
R E S E A R C H Open Access

© The Author(s) 2024. Open Access  This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use, 
sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and 
the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this 
article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included 
in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The 
Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available 
in this article, unless otherwise stated in a credit line to the data.

Stajduhar et al. BMC Palliative Care           (2024) 23:12 
https://doi.org/10.1186/s12904-024-01340-7

BMC Palliative Care

*Correspondence:
Melissa Giesbrecht
giesbrec@uvic.ca

Full list of author information is available at the end of the article

Abstract
Background  One measure of quality in palliative care involves ensuring people approaching the end of life are 
able to receive care, and ultimately die, in the places they choose. Canadian palliative care policy directives stem 
from this tenet of autonomy, acknowledging that most people prefer to die at home, where they feel safe and 
comfortable. Limited research, however, considers the lack of ‘choice’ people positioned as structurally vulnerable (e.g., 
experiencing extreme poverty, homelessness, substance-use/criminalization, etc.) have in regard to places of care and 
death, with the option of dying-in-place most often denied.

Methods  Drawing from ethnographic and participatory action research data collected during two studies that took 
place from 2014 to 2019 in an urban centre in British Columbia, Canada, this analysis explores barriers preventing 
people who experience social and structural inequity the option to die-in-place. Participants include: (1) people 
positioned as structurally vulnerable on a palliative trajectory; (2) their informal support persons/family caregivers 
(e.g., street family); (3) community service providers (e.g., housing workers, medical professionals); and (4) key 
informants (e.g., managers, medical directors, executive directors). Data includes observational fieldnotes, focus group 
and interviews transcripts. Interpretive thematic analytic techniques were employed.

Results  Participants on a palliative trajectory lacked access to stable, affordable, or permanent housing, yet expressed 
their desire to stay ‘in-place’ at the end of life. Analysis reveals three main barriers impeding their ‘choice’ to remain 
in-place at the end of life: (1) Misaligned perceptions of risk and safety; (2) Challenges managing pain in the context of 
substance use, stigma, and discrimination; and (3) Gaps between protocols, policies, and procedures for health teams.

Conclusions  Findings demonstrate how the rhetoric of ‘choice’ in regard to preferred place of death is ethically 
problematic because experienced inequities are produced and constrained by socio-structural forces that reach 
beyond individuals’ control. Ultimately, our findings contribute suggestions for policy, programs and practice to 
enhance inclusiveness in palliative care. Re-defining ‘home’ within palliative care, enhancing supports, education, 
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Introduction
Place, particularly ‘where’ one dies, has become a proxy 
measure of quality palliative and end-of-life care [1–5]. 
However, there is a lack of research that critically explores 
how place might be experienced differently by those who 
have largely been excluded from traditional palliative 
care research and services, for example people experi-
encing extreme poverty, people unstably housed, and/or 
people who use illicit substances [4]. Palliative care refers 
to the prevention and relief of suffering for people who 
are experiencing life-threatening illness, including their 
caregivers and/or family members, through the holis-
tic approach of physical, psychosocial, and spiritual care 
and support [6]. Across much of the global north, includ-
ing Canada, policy has shifted towards the promotion of 
‘choice’ in regard to where people would like to receive 
palliative care, and ultimately die [3, 7, 8]. The impe-
tus for this policy directive stems in part from the idea 
that the majority of people would prefer to die at home, 
where they feel most comfortable and connected to the 
people and places that are meaningful to them [5, 7, 9]. 
Although the discourse of ‘choice’ regarding preferred 
place of death is commonly used, it is underpinned by 
the assumption that everyone has the same opportuni-
ties to make autonomous choices that will allow them 
to achieve the deaths they want, in the places they want. 
What fails to be acknowledged, however, is how social 
and structural forces influence opportunities and choice 
with respect to palliative care, including place of death [2, 
4, 10, 11].

Everyone approaching their end of life will likely expe-
rience increased vulnerability due to their need for care 
[12], however, this vulnerability is compounded further 
by their deprivation in relation to social and structural 
determinants of health [13–15]. Structural vulnerabil-
ity is an analytic concept that captures how populations’ 
freedoms and opportunities are constrained due to their 
lower ranking in the social hierarchies [13, 16]. This posi-
tioning is the outcome of various structural processes of 
oppression (e.g., racism, classism, colonialism) that taken 
together, serve to amplify vulnerability to risk, harm, 
and negative health outcomes [16–18]. In our research 
(e.g., [14, 15, 19, 20]), we have identified structural vul-
nerability among populations experiencing social isola-
tion, racism, trauma, violence, and stigma associated 
with living in poverty and experiencing various levels 

of homelessness in conjunction with multiple intersec-
tions of mental health issues, including cognitive impair-
ments, behavioural issues, previous or ongoing substance 
use, experience with the criminal justice system, and/or 
mobility challenges. We have also witnessed how people 
discriminated by and excluded from mainstream soci-
ety meet their own health and social needs by forming 
communities of care and support, yet these strategies 
are often not recognized nor well understood, and some-
times actively suppressed [21].

