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Abstract

Background: Significant structural and normative pressures privilege the ideal of dying at
home in Canada. At the same time, the social complexities and meanings associated with
dying in particular locations remain critically unexamined.

Objective: The aim of this study is to explore how diverse community members, including
health and social care stakeholders, talk about preferences for locations of dying, with a
particular focus on meanings of dying at home.

Design: Semi-structured virtual interviews were conducted with 24 community and
practitioner representatives and advocates across Canada during the Covid-19 pandemic. This
included compassionate community advocates, palliative care professionals and volunteers,
bereaved carers, and members of queer, rural, and immigrant communities. Participants
were asked about their own preferences for location of dying and elaborated on these aspects
with regard to their client population or community group.

Results: Our analysis illuminates how meanings of dying at home are connected to previous
experiences and perceptions of institutional care. As such, participants’ perspectives are
often framed as a rejection of institutional care. Dying at home also often signals potential
for preserving ontological security and relational connection in the face of life-threatening
illness. However, participants’ expertise simultaneously informs a sense that dying at home
is often unattainable. At times, this awareness underpins interpretations of both preferences
and choices as contingent on considerations of the nature and type of illness, concerns about
impacts on families, and available resources.

Conclusion: The ideal of dying at home is nuanced by identity, relational, and structural
contexts. Knowledge from this study can inform realistic and practical person-centered
planning across care settings. It can also help create more representative public policy and
health system quality indicators regarding a ‘good death’ that do not rely on or perpetuate
undeveloped and unrealistic assumptions about dying, home, and family care.

Keywords: dying at home, hospice care, interpretive research, palliative care, place of death,
public preferences
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Introduction

In 2015, Statistics Canada recorded that almost
two-thirds (61%) of people in Canada died in
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hospital settings, compared with 15% of people
who died in their own home the same year.! At
the same time, Canada, similar to many other
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predominantly English-speaking countries, has
seen a gradual increase in home death rates since
the 1990s.!-3 This increase coincides with struc-
tural pressures and individual preferences toward
aging and dying in place, including, but not lim-
ited to, early hospital discharges, health care con-
sumerism, and the legalization of medical
assistance in dying. While vital statistics data
between 2007 and 20193 suggests a lower overall
proportions of home deaths than Statistics
Canada, both sources confirm the trends toward
decreases in hospital deaths and gradual increases
in home deaths. Contributing factors in variations
between provinces, communities, and individuals
regarding location of death include relatively low
or varying access to palliative care supports and
home care,* personal wealth and social capital,
and community and family resources.?

Research with family caregivers has found some
idealization of dying at home within their interac-
tions with professionals.>:% Tied to conceptions of
a good death, this idealization is also prominent
in palliative care philosophy and professional
guidelines, and among practitioners.”>® Policy
documents also tend to posit home as the best
place for death and dying.®-!! In Canada, dying at
home is institutionalized as a health system qual-
ity indicator,!2 reflecting how ‘palliative care ser-
vices often consider the achievement of home
care and home death as an outcome measure’.!3
Moreover, there is growing attention to the role of
community networks in care for persons who are
dying at home, in part due to the growing popu-
larity of ‘compassionate community’-based
approaches.!4

Research delineates the importance of feelings of
comfort, safety, belonging, familiarity, autonomy,
privacy, and quiet at the end of life, which are all
normative characteristics of privileged home set-
tings.!>19 These and other insights about the
desire for dying at home come from research pri-
marily conducted with family caregivers, older
adults, or persons diagnosed with terminal condi-
tions.15:20,21 However, not everyone may want a
home death. People who may be less likely to
want to die at home include low-income per-
sons,?2-25 widows, those living alone or single,22.25
and older persons.22:26-29

Some research provides insight into why people
may not want to die at home, highlighting condi-
tional considerations such as practical realities,
safety and quality of life, medical management or

pain and symptom control, protecting family,
uncertainties related to terminal illness, fear of
potentially dying alone, and wanting to put trust
in professionals.28:30-35 Although existing research
examines how structural inequities shape mean-
ings of dying and care in some disadvantaged
groups — invoking feelings such as isolation or
anxiety,15:17:20,:21 how structural forces shape per-
ceptions of and preferences for, as well as inter-
pretations of the meaning of dying at home for
those in these groups, needs to be more fully
explored. Moreover, the associative meanings of
institutional and hospital care at the end of life
are less often explicitly explored (with some
exceptions).30

Overall, while research has documented and
assessed preferences for and experiences with
dying at home, the associative and symbolic
meanings of dying in different locations, as well as
the interpretive processes involved in meaning-
construction in this regard (including the role of
socio-cultural narratives or ‘scripts’), need further
study.3%-37 Various social meanings, social rela-
tions, and actions about family care, service use,
and the meaning of ‘home’ shape our thoughts
and feelings about death and dying in complex
ways.

