without
a lot of room for variety. The New Zealand death talking community tried to create a
supportive space where it was safe, within a digital community of similar minded people, to
share emotions, and experiences, and to have open, honest discussions about different ways
of doing death that question the dominant ‘white’ and ‘western’ death process.
In this research project, I asked how and why death talkers in New Zealand created
online spaces of conversation around death, and what conversations these online spaces
made possible. My data from a digital ethnography of New Zealand death talking groups
and interviews with three administrators of regional Death Café groups showed that social
media platforms such as Facebook can facilitate ‘sharing’ of personal experiences and
emotions without the policing of expert discourses which New Zealand death talkers
resisted. The internet has been known to provide spaces where small/weird communities of
interest can meet (Boyd, 2014; Boyd, 2008). The democratising aspect of the internet and
social media affords death talkers to be equal contributors to discussions about death, allows
them to critique professionalised ‘western’ norms and become experts in their own right to
construct a different set of ideas for how to do death drawing on experiential knowledge and
past and non-western cultural practices.

7.1 Limitations
This study focussed on the digital New Zealand death talking community, however,
the online and offline worlds are not fully separate. I attended two Death Cafés in person
where possible to contextualise my data from the digital ethnography, however I think the
research and findings of this study could have been fleshed out by partaking in more offline
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fieldwork and attending Death Cafés across New Zealand to explore more fully how death
conversations intersect online and offline.
Due to the time and financial limits of a Masters research project, I was unable to
interview participants of Death Café around New Zealand and speak to them about their
engagement with the Facebook groups, and how their online interactions intersected with
their attendance at offline events, and how they experienced the global death positive
movement in New Zealand.
During the course of this thesis, several current events may have shaped or changed
how New Zealand death talkers discussed death. At the end of my digital ethnography
participant observation period, the Christchurch Mosque shootings happened. This impacted
my interview schedule as I postponed interviews for several weeks because of my own
emotional reaction and this may have impacted the interviews that I conducted after the
event. However, I excluded discussion about the attack as I felt it was outside of the scope
of this thesis’ research focus. The global pandemic that began during the course of my writeup in 2020 may also impact how New Zealand death talkers have death conversations, but
it too was outside of the scope of the current research topic, although how the pandemic is
shaping death talking would be an interesting avenue for further research.
Personal events in my life may also have shaped the research. Wolcott (2008: 122)
claims that emic ethnography is best achieved when it is clearly understood as “the
ethnographer’s version of a people’s story”. I also must acknowledge how my own brush
with death may have shaped my response to and interpretation of the data, and subsequent
telling of the New Zealand death talking community’s story. In December 2019, as I was
working on the results, analysis and discussion portion of this thesis, I was in a serious car
crash. Although I escaped without injury, this near brush with death brought death into the
forefront of my own personal life as well as my research and may have influenced my
interpretation of the findings.

7.2 Future Research
One of the key findings of this research was the New Zealand death talking
community’s resistant attitude towards professionalisation and ‘expert’ knowledge. There is
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scope for further research to examine the counter-view and how death industry professionals
feel about death talking communities.
It would also be interesting to examine if there are differences between the death
conversations happening regionally within New Zealand, and those conversations
happening cross-culturally/across different countries where the death positivity movement
is prevalent. Much of the content shared on the New Zealand Facebook groups came from
overseas and the overarching death positive movement groups in the United Kingdom and
United States, like Death Café, or the Order of The Good Death. While the internet allows
for the quick and easy dispersal of information from these groups, making their local
discussions globally informed, I question whether different topics are more focussed on in
some places than others. There is scope to explore whether topics and conversations New
Zealand death talkers have are representative of the global death talking movement, whether
groups in other countries vary in what topics they emphasise, or whether there are
conversations unique to specific countries. Furthermore, I am left wondering how death
talking communities in countries with indigenous cultures interact with them? Are local
‘non-western’ communities in these countries romanticised to the same extent as
geographically distant ‘non-western’ death cultural practices and how do the ‘romanticised’
cultures respond to this?
Of specific interest to New Zealand would be research that explored how Māori and
respond to the integration of their death practices into Pākehā practices. Are Māori included
in death conversations, and do they want to be in a ‘western’ dominating world. Research
might focus upon whether the death talking movement might be viewed as a further
colonising and appropriation of indigenous practices.
Lastly, I suggest further research could ask how death conversations are shaped by
current events. As I previously mentioned, over the course of my research period and during
the writing of this thesis, the Christchurch Mosque shootings, and Covid-19 happened. I did
not include these in my research as it was beyond the scope for this thesis’ topic, but I was
still active in the death talking community and was aware that these events could shape
conversations. Of particular note to me was the transition to Zoom Death Cafés during
Covid-19 lockdowns. Future research might explore how a move to fully digital spaces, and
the change in digital interactions due to Zoom, shaped conversations and whether death
talking changed when death was even more prominent.
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7.3 Final Thoughts
This research contributes to a small base of literature examining the death
talking/death positive movement. Specifically, this thesis provides an insight into the New
Zealand death talking community. Notwithstanding limitations, this thesis answers how and
why New Zealand death talkers created online spaces of conversation on Facebook, and
what conversations were made possible through the use of Facebook. New Zealand death
talkers utilised Facebook groups as safe spaces free of policing and expert opinions of how
to do death. Having these conversations and sharing of information online meant New
Zealand death talkers could stay connected to the global death talking community and
construct a new way of doing death by drawing on the group’s experiential knowledge and
the romanticised death traditions of ‘non-western’ cultures. Importantly, as New Zealand
faces an increasing aging population, New Zealand’s death talking community offers people
ways to reclaim control and authority over their death, dying, and grief processes.
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Appendix A: Participant Information Sheet and Consent Form

134

135

136

137

Appendix B: Interview Guide
•

Introduction
o Info sheets – did you get a chance to read them?
Any questions?
o Consent – recording? Don’t have to answer questions?

•

Demographics
o Where from
o Ethnicity
o Gender
o Age
o Education
o Profession
o Occupation

•

First Questions
o How did you become interested in increasing discussions about death in
NZ?
o Can you explain how [this FB page] came about, and how you became
involved with it?

•

NZ specific page for a global/ American concept?
o DC a global phenomenon, why make a NZ specific, region specific page?
Practicality? Community?

•

Facebook / Why?
o Is other social media used? Why / why not?
o Facebook’s everydayness

•

Posts / Resources / Content
o Where do you get content?
o How do you decide what to share?

•

Topics
o What topics do you find occurring regularly on the page?
o Do you notice any recurring topics? Popular topics?

•

Trolls?
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o One of the downsides of social media is the public nature, has the page ever
been targeted by trolls? How do you respond to that? Is it a concern?
•

Moderation / Stepping in
o Have you ever had to take action and remove a post from the page?
o Any conflict? Inappropriate posts?

•

Dynamics / Interaction
o Is there much interaction on the page? Do members post to the page? Interact
with one another?

•

Online discussions
o You host the cafés, are discussions continuing online or do they stay
separate?

•

Members / Community?
o Is it the same people?
o New people?
o A core group of people?
o Is the page still growing?

•

Other NZ FB groups
o Are you aware of other NZ FB pages? Is there any communication /
interaction with them / amongst them?

•

Personal impact – positive, negative?
o How has being part of these discussions, and moderating the FB page
impacted you? Interacting with other people? Positively or negatively?
o How much time do you spend working on the page?
o Have you ever had to step away?
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