Structurally vulnerable populations will most likely 
have a greater need for care due to the degree of systemic 
suffering, deprivation associated with determinants of 
health, and resulting negative health outcomes [13, 14, 
22–24]. However, they face disproportionate barriers in 
accessing needed care, particularly at the end of life [13, 
14, 22–24]. The critical need to prioritize access to food/
shelter while navigating complicated health/social care 
systems [14, 15] for example, creates barriers in access-
ing care. In addition, the ability to seek out or accept care 
at the end of life by structurally vulnerable populations 
tends to be highly dependent upon whether it is consid-
ered safe to do so (e.g., ‘who’ is providing such care and 
‘where’). For example, research has demonstrated how 
people who have largely been excluded, or previously 
mistreated, by traditional health and social care systems 
avoid seeking medical care at the end of life due to mis-
trust of medical professionals. Previous experiences of 
discrimination, racism, and being deemed unworthy by 
providers to receive life-sustaining treatments will also 
significantly impact access [23, 25, 26]. Additionally, 
formal institutional settings, like hospitals, are avoided 
by structurally vulnerable populations because of the 
stigmatization, social exclusion, and power imbalances 
inherent within these spaces [20, 27, 28].

Considering the barriers mentioned above, ensuring 
structurally vulnerable populations the opportunity to 
die-in-place, defined here as receiving quality palliative 
care and supports by people they trust in the places they 
feel safe (e.g., in their homes/communities), becomes 
critically important. This involves bringing palliative care 
to their communities and into their homes, however it 
is defined or experienced by them (e.g., shelters, transi-
tional housing units, etc.) [26, 29–31]. However, little 
research has explored how people positioned as struc-
turally vulnerable experience dying-in-place. As such, we 

and training for community care workers, integrating palliative approaches to care into the everyday work of non-
health care providers, and acknowledging, valuing, and building upon existing relations of care can help to overcome 
existing barriers to delivering palliative care in various settings and increase the opportunity for all to spend their end 
of life in the places that they prefer.
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draw from longitudinal data collected across two studies 
that took place from May 2014 to December 2019 in an 
urban centre in western British Columbia. After review-
ing the findings that emerged from each of these stud-
ies, it became apparent that, due to multiple complex 
challenges, people positioned as structurally vulnerable 
do not have the options or ‘choice’ to receive end-of-life 
care and die-in-place. By revisiting our complete data set, 
including ethnographic fieldnote, interview, and focus 
group data, we examined the barriers and challenges that 
appeared to prevent people who experience social and 
structural inequity from dying-in-place. The purpose of 
this analysis is not only to illuminate how structural fac-
tors constrain ‘choice’ in regard to dying-in-place, but to 
generate findings that can assist in developing more equi-
table and inclusive policy, programs, and practices that 
can improve people’s ability to receive quality palliative 
care, and ultimately, die in the places that they choose to.

Methods
This longitudinal qualitative analysis draws from data col-
lected during two studies that took place across the span 
of over five years, from May 2014 to December 2019, in 
an urban centre in western British Columbia. In the first 
Equitable Access to Care (EAC) study, we applied a criti-
cal ethnographic approach to examine access to health 
care for structurally vulnerable populations at the end 
of life (for more details, see [19, 32]). Research employ-
ing ethnographic methodologies seeks to qualitatively 
explore the nature of particular phenomena within the 
natural environments that they occur [33–35]. Ethnogra-
phers working from critical perspectives seek to address 
processes of inequity and injustice, and therefore aim to 
examine not only how power, social structures, and ide-
ologies constrain individual experiences, but also to gen-
erate practical knowledge that can influence change [36].

Our second study, Integrating a Palliative Approach 
to Care in the inner-city (iPAC-IC), grew out of our first 
and employed a community-based participatory action 
research approach to develop strategies for integrat-
ing a palliative approach to care into the daily work of 
community service workers who are already providing 
care for these populations (for more details, see [21]). 
Community-based participatory action is an approach 
to research that involves researchers and community 
stakeholders collaborating as partners in all steps of the 
research process with the goals of educating, improving 
practice, and/or bringing about social change [37].

The interdisciplinary research teams for both stud-
ies consisted of academics, medical professionals, and 
community service workers. Ethics was obtained from 
University of Victoria and Vancouver Island Health 
Authority Joint Research Ethics Sub-Committee, the 

University of Victoria Human Research Ethics Board, and 
Health Research Ethics Board of Island Health.