Consequently, there is need for further explora-
tion not just of preferences and perceptions of
dying at home, but of what dying at home means
or represents for different people, and why. The
purpose of this article is to explore the nuanced
complexity of meanings of dying at home among
diverse community members, including health
and social care stakeholders, as these meanings
manifest in their talk about preferences and logis-
tics of dying at home.

Methods

Participants and recruitment

This project was part of a larger multi-method
Canadian study exploring public preferences for
and meanings of dying in different locations.3®
Within that project, we interviewed a group of
stakeholders whose perspectives are less often
integrated into research on dying at home, which
focuses more on the perspectives of (often homo-
geneous samples of) dying patients and their phy-
sicians. We sought both professional and
non-professional community members who, due
to their frequent interaction with marginalized or
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diverse subgroups or experience acting as a group
advocate or representative, worker, or volunteer
with these groups, were well suited to speak to
these groups’ specific concerns. Groups were the-
oretically sampled based on what research indi-
cates might be sources of variation in preferences
and abilities to die at home: rural older adults,
immigrant populations, French-Canadians, for-
mer family carers, Two-spirit, lesbian, gay, bisex-
ual, trans and queer (2SLGBTQ+) adults, and
marginally housed persons.22:25:27 Participants
also included care providers with experience car-
ing for dying persons and volunteer members of
the ‘compassionate communities’ network.!4
Twenty-four participants were recruited both
through the research team’s professional and
social networks and through snowball sampling,
primarily in but not restricted to the urban areas
of Montréal, Winnipeg, and Victoria. This pro-
cess, and the interviews, occurred during roughly
the first year of the Covid-19 pandemic in Canada
(summer 2020 to summer 2021).

What emerged, sometimes actively during inter-
views, was that several participants often spanned
multiple of the above-mentioned roles, experi-
ences, and identities. As such, although partici-
pants were primarily recruited based on
professional or advocacy roles in terms of popula-
tions they work with [compassionate communi-
ties (n=4); professional palliative care service
provision (7=6), volunteer palliative care service
provision (n=2), service provider/advocate for
inner-city, structurally vulnerable populations
(n=4); service provider/advocate for 2SLGBTQ+
communities (z=3); service provider/advocate
for rural communities (z=3); representative/
advocate for immigrant communities (z=2)],
participants’ talk about their own preferences was
also informed by their personal experiences as
bereaved family caregivers (r=7), being
2SLGBTQ+ (n=2), having immigrated to
Canada (n=2), residing in a rural area (n=4), or
identifying as French-Canadian (n=6).

Data collection

Semi-structured qualitative interviews were con-
ducted and recorded over Zoom, using a key
informant style approach.3® Interviews averaged
67min in length (range, 36-130min). Four
trained research assistants and two team investi-
gators conducted interviews in either English
(n=22) or French (n=2) and helped with tran-
scription and analysis. Questions (Supplemental

Appendix A) elicited interviewees’ beliefs and
meanings surrounding dying and care responsi-
bilities in different locations, and, if they were
involved in advocacy and service provision for
diverse or marginalized persons, their perceptions
of the meaning of dying at home for these per-
sons. French language transcripts were translated
into English for analysis.

Analysis

The methodological approach informing the
analysis draws on social phenomenology*® insofar
as we explored not only the manifest content (e.g.
what participants state that dying at home means
to them, in response to a direct question) but also
the subtler and symbolic meanings revealed in
participants’ talk (e.g. as revealed through meta-
phors, everyday features of speech, emotional
responses, expressions of uncertainty, appeals to
dominant-normative frameworks, use of con-
trasts). Transcribed data were analyzed by the
first author, first through a process of overall
familiarization with the data, followed by a cate-
gorizing and organizing of interview content that
conveyed particular meanings associated with
dying in different locations (and care in this
regard). It was not a goal of analysis to examine
causal associations or patterning between partici-
pants’ group or identity membership and their
[categorized] perceptions or preferences. Rather,
the goal was to analyze the complexity and
nuances of meanings and interpretations of dying
at home within and across a diverse sample of lay
and professional stakeholders. This process of
organizing meanings in the data informed the
development of conceptual themes. All team
members, including three that conducted and
transcribed interviews, provided ongoing analytic
insights into the data analysis, which was led by
the first author. Researchers’ collective feedback
(verbally and in writing) helped the analyst recon-
ceptualize findings and refine themes at multiple
points, resulting in a more sophisticated and the-
oretically informed analysis using an iterative pro-
cess. Preliminary summaries were also sent to
participants and presented to 27 key stakeholders
across Canada at an invited workshop; both par-
ticipants and stakeholders had opportunities to
comment on the overall findings and validated
main analytic themes and their relevance to vari-
ous provinces.

In this article, we focus on three themes related to
meanings and interpretations of dying at home.

journals.sagepub.com/home/pcr
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First, how identities and social positions are
expressed and reinforced in talk about the idea of
dying at home. Second, how the caring relations
in specific places and spaces are expressed and
further reinforced in talk about dying in these
places. Third, how interpretations of dying at
home were shaped by participants’ understand-
ings of contextual and structural realities beyond
individual control [available formal supports and
expertise in community, especially as this inter-
sects with end-of-life (EOL) symptoms and con-
ditions, and with implications for family].

Findings

Theme 1: ‘Home is a history of who | am’:

identity expression in talk about dying

The meaning of, and in some cases preference
for, dying at home was tied to identity. People’s
expressed preferences for locations of dying and
their interpretations of the meaning of home
reflected and reinforced their selfhood. For
instance, when actual physical spaces, locations,
and objects were important for some people’s
visions of dying at home, this was connected to
both their identities and structural circum-
stances. With reference to how care provided in
institutional environments can erode selfhood
and autonomy, participants often conveyed that
dying at home preserved selfhood toward the
EOL. This also manifested in participants’ inter-
twined use of concepts of familiarity, comfort,
control, and personalization, including being
able to have something familiar around them at
the EOL, that helps them feel most like them-
selves. Subthemes illuminate two key aspects of
this phenomenon: (a) identity-support as safety
and (b) the importance of everyday choices and
control.

Identity-support as safety. Assumptions about
home as safe were connected to some partici-
pants’ previous experiences and life histories in
other settings. One bereaved family caregiver, for
instance, expressed:

Home is a place of safety, also the place where I feel
nourished and where I can get quiet. For me home is
a refuge and a place of recharging. I was an only child
so I’'m used to having a lot of my own space to sit.

Participants often connected ‘home’ to familiar
objects (collections, plants, photo albums, books,

nostalgic items from loved ones, etc.) that provide
identity signals and thus comfort:

You have all those things that remind you of who
you are, more than just this tumour or . . . this heart
disease. You’re a whole person and home helps to
remind you of all those aspects of who you are, the
walking sticks in the corner or whatever . . . you still
have the visual cues that remind you there’s an
integral whole person inside, inside this shell that’s
wasting away. It’s like history. Home is history of
who I am. (Palliative care professional)

If I had the choice . . . I would prefer to die at home
just for the simple fact that I find more comfort at
home than anything . . . just being around everything
that I’ve gotten and accumulated over the years,
junk or no junk, than anything. (Rural resident and
community resource coordinator)

Being around what is familiar (and feels safe) may
be particularly salient in a context in which, as
many participants emphasized, most people are
themselves largely unfamiliar with dying.

Although participants’ connections of home to
familiarity and safety can be interpreted as reflect-
ing their relative privilege, an emphasis on pro-
tecting selfhood can be especially important for
those whose identities are constantly under threat.
Some participants expressed that persons who
have had negative and stigmatizing experiences in
public spaces and health care settings may prefer
to die at home, to protect their identities (and
bodies) from harm in public spaces. For instance,
one participant commented on the need for
2SLGBTQ+ persons to be safe from traumatic
and uncomfortable experiences. This was a reflec-
tion not only on institutional settings, but on the
broader context:

Some people have just been traumatized too much
by being out in public or being assaulted or
victimized . . . so ... For some of them, being at
home means being able to be safe or be yourself
until the point that you pass on. (2SLGBTQ+
service provider)

Everyday choices and control. That being at home
can facilitate control over simple everyday choices
and circumstances when dying was also closely
tied to identity and previous experiences both of
home and institutional environments. One former
caregiver and volunteer stated,

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr

L Funk, M Krawczyk et al.

[Home is] where I get to decide how I live. . . . it’s a
place where I care for myself and I also have a
relatively comfortable level of control, autonomy

and self-determination within my home.

Other participants likewise prioritized choice, in
home environments, over what to eat, the num-
bers and kinds of visitors, and routines. As one
volunteer and former caregiver commented,

If I want to have the flowers come in, or to have a
certain food — it seems like I’'m a bit of a foodie here
— but I’'m thinking that those things are to me, the
meaning, and if I want to have three people come
visit or I don’t have anyone visit, it is a control of
that. ..

Another participant, however, emphasized efforts
made by hospices with regard to control: ‘[you
can] wear your real clothes. Allow people free-
dom to eat when they want, or go to bed when
they want . . .” (palliative care provider).