Participant overview and data collection
EAC study
Participants sought for the initial EAC study comprised 
of four groups: (1) people positioned as structurally 
vulnerable who were on a palliative trajectory; (2) their 
informal support persons/family caregivers (e.g., street 
family); (3) their formal service providers (e.g., housing 
workers, medical professionals); and (4) key informants 
(e.g., managers, medical directors, executive directors). 
Participant recruitment began with inviting local health, 
housing, and social care service providers to participate 
in our study via pamphlets, posters, and presentations 
that were circulated in their places of employment. To 
capture maximum participant variation among formal 
service provider participants, diverse characteristics were 
purposely sought (e.g., disciplinary background, employ-
ment setting) [38]. After interested service providers 
consented to participate, they were asked to facilitate 
recruitment of participants facing health and social ineq-
uities by identifying and sharing study information with 
clients whom were on a palliative trajectory. Some struc-
turally vulnerable participants had support persons/fam-
ily caregivers who provided them with various levels of 
support and they were also invited to participate. Written 
consent was initially obtained by all participants at the 
outset of their involvement in the study and then verbally 
confirmed throughout the data collection process.

Overall, this study included 25 participants experi-
encing structurally vulnerability, 25 informal support 
persons, 69 formal service providers, and 20 key infor-
mants. Data collection occurred over a time period of 30 
months and involved repeated participant observation 
with structurally vulnerable participants (and support 
persons if present) and their interactions with formal ser-
vice providers. In total, 300  h of observation were con-
ducted in homes, shelters, transitional housing units, at 
health care appointments, in community-based service 
centres, and on the street. Observations were conducted 
without restrictions; at all hours of the day and all days 
of the week. The goal of observations was to garner data 
pertaining to experiences of structurally vulnerable pop-
ulations on palliative trajectories, particularly in regard 
to their access to health care services. Observational 
data were supplemented with semi-structured in-depth 
interviews, which clarified and validated observations. 
Supplementary Material 1 provides the ethnographic 
observation and interview guides.

iPAC-IC study
Participation for the second study (iPAC-IC) involved 
recruiting community service workers who had been 



Page 4 of 11Stajduhar et al. BMC Palliative Care           (2024) 23:12 

engaged in our first study and were identified as playing 
critical roles in the provision of care for structurally vul-
nerable populations at the end of life. These participants 
(n = 18) included housing and shelter workers, outreach, 
support, and peer workers, and along with a team of aca-
demic researchers, became the community-based action 
team. During initial action team meetings, the study 
aim was co-defined, which was to develop strategies for 
integrating palliative approaches to care into everyday 
inner-city work while identifying barriers to its imple-
mentation. From here, a series of ‘action cycles’ (n = 18) 
occurred, which involved multiple team meetings focus-
sing on identifying priorities, developing action plans, 
recruiting and engaging with secondary participants 
identified as key stakeholders, and community interven-
tions (for more details, see [39]). Primary and secondary 
participants sought permission from their organizations 
to participate during paid working hours or received 
an honoraria of $50 if they participated outside of work 
time. Participants provided evaluative feedback on any 
learnings, emerging ideas for practice, and remaining 
questions/concerns at the end of each team meeting, 
which in turn informed proceeding meeting agendas, 
community interventions, and ultimately, the direction 
of this research study. For instance, when action team 
members identified the need to ‘know who to call’ when 
their peers/clients showed up unconscious in hospital, a 
worker participant supported by the research team led 
a series of community workshops to create an adapted 
Advance Care Planning tool and guide [40].

In total, primary participants comprising our action 
team (n = 18) represented six unique local housing and 
health support organizations and the health author-
ity. Secondary participants (n = 48) engaged through our 
action cycles represented various local health, palliative, 
social care, and housing organizations. Demographic 
information was collected from all primary and second-
ary participants. We also conducted focus groups (n = 5) 
with primary and secondary participants and evaluative 
interviews (n = 13) with primary participants at the end 
of the study. Structured observational field notes (n = 34) 
were collected during every team meeting and commu-
nity intervention. Supplementary Material 2 provides the 
various guides used to collect this iPAC-IC data.

Analytic process
Interview and focus group data from both studies were 
digitally recorded and transcribed verbatim, and together 
with the observational fieldnotes, entered into NVivo™ 
for analysis. Each data set had previously undergone 
interpretive thematic analysis, which involved researcher 
immersion into the data in order to identify common 
emergent themes that resonated with the research ques-
tion of focus [41]. Thematic coding schemes for each 

study were co-developed by the teams, which involved 
reviewing randomly selected data and then meeting to 
discuss interpretations of the data until consensus was 
reached on the themes identified. Emerging themes were 
then compared, contrasted, reorganized, and refined 
through a process of data coding, which was conducted 
by two researchers (MG and AM) [42].