Life experience and social status shape identity in
complex ways. In turn, identities both shape and
are expressed and reinforced within talk about
preferences for place of care and dying.
Participants tied dying at home to issues of indi-
vidual identity, often but not always as a direct
rejoinder to identity threats associated with care
in institutional settings. Yet participants’ com-
ments in this regard rely on and reinforce particu-
lar assumptions about what is possible with the
home environment in contrast to other settings.
There was also no talk about how receiving for-
mal services in the home environment might
reshape homes in particular (e.g. medicalized)
ways or constrain choice and control of everyday
routines.

Theme 2: the caring relations in spaces and

places before and after death

Meanings and preferences related to locations of
dying were embedded in participants’ experiences
with and perceptions of the types of care and the
caring relations associated with various places.
Participants defined their preferences for dying at
home against other spaces/places that were not
home. One palliative care professional reflected,
‘dying at home . .. it’s in opposition to what?
There’s often this paradigm, we want to die at
home to avoid dying in the hospital or in the
emergency room or in an intensive care unit’.
Subthemes below draw out three particular

aspects of caring relations that were drawn out
through such contrasts: (a) being treated with
dignity and respect; (b) being with or near friends
and family; and (c) being embedded in a caring
community.

Being treated with dignity and respect. Through
contrasting spaces, participants implicated par-
ticular types of care and, in particular, types of
caring relations. A compassionate community
advocate expressed that dying at home would
mean appropriate care: ‘what is not going to be at
a busy hospital or an emergency room or being in
some sort of institutional place that’s not geared
for the process of dying’. Particularly among com-
passionate community advocates, dying at home
symbolized reclamation of a natural approach to
and acceptance of dying, in contrast to the ‘thera-
peutic relentlessness’ of institutional or medical
care, as well as ‘inappropriate’ and curative-
focused intervention. Discussion of non-curative
focused care in hospices and palliative care units
was often absent in these narratives, with the main
contrast being between hospitals and home.

However, other participants (most notably, those
from palliative care backgrounds) had witnessed
more positive dying and care in institutional con-
texts, especially palliative care units. In turn, par-
ticipants’ observations of good EOL care in
institutional settings tended to inform broad con-
ceptualizations of dying ‘at home’. For instance,
one former family caregiver noted that although
they would personally prefer to die at home, this
did not necessarily refer to any particular physical
place. Their mother died in a long-term residen-
tial care facility after living there for a decade, and
this participant characterized her mother as hav-
ing died a good death ‘at home’ since they were
able to make her room a cozy and familiar space,
and familiar staff and her family were present
when she died. Another compassionate commu-
nity advocate referred to helping a friend who
wanted to die at home, but eventually died with
good care in hospice. They indicated how this
experience helped them personally develop an
expansive definition of home:

There’s common kind of feelings of what is home —
safety and comfort and that kind of thing — and so
that’s what I would be looking for; whether or not
that happens in a home setting or that happens in a
hospice, or that happens in another place. To me
it’s more about how you are treated and that there’s
the dignity and respect.
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Fundamentally, a preference to ‘die at home’ sig-
naled a desire for a particular kind of caring rela-
tions, often informed by prior experiences in
particular spaces. Reference to dying at home as
reflecting and further reinforcing social integra-
tion and relational connection to family and com-
munity was also often juxtaposed by participants
against an unwanted alternative of neglect and
isolation. Below, we illustrate how this signaled a
desire for relational integration with others.

Being with or near friends and family. For nearly
all participants, dying ‘at home’ meant being with
and near loved family and friends (including cho-
sen family) toward the EOL. One rural resident
and service provider expressed that rural older
adults prefer to remain in their own home, because
‘home, to [the seniors I work with], is family.
That’s what it means’. This was generally con-
veyed as a long-standing concern, not unique to
the Covid-19 pandemic and associated institu-
tional lockdowns. However, one participant noted
how the pandemic infused decision-making
around place of dying with a heightened fear
about being separated from loved ones.

One 2SLGBTQ+ young adult, who moved fre-
quently since leaving their family of origin and
does not own their home, preferred to die where
most of their family lives:

. at my family’s house and the place where my
parents and my siblings live . . . most of my family
lives close together except for me, so being there, so
that I had access to my family and all of that.

Another participant, a first-generation immigrant
from India, had a difficult bereavement after the
death of her mother in India, as she was unable to
be present. This informed her personal emphasis
on being at home when dying, because she
believed this would ensure her husband could be
present at the death: ‘T would love to die with that
feeling that I was loved where I was last’.

In this regard, participants often critiqued hospi-
tal visitor policies (even pre-pandemic) and the
logistics, physical layout and size of rooms in
institutional settings. One Muslim community
member had experienced hospitals as unwelcom-
ing to visitors, not only because of the constrained
physical environment, but because of subtle sym-
bolic interactions that convey that visitors do not
belong (‘every time they walk by they said,
“excuse me” like I was a guest’). These

participants’ cultural and religious traditions
required more than small group visits or family
involvement in care; rather large numbers of com-
munity members should attend a dying person,
for long periods of time. Based on their experi-
ence, this was not possible in hospital (though
could be possible in a palliative care unit).

Being embedded in a caring community. Compas-
sionate community advocates further positioned
dying at home as signifying and contributing to
broad reintegration of aging and dying persons in
communities. For at least one of these partici-
pants, their personal situation (having no nuclear
family of their own) motivated them to ‘be cre-
ative’ in nurturing community for themselves
and, in turn, for others. Other participants
expressed finding purpose through building com-
munity aid for dying persons, regarding this as
opportunities for others to discover similar mean-
ing. For instance, one participant described a
neighborhood that rallied around a low-income
woman without family who wanted to die at
home, noting how neighbors gained a sense of
purpose, community, compassion, and commit-
ment. One member of the 2SLGBTQ+ commu-
nity believed that dying at home could be
supported in this community, invoking this his-
torical example:

If you take a look back [. . .] at the HIV/AIDS crisis,
and how it was the lesbians who took care of the
brothers, and they were the ones who, kind of
dropped everything that was going on in the 80’s
and . . . provided that care.

The Muslim participant cited earlier wished their
own neighborhood could become more con-
nected and better respond to and support dying
and bereaved persons (they acknowledged Covid-
19-related barriers in this regard). They also
noted how a desire for being closer to extended
community (and a converse fear of isolation) was
a reason that dying members of their cultural-
immigrant population sometimes return to their
country of origin (in their words, back ‘home’).
Integration, in this sense, was about not only
‘being supported’ per se but about relationality —
being around people who care about you. Since
culturally the importance of integration extends
after death, it was also important to have people
who can visit your grave to maintain your mem-
ory. Nuancing this general theme of integration in
a caring community, a few participants expressed
that ‘feeling part of the world’ and surrounded by
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others could also occur in institutional settings.
These participants referenced how this may
prompt a desire to die in such settings, especially
for those isolated at home, such as rural seniors
without family.

Overall, from one angle, participants’ narratives
highlight the problems with EOL care in institu-
tions, and how people experience care in those
settings (with palliative care professionals diverg-
ing somewhat in this regard). Formal care rela-
tions and services in the home environment were,
in contrast, presented as relatively unproblematic.
From another angle, a more complex picture
emerges wherein participants’ preferences for
dying at home express their relational identities
and desires not only for a particular kind of care
(e.g. non-curative) but even more so for particu-
lar caring relations. Strong desires to be embed-
ded into caring relations and community both
before and after a death support a broad concep-
tualization of ‘care’ (e.g. being cared about).

Theme 3: qualified, tentative preferences as
responses to contextual realities

When speaking about either their own prefer-
ences for location of dying or those of community
they served or advocated for, participants fre-
quently emphasized variation, flexibility, nuance,
and contingency upon (often uncertain) circum-
stances. This occurred even for participants that
leaned elsewhere in their interviews toward ideal-
ized visions of dying at home, but was especially
prominent among palliative care professionals,
who drew on the complexity of their observations
of dying in various settings.

In three subthemes below, we explore how par-
ticipants’ emphasis on contingency and nuance
reflected their awareness of (a) the nature of ill-
ness and symptoms, (b) limitations and inequali-
ties in accessing formal services, and (c) potential
impacts on family.

It depends what I'm dying of ...’ Participants
commonly highlighted flexible expectations and
tentative preferences given the uncertainty and
unpredictability around what type of life-threat-
ening illness they might develop, and associated
symptoms and needs. One former caregiver noted
that future circumstances may not align with her
tentative hopes to die at home, citing how her
grandfather wanted to die at home, but developed
dementia, and died in long-term residential care.

In this respect, some acknowledged dying at home
as more feasible for those with low needs and
straightforward symptoms. For complex needs or
symptoms, some participants viewed institutional
settings as providing emotional security through
trusted expertise and professional support. Con-
versely, the home could be a space of anxiety, if
symptoms are frightening:

houses aren’t set up for that and [hospital staff]
know what they’re doing with that machinery. And
I don’t want to screw something up and be
responsible. (Rural bereaved family caregiver)

If severe medical attention is required . . . I would
not want to see somebody I love suffer pain because
we chose to bring them home, or we can’t help them
with pain administration [. . .] sometimes they . . .
need medical attention 24/7 and if you can’t
provide that level [of care], definitely [dying in
hospice may be preferable]. (Immigrant community

representative)

In such comments, participants articulated an
awareness of security needs at the EOL, which
they associated with specialized expertise and
support. One compassionate community advo-
cate further articulated how structural contexts
interact with type of illness or disability. For
instance, they expressed that the needs of persons
living with disabilities, especially those with chal-
lenging behaviors or communication difficulties,
are not well met within community group home
models and philosophies. The lack of alternative
models of support and housing mean such indi-
viduals often end up living and dying in long-term
care facilities.