In each of these studies, the theme of ‘barriers to care 
in the community’ emerged as a significant thematic 
finding and was coded accordingly. As such, we extracted 
and combined these coded data to thematically analyze 
them more in-depth. We began this thematic analysis by 
having the team review 25 pages of randomly selected 
coded data, with the aim to identify emerging themes 
within the ‘barriers to care in the community’ data. From 
here, a refined thematic coding scheme was collectively 
developed and then applied to the data using NVivo™ by 
one research team member (MG). Analysis revealed that 
multiple complex barriers were constraining the ‘choice’ 
of structurally vulnerable populations to die-in-place. To 
enhance analytic rigor, numerous team meetings were 
held throughout the entire coding and analytic process in 
order to ensure consensus was met. This process of inves-
tigator triangulation enhanced the validity and complete-
ness of the analytic findings, and ensured that all data 
was coded appropriately into their relevant themes [43].

Findings
All participants on a palliative trajectory lacked access to 
stable, affordable, or permanent housing. As a result, they 
were living in single room occupancy hotels, support-
ive housing facilities, shelters, or living rough (e.g., tent, 
boat). Although not ‘traditionally’ defined as homes, the 
majority of structurally vulnerable participants expressed 
their desire to stay ‘in-place’ at the end of life, surrounded 
by familiar environments and trusted support people. 
Thematic analysis revealed three main barriers imped-
ing their ‘choice’ to remain in-place at the end of life: (1) 
Misaligned perceptions of risk and safety; (2) Challenges 
managing pain in the context of substance use, stigma, 
and discrimination; and (3) Gaps between protocols, 
policies, and procedures for health teams. It is important 
to emphasize that all three of these thematic findings are 
significantly interconnected, however, we have attempted 
to untangle them here in order to present each facet in 
greater depth. To ensure participant anonymity, pseud-
onyms have been used.

Misaligned perceptions of risk and safety
Our first thematic finding interconnects, to various 
degrees and in differing ways, to almost all barriers iden-
tified, and is perhaps better described as an overarching 
umbrella. This theme captures the vast misalignment 
that exists between institutional, organizational, and 
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embodied experiences and perceptions of risk and safety. 
Analysis revealed the various ways, and depth to which, 
institutional power is embedded and enacted through 
the definitions and perceptions of ‘risk’ that take prece-
dence. For example, in response to ‘risks’ defined by the 
institution, ‘worker safety policies and regulations’ have 
become implemented by local community health care 
organizations, with many prohibiting community care 
nurses or aides from entering ‘high risk’ homes or set-
tings where people positioned as structurally vulnerable 
often live. Participants shared multiple examples of how 
people experiencing structural vulnerability were unable 
to access home care services because of policies pertain-
ing to issues of cleanliness/hygiene (e.g., a broken dish 
on the floor), the presence of cigarette smoke, alcohol, 
criminalized drugs or drug-use equipment, overcrowd-
ing, or because of a previous report of a violent incident. 
Service providers and structurally vulnerable participants 
described how these policies were rooted in popula-
tion and place-based assumptions. These policies were 
also based on assumptions regarding the personal risk 
thresholds of individual community nurses who might 
not actually feel at ‘risk’ in some of these homes. As a 
result, ‘choice’ for not only participants positioned as 
structurally vulnerable, but also their community health 
care providers, becomes considerably restrained. A pal-
liative care physician described how they were unable to 
provide chemotherapy at a client’s home because of the 
system’s “assumptions that people are living in places and 
spaces that wouldn’t be safe, I just did air quotes ‘safe’”. 
While acknowledging that everyone’s safety is important, 
many participants expressed frustration over these ‘blan-
ket’ institutional safety policies. Participants shared how 
these blanket policies resulted in dire circumstances for 
many declining and dying people, who were left with no 
choice but to move into an institutional setting (e.g., hos-
pital) to receive needed care, amplifying their risk for dis-
crimination and social harms, and resulting in additional 
suffering.

While many community service worker participants 
reported cases of clients’ homes being deemed unsafe, it 
was also observed that entire buildings, and even entire 
neighborhoods, had been identified as “unsafe environ-
ments”. Community health care nurses and aides, for 
example, were restricted from entering many single 
room occupancy hotels, supportive housing facilities, 
or shelters, even if the client or client’s home was not 
considered high risk. Community health care offices 
and providers were found to have designated particular 
buildings/city blocks as “no go” places, despite no formal 
criteria for how or why these places were designated as 
such. Many structurally vulnerable participants remarked 
on these place-based barriers by describing how diffi-
cult it was to get community health nurses and support 

workers into their neighborhood and how local health 
care offices were “hesitant” to provide care there, espe-
cially after dark. While implemented to keep community 
health providers safe, these place-based boundaries serve 
to reinforce structural stigma, impede access to care, and 
restrict structurally vulnerable populations from remain-
ing in their homes, where they may feel safest, at the end 
of life.