‘Others don't have the luxury of choosing’. Partici-
pants’ perceptions of limited formal home-based
palliative care supports, and structural (dis)
advantages faced by others in this regard, infused
their construction of preferences and choice over
location of dying as contingent, nuanced, and
needing flexibility, and even as a ‘luxury’. One
palliative care professional, for instance, stated
that her wish to die at home was not ‘strong’ or
‘ardent’ because it was tempered by their first-
hand knowledge:

[. ..] given my work I know that it’s not always
possible [to die at home], especially with [. . .] very
little [formal services] at home. [...] we see the
beauty and the less beautiful [in dying at home], but
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we really see the burden that it can have on the
loved ones, even with private care or with a care
team in place, we know well that the resources
aren’t at the level to be able to allow a dignified end
of life for the patient or for their loved ones.

A few participants conveyed their own relative
control and privilege in even being able to choose
their location of dying. For instance, an inner-city
service provider sensed their social position, and
ability to choose, gave them the privilege of not
worrying about the future:

I know I am someone that is always going to have
the resources around me that I have a lot of choice
and freedom in making those choices so maybe
that’s why I haven’t thought about it [yet] . . .

Participants variously expressed how other people
may not have choice when there is insufficient
access to formal at-home palliative care or hos-
pices, such as in rural areas or when the dying
person lacks financial resources (to address gaps
in public services) and a suitable physical’/home
environment. Several emphasized how dying at
home was more feasible for those (including
themselves) who could hire (additional) private
help, especially to alleviate family burdens.

For participants who worked with structurally
vulnerable populations, deep-rooted barriers to
dying at home that cumulate over a lifetime and
extend beyond the realm of clinical practice and
policy were especially evident. One such advocate
emphasized that structurally vulnerable persons
may have built mistrust in systems based on their
life experience and may not have their life set up
in a way that facilitates the receipt of traditional
home-based supports. Other participants
described supportive housing for persons with
addictions as highly controlled, with few tenancy
rights and policies that would not accommodate
people dying with palliative care or informal sup-
ports. One service provider emphasized that ‘it’s
really hard for people to access home care sup-
ports if they’re deemed [an] unsafe environment’
due to substance use or mental health issues in
some supportive housing units. From this per-
spective, dying well at home is a luxury of the
wealthy; when dying at home does occur for
structurally vulnerable populations, this is often
embedded within more tragic and unsupported
circumstances and meanings. In-depth knowl-
edge of these structural Dbarriers and

contingencies had the effect of nuancing these
participants’ talk about the meaning of dying at
home, often juxtaposing uncomfortably against
some of the dominant narratives discussed above.

Finally, several participants also expressed that
the choice to die at home was dependent on the
availability of family caregivers; those without
family networks or who had past family conflict
and trauma would be challenged in dying at
home. In the next section, we explain how even
for those with family to provide care, considera-
tions for impacts on family still nuance and qual-
ify meanings of and preferences for dying at
home.

If you are thinking about other people . . .". Par-
ticipants’ concerns about how dying at home
affects families extended beyond concerns about
burdens of care provision to decision-making and
‘witnessing’ or retaining ‘difficult memories’. Par-
ticipants cited potential impacts on, and responsi-
bility required of, family including role conflict,
‘terrible stress’ and worry, and complicated
mourning. For instance, a Muslim community
advocate commented that although she person-
ally would hate to be in a hospital, she would
never insist on dying at home if what was happen-
ing to her at the EOL would stress her family too
much. In various other comments about family,
dying at home was associated by most partici-
pants with isolation/burnout, fear/insecurity, risk
and burden (exacerbated during the pandemic),
and changed feelings toward the home space. Par-
ticipants wanted to avoid burdening family with
care especially when they lack capacity and cop-
ing skills, cannot access public services, or if their
condition might require more intense care.

There was also concern for guilt or shame felt by
families who cannot support someone’s wishes to
die at home. For one palliative care professional,
not expressing a strong preference was a relational
concern with protecting family members from
this possibility. She had observed a patient who
insisted on dying at home, but was in ‘agony’ and
ultimately had to be hospitalized; their husband
believed he had failed. The participant empha-
sized, ‘and I would never want my family to feel
that they had failed me’. This participant had also
witnessed good care provided in a palliative care
unit, and after speaking to this in the interview,
added: ‘so . .. as long as we’re being cared for
and tended to properly, I don’t think we need to
put that pressure on our family to feel like they
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may have failed if they’re not able to fulfill our
wishes’.

Several participants spoke of how they would try
to mitigate potential impacts on their families,
through saving up money to top-up publicly
funded home care services, or moving to institu-
tional settings. One even mentioned this as a rea-
son they might engage a Medical Assistance in
Dying (MAiID) program. Another participant
described her former (very overwhelming) experi-
ence caring for her husband who died at home.
As such, not burdening her children with her own
EOL care was particularly important for her, and
she was open to the possibility of hospice (as were
others, for similar reasons). For these partici-
pants, expressing preferences for dying in an insti-
tutional setting was also a way to express caring
and relational identities.

As a few participants acknowledged directly, pre-
occupation with not ‘burdening’ others may be a
manifestation of individualistic North American
or Western values. However, at times, partici-
pants countered cultural ideals about EOL pref-
erences as individual decisions, by emphasizing
relational conversations and decision-making:

I would want to allow [my family] the opportunity
to say no to [me dying at home]. . . . we prioritize a
lot in the healthcare system, the patient above all
else, but to me it’s not just the patient, it’s everyone
who experiences this situation ... so if it’s not
something that they are comfortable doing, I

completely respect that. (Palliative care professional)

P’ve stated [dying at home] as my preference but I’'d
also want to make it clear to my loved ones that I
can be content wherever. It will be up to each and,
because of the condition I’'m in and I realize —
because we don’t know. And I do not want to
overburden my family, so (Compassionate

community advocate/bereaved family caregiver)

One advocate for the 2SLGBTQ+ community
explained how their perspective changed after
conversing with their partner. They previously
would have preferred to not remain at home
because of the stress and pressure this would
entail for their partner and family:

when [partner] and I started to talk about this . . .
[partner] got upset with me, how could I be so
selfish as to deny her those last few days or weeks
together? And, ‘you’ve got to be kidding me, you’re

worried because you’re going to be sick and dying,
and you’re feeling what? Guilty? About how that’s
going to affect me?’ So, now I can see . . . we would
find a way to get a healthcare aide in here, we would
find a way to get a doctor to visit if necessary, we
would find a way to get space in our home, for the
bed, and the equipment, and ... whatever else.

And only resort to leaving our home as a last resort.

This participant’s perspective is bolstered by
financial security and resources and by their
strong concerns, raised elsewhere, about being
stigmatized within institutional settings.

In sum, participants’ understandings of contex-
tual realities were anchored to the lack of availa-
bility of formal supports and expertise at home,
especially as this intersected with potential EOL
symptoms and conditions, or had implications for
family. Although individualistic concerns around
not burdening others manifested in participant
talk, at times dominant assumptions about indi-
vidualized EOL decisions were challenged, when
participants emphasized relational decision-mak-
ing with family.

Discussion

A strength of our study is its in-depth analysis of
interpretations and meanings of dying at home in
a small group of people with extensive profes-
sional and volunteer experiences, as well as those
speaking to the concerns of population groups
whose abilities to die at home may be constrained.
Study limitations include the absence of the direct
voices of the most structurally vulnerable popula-
tions, as well as somewhat limited cultural diver-
sity, which should be addressed in future research.
Since many participants were embedded within
palliative care systems or the compassionate com-
munities movement, findings may to some extent
more heavily reflect discourses and ideological or
political interests associated with these systems.

Our goal is to explore and illuminate complexities
and richness of meaning that emerged even in this
‘snapshot’ of talk from a small, non-representa-
tive participant group. At the same time, surveys
conducted using vignette methods suggest that
some complexity also manifests in the more gen-
eral public, at least in relation to preferences for
locations of dying.38

Perhaps the most common feature that nuanced
participants’ talk about the meaning of dying at
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home (and their preferences) was a concern about
impacts on family. Avoidance of burdening family
with care responsibilities might be viewed as a
distinctively individualistic concern connected to
a fear of dependence in aging Western socie-
ties.41-43 However, participants also spoke of
other potential impacts on family that they were
concerned about, beyond care burden, and some
participants from non-Western cultural back-
grounds also spoke of concerns about care bur-
dens on family.

Findings illuminate the complexities that emerge
when people are asked to elaborate on the mean-
ing of dying in different physical locations, includ-
ing home. Meanings are shaped in part by life
experiences and social position, and individual
identities are expressed and further reinforced
through this talk. Moreover, this talk signaled par-
ticipants’ relational identities and desires not only
for a particular kind of (holistic, non-medical)
care but for particular caring relations, before and
after a death, supporting a broad conceptualiza-
tion of ‘care’. Such findings are further supported
by a 2018 Welsh survey,* which found that being
at home at the end of life was less important to
respondents than being surrounded by loved ones.