Adding to the complexity, structurally vulnerable par-
ticipants’ perceptions of risk were also found to influ-
ence their willingness to accept professional health care 
providers into their private homes. Due to experiences of 
systemic stigmatization and violence, discrimination, and 
social harms, many participants understandably carried 
a significant mistrust of the medical system. Participants 
positioned as structurally vulnerable remarked how they 
experienced discrimination and “judgements” by nurses. 
For example, ‘George’ shared in an interview that there 
was only one home care nurse that he allowed into his 
home:

Well, he [home care nurse] was efficient and didn’t 
make a judgement on how messy the place was…he 
didn’t make an issue of that and he didn’t make a 
judgment on it, he didn’t make a judgement on me. 
And also, I live like this and I know I’m a mess, peri-
odically I clean up, but I don’t like to be judged on 
that, you know? And, um, a friend of mine said I’m 
‘not going to win a contest in home care’, you know?

Accepting home care workers into the home, therefore, 
put dying participants at greater risk of discrimina-
tion and further harms. As health deteriorates and par-
ticipants became increasingly vulnerable, however, their 
need for care in the home increased. Desperate to remain 
at home, some participants were found doing whatever 
they could to make nurses and support workers “feel 
safer”. For example, one dying structurally vulnerable par-
ticipant, ‘Sammy’, exerted significant energy cleaning his 
home, despite his decreased mobility and advanced lung 
disease, so the he could meet the systems’/workers’ stan-
dards of cleanliness. Taken together, these misaligned 
notions and perceptions of risk and safety experienced 
simultaneously by institutions, organizations, providers, 
and clients have resulted in a significantly challenging 
context to deliver palliative care, and ultimately, for peo-
ple positioned as structurally vulnerable, to die-in-place.

Challenges managing pain in the context of substance use, 
stigma, and discrimination
The option and desire to remain at home at the end of 
life is often dependent on having pain and other symp-
toms adequately managed. However, complexly inter-
twined with our previous finding regarding risk and 
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safety, many barriers to having pain needs met were 
found to be related to ‘risks’ associated with people who 
have a history of using, or actively use, illicit substances. 
Findings indicate that the context of substance use pre-
vented people positioned as structural vulnerable from 
managing their pain adequately at home, denying them 
the opportunity or ‘choice’ to die-in-place. For example, 
barriers to pain management in the community often 
involved health care professionals’ assumptions of, and 
fear regarding, the risks associated with drug-seeking and 
diversion. People positioned as structurally vulnerable 
frequently described that when they sought out care due 
to pain that they were experiencing, they were met with 
discrimination, stigmatization, and assumptions that 
they had ‘ulterior motives’ and were ‘drug seeking’. Dur-
ing a focus group, these participants shared:

Peer outreach worker: “you see them back the next 
day and they’re still in pain, and then they say, “I 
went [to the hospital], but they pretty much told 
me to go home and gave me an Aspirin or what-
ever.” Shelter worker: Or they’ll say, “you’re drunk” 
or “you’re high,” and boot them out. Peer outreach 
worker: Exactly! And drug seeking or whatever! 
And it’s not the case. They’re definitely in need, at 
least for investigation of what the hell is wrong with 
them…Shelter worker: They need medicine.

After repeatedly being labelled as ‘drug seeking’, it was 
shared that structurally vulnerable participants were 
reluctant to continue trying to access needed care, “find-
ing it easier to not even go in the first place” (palliative 
care nurse). Lifetime experiences such as these within the 
medical system resulted in increased risks of harm for 
many dying structurally vulnerable participants, who as 
a result, tended to avoid all formal health care, including 
home care, until their pain became completely unbear-
able. As ‘Harvey’ stated in an interview:

I am the kind of person that waits till the shit hits the 
fan, basically, before I ask for any kind of, you know, 
help and stuff like that. I don’t think it is a good deci-
sion, but I just gotta keep my fingers crossed and 
hopefully nothing happens.

He went on to say, “If you see me foaming at the mouth 
one day, then take me to the doctor, besides then, every-
thing’s ok.” Cumulative experiences of discrimination, 
stigmatization, criminalization, and mistrust of the sys-
tem resulted in major barriers for structurally vulnerable 
participants to access pain management and end-of-life 
care in the home.

Additional barriers to providing adequate pain man-
agement in the community were also based on a general 

lack of training, and resulting discomfort, among com-
munity health care workers providing end-of-life care 
for populations actively using, or simply having a history 
of using, illicit substances (e.g., users’ erratic behaviour/
dangerousness; prescribing medications that could result 
in overdose deaths). A palliative care physician shared 
that:

“Most people [community health care workers] feel 
really uncomfortable, kind of scared around that…
they’re worried that people are going to have erratic 
behaviour, unpredictable and they somehow could 
endanger the patient or endanger the practitioner 
or other people around them. So there’s a whole ele-
ment, all of that fear stuff”.

Concerns surrounding the lack of training regarding pain 
management for people actively, or previously, using 
substances was found to be a significant barrier due to 
various perceived risks. These perceived risks included 
those associated with prescribing the levels of medica-
tion needed to meet increasing drug tolerances. For 
example, one housing support worker described, “espe-
cially when you’re using, individuals that use substances, 
and their understanding of pain, is….like for pain man-
agement….they would need much more greater amounts 
of medication for pain management”. Even with adequate 
training, the context of criminalization and stigmatiza-
tion can prevent health care providers from engaging in 
meaningful/truthful discussions surrounding substance 
use with their clients/patients. As a result, prescribing 
to effectively meet clients’ pain needs is hindered, which 
increases clients’ risk of pain, suffering, and overdose as 
people are forced to access a toxic drug supply in order 
cope. Criminalizing and stigmatizing contexts, along with 
issues of mistrust within the client/provider relationship, 
means that many people do not feel safe openly disclos-
ing active or previous use of illicit substances with health 
care providers. For example, ‘Carl’ shared in an interview 
that he does not discuss his use of substances with health 
care providers, even though he describes his reasons for 
using illicit substances are to cope with his severe pain:

“I’m just afraid of being judged, you know. Like, 
people, a lot of people wouldn’t get it, you know, they 
just wouldn’t get it.”

The places in which some people live, particularly shel-
ters and supportive housing units, were also found to 
create barriers for people to adequately manage their 
pain and symptoms. For example, there were situations 
observed where the side effects from certain prescription 
pain management drugs (e.g., severe drowsiness, nausea 
or vomiting, etc.,) were not conducive to living in more 
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communal/dorm settings. Some participants described 
skipping their medications because the drowsiness was 
so heavy, they needed to rest and lie down, but their shel-
ters/housing units did not permit residents to remain in 
their beds and sleep during the days. One participant also 
explained how he was unable to keep his pain and seizure 
medications with him in his room due to the policies of 
his housing organization, which only allowed medica-
tions to be securely held behind the front desk. ‘Carl’ 
explained:

I just, I don’t see the mentality on that. You know, 
they’re non-addictive, they’re not, you know. But 
hell, you know, they take my meds away from me, 
what next, you know? … I’m talking important shit 
here. I have the serious-type seizure… it’s painful 
enough that where it [pain] comes up my leg, straight 
up where my pelvis broke. If anybody’s ever had a 
pain down there like I have, you don’t ever want to 
have to deal with it. It’s like a sword going straight 
through me.

Because ‘Carl’ lived upstairs at his housing organization, 
once one of these episodes began, he was unable to go 
down the flights of stairs to access his needed medica-
tion. Overall, the complexity surrounding such contexts, 
including navigating stigma, fear, and lack of training 
among professionals, minimizing risks of overdose and 
diversion among active users, and ensuring pain is being 
effectively managed results in major challenges that are 
constraining the choices of structurally vulnerable popu-
lations to die in their homes.

Gaps between protocols, policies, and procedures for 
health teams
While existing protocols, policies, and procedures in 
housing and community care have been implemented 
with intentions to meet most people’s care needs, our 
findings demonstrate that they significantly impede the 
provision of end-of-life care and the ability for people 
facing health and social inequities to die-in-place. For 
example, within a transitional housing facility, a men-
tal health worker commented during a focus group that 
there is “a disconnect between upper management and 
frontline workers”, who are willing to provide palliative 
care for tenants and follow their ‘goals of care’. This par-
ticipant used the example of an existing protocol direct-
ing workers to call 911 (emergency responders) if any 
medical issue arises, even if the person does not want to 
go to the hospital. A housing worker remarked on how 
these types of protocols can result in significant harm for 
some: “looking at polices, looking at you know ‘this is the 
way we do things’… these things can really impact people 
who are structurally vulnerable”. A shelter worker shared 

that despite wanting to provide quality palliative care in 
the community, “we definitely have places where we hit 
walls when we want to care and come from that person-
centred approach, but organizationally, we can’t”.

Our findings also highlight how various housing orga-
nization policies, such as ‘no guest’ rules and ‘room 
checks’ and/or cleaning policies resulted in structurally 
vulnerable participants being at risk of eviction, despite 
their declining health and having no place else to go. For 
example, access to informal/family caregiving is typically 
essential to remain in community as end of life nears. 
However, ‘no guest’ policies were found to leave partici-
pants with no choice but to move, as they were unable to 
access needed informal care. Furthermore, it was shared 
by a worker participant that one of their clients who got 
into a particular housing complex because of their dis-
ability, received a notice stating:

In order to assist us to maintain your building to 
[organization] standards, we must remind tenants 
that it is their responsibility to clean up any spills 
and other accidental occurrences that may affect 
the cleanliness and maintenance of your building, 
including all the common hallways, elevators, stair-
wells, building lobbies, garden areas and parking 
lots.

This was highly problematic as their client’s declining 
health and mobility meant they were unable to physi-
cally clean, resulting in them being at risk of eviction. A 
manager for a supportive housing facility remarked that 
under current local Residential Tenancy Acts, you “can’t 
be evicted for being too sick, but you can be too sick to pass 
room check, and then they get a 30-day notice [for evic-
tion]”. Many housing units were also found to have par-
ticular policies in place that restricted the type of support 
and care their workers could provide to tenants, reinforc-
ing how their staff were “support workers, not caregivers”. 
Essentially, once care needs became too great, tenants 
would be identified and evicted. The impacts of eviction 
were found to be beyond some people’s ability to cope. 
One outreach worker participant shared how a dying cli-
ent was going to be evicted but had no where else to go. 
They described how he was being “pushed over the edge” 
and was strongly considering MAiD (Medical Assistance 
in Dying) as a solution to his situation. Such findings 
expose the significant gaps in support that exist and the 
impacts such housing polices can have for structurally 
vulnerable populations at the end of life.

Findings indicate that many workers and providers 
were filling the gaps in supports and services by going 
beyond protocols, policies, and procedures, in order 
to provide needed care at home for those positioned as 
structural vulnerable at the end of life. Such actions were 
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found to place workers in precarious situations since 
this ‘under the table’ work would often not be formally 
acknowledged or spoken about, resulting in them not 
receiving organizational support. Consequences of this 
care work meant putting their own employment at risk, 
and if injuries were to occur, being personally liable and 
financially responsible. For example, some health care 
providers were observed to be entering ‘restricted no-go’ 
buildings in order to provide care “off the grid”. Health 
care providers were also observed providing care in envi-
ronments where policies prohibited them from entering 
(e.g., where smoking, alcohol, or drug use occurred), and 
in some cases even giving clients food or money from 
out-of-pocket. We observed instances of community care 
workers willing to negotiate safety risks in order to pro-
vide needed care, including a community-based nurse 
who shared that:

If the client needs you to go and pick up needles at 
their house, then that’s what you can do. Right? And 
that’s not a waste of your time or, you know, ‘oh that’s 
not a nursing role’ which is, in the health authority, 
you often get that kind of thing – ‘That’s not your job. 
You shouldn’t be doing that’.

Although their actions put them at risk for significant 
professional repercussions, for many it served as their 
most important coping strategy, aligning a harm-reduc-
tion approach to care in their practice, and alleviating the 
significant emotional and moral distress they experience 
by bearing witness to suffering on a daily basis. As an 
outreach worker explained:

I think sometimes I cope by, like, giving people money 
for drugs. I know what they are going to spend it on. 
I knew that’s what they needed. And [local health 
authority] would probably have fired me if they had 
known about it and I did it anyways. Because that’s 
what people needed in order to access the care that 
they needed in that moment, you know, to not go out 
for the night and rest their infected feet… to just be 
inside for the night and have drugs without having to 
go to work for them.

Taken together, these findings demonstrate that provid-
ers are placing themselves in challenging and sometimes 
precarious situations as they attempt to provide care to 
those in need in their homes, despite organizational or 
institutional policies restricting them from doing so.

Discussion
Receiving care and dying in a place that feels safe, secure, 
and allows a person to be surrounded by the people they 
trust is a key indicator of quality palliative care [1–5]. 

However, it is critical to recognize how ‘place’ can be 
experienced differently by diverse population groups, and 
how social and structural inequity can shape and limit 
one’s ‘choice’ to die-in-place. For those who experience 
ongoing harm, institutional settings like hospitals may 
be particularly triggering and symbolically representative 
of oppressive systems of control, that produce, reinforce 
and/or amplify vulnerability, anxiety, fear, and social 
harms [4, 20, 28]. As such, it is imperative that options 
allowing structurally vulnerable populations the choice 
to receive care and die in their own homes, however it is 
defined by them, exist.

Findings from this analysis indicate that a number of 
complex barriers are impeding structurally vulnerable 
populations from dying-in-place. Specifically, these bar-
riers include misaligned perceptions and experiences of 
risk and safety, issues surrounding the management of 
pain and suffering in the context of substance use, and the 
existence of protocols, policies, and procedures imple-
mented by the health and housing systems purported to 
protect workers, but which create significant impacts for 
dying structurally vulnerable populations. Together, these 
findings illuminate how the common rhetoric regard-
ing ‘choice’ in regard to preferred place of death likely 
exists only for privileged population groups and fails to 
acknowledge how social and structural forces eliminate 
choice for others, particularly those who are positioned 
as structurally vulnerable [2, 4, 10, 44, 45]. Building upon 
others’ critical research [11, 45, 46], our findings also 
highlight how dominant discourses of ‘choice’, autonomy, 
and agency in palliative care may actually serve to repro-
duce and reify existing inequities. As such, there is a need 
to reframe current discourse from patient/client ‘choice’, 
to one that acknowledges the goals of palliative care and 
the broader socio-political structures that produce ineq-
uities [45].

Upon closer examination, it also becomes appar-
ent that current policy directives within Canada, and 
beyond, that intend to increase supports for home deaths 
are based upon a number of environmental assump-
tions that reflect normative definitions of ‘home’. Within 
this discourse, ‘home’ is defined as a physical, bounded 
dwelling, that meets the conditions identified by com-
munity care organizations as safe and secure for workers 
to enter, and where family caregivers are able to stay to 
provide needed informal end-of-life care [1, 21, 47–49]. 
The notion of ‘home’ continues to be used uncritically, 
and fails to be acknowledged for its complexity, fluidity, 
and the various ways ‘home’ may be defined for different 
population groups [4, 7]. The home is a complex envi-
ronment where political, physical, emotional, social, and 
cultural elements converge, shaping access to care [50–
52]. Essentially, our findings demonstrate that the desire 
to die-in-place, when the ‘home’ does not align with 
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traditional societal views of what a home is, has resulted 
in significant tensions and barriers in access to care. The 
outcome is that despite structurally vulnerable popula-
tions not ‘fitting’ into public/formal healthcare environ-
ments, without access to home care, they simply have no 
place else to go to.

Implications for policy and practice
Taken together, our findings emphasize how access to 
palliative home care, and the ability to be cared for and 
die-in-place, are shaped by forces external to individ-
ual health care choices and interactions. For example, 
the ways in which notions of home, risk, and safety are 
defined and services organized can determine the amount 
of work required from people to ‘fit’ into those services 
[45, 53]. Practical efforts and strategies to improve equi-
table access to palliative care should, therefore, acknowl-
edge the structural forces perpetuating inequities and 
the power that differing populations groups have to act 
within them. By shifting the lens of focus from individ-
ual professional and client responsibilities, expectations, 
and choices, to the structures, systems, and institutions, 
efforts will have greater potential to bring about change, 
achieve more equity-oriented policies and practices, and 
ultimately enhance the opportunity for all to ‘die well’ 
[11, 45, 53].

Simultaneously, on the ground, our findings highlight 
the value of enhancing supports, education, and train-
ing for community care workers regarding the provision 
of care for structurally vulnerable populations. Greater 
acknowledgement regarding the subjective notions of 
risk and safety, rather than the implementation of ‘blan-
ket’ policies, would also enhance access to, and quality 
of, care. For example, integrating a system that would 
allow individual workers the autonomy to define their 
own risk thresholds and the population groups they feel 
comfortable working with, would enhance safety for all, 
not only workers, but clients as well. Integrating palliative 
approaches to care into the everyday work of non-health 
care providers is also needed as it would enhance col-
laboration between all providers, fostering trust and the 
provision of meaningful care in the places that popula-
tions experiencing structural vulnerability want to live 
and die in [19]. Finally, by acknowledging, valuing, and 
building upon existing relations of care, including for-
mal and informal care networks, the current challenges 
of delivering palliative care in settings with inadequate 
support can be reduced, while increasing ‘choice’ for all 
people at their end of life [2, 21].

Strengths and limitations
The studies included in this analysis were not focused 
on exploring barriers or challenges to dying-in-place 
for people positioned as structurally vulnerable. Rather, 

barriers and challenges for structurally vulnerable pop-
ulations at the end of life to remain at home emerged 
throughout our research and analysis as a significant 
finding. Therefore, while this analysis begins to shed 
light on these complex issues, more research is needed in 
order to garner a deeper understanding on what dying-
in-place means in the context of structural vulnerability. 