Participants in the present study often drew on
and reproduced assumptions about dominant-
normative characteristics of home, as well as what
kind of care and caring relations are possible at
home in contrast to other settings. Repeated jux-
tapositions of (desirable) home-based care and
(undesirable) institutional care at times blurred
potentially important distinctions between hospi-
tal acute care units and specialist palliative care
units (with exceptions, especially among pallia-
tive care professionals), which indicates the need
to develop public awareness about palliative care.
Participants’ narratives certainly highlight long-
standing problems with institutional (hospital)
care provision, however, as well as how life course
stigmatization and marginalization shape experi-
ences with and responses to particular care loca-
tions and relations.

Formal palliative home care was itself conveyed
as relatively unproblematic, with exceptions espe-
cially among participants who worked with struc-
turally  vulnerable populations. However,
participants (especially palliative care profession-
als) did acknowledge limitations of access and
availability of palliative home care, and this
nuanced their talk about dying at home (and their

preferences), as did their awareness of uncertainty
of EOL symptoms and conditions.

Knowledge from this study can help unpack com-
mon assumptions about the role of place and
space of dying, home, and family care within pub-
lic policy and health system quality indicators.7-45:46
It also challenges some systemic assumptions
around planning for end-of-life care. For instance,
consistent assumptions that patients almost uni-
versally prefer to be at home have been used to
advocate for an expansion of home-based pallia-
tive care resources? and a focus on avoiding insti-
tutional care that underpins health care system
quality indicators in Canada.! Interpretations of
dying at home in such approaches, as well as in
policy documents, are grounded in neoliberal con-
ceptions of choice® and do not effectively convey
the complexities of place of death preferences in
the public3® or as expressed by participants in the
present study. Whereas the dominant approach in
policy and practice is to conceive of place of death
preferences as static and individual, a contingent
and relational understanding emerges in partici-
pants’ talk about a relational meaning of home as
being close to others; the importance of social
integration of dying persons; and a need to con-
sider, protect, and care for family members.

This Canadian study contributes to scholarship
that has explored the meaning of dying at home in
other countries. Australian researchers, Collier
et al.,*” for instance, concluded: ‘home is a
dynamic concept for people nearing the end of life
and is concerned with expression of social and
cultural identity including symbolic and affective
connections, as opposed to being merely a physi-
cal dwelling place or street address’ (p. 695). One
UK study?? found that palliative care inpatients
viewed these units as the ‘best compromise’ option
in the face of concerns about protecting their fam-
ilies, and the uncertainty of illness and symptom
progression. Another study!” also found that home
was framed as a refuge from ‘unacceptable alter-
natives or places considered controlling, or unsafe’
among rural Australians (p. 1579). Participants in
the present study who spoke about marginalized
and immigrant populations highlighted this as
well. Critical reflexivity is imperative when enact-
ing formal care system supports in people’s homes,
to ensure it is safe and does not cause more harm.

Public surveys of preferences for locations of
death need to be sufficiently nuanced to convey
complexity.?® Our findings also contribute to
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emerging critique of advance care planning efforts
to infer, prompt, and document choice of patients’
place of death preferences.#®-50 It is important
that in advance planning conversations, profes-
sionals do not assume that everyone wants to die
at home**45 or even has a home to die in. Finally,
our findings suggest a need to build public aware-
ness about and access to hospices and in-patient
palliative care, with journalists, clinicians, and
not-for-profit organizations continuing to com-
municate these options.#*

It has been argued that during the COVID-19
pandemic, dying at home has become more akin
to necessity than a choice,3! connected to growing
aversion to hospitals or long-term residential care
environments as sources of contagion and places
where visitors have often been restricted. Future
research should continue to explore shifts in
interpretations of dying at home due to the pan-
demic, as well as how this shapes public prefer-
ences. Our research suggests that even aside from
the pandemic, cultural and material forces shape
how people experience dying, home, and caring
relations in different settings as they navigate ten-
sions between protecting themselves and con-
cerns about not burdening others in the context
of varying, often limited access to formal and
informal supports in these settings, as well as life-
long material circumstances.

Inadvertently, dying at home narratives in the
policy/public sphere can obscure the contingent,
relational nature of EOL preferences, as well as
inequities shaping experiences of dying at home
and whether or not we have a choice. Findings
from our Canadian study confirm and extend
research in other countries, through an in-depth
analysis of the complexity of how community
stakeholders and advocates interpret the meaning
of dying at home.
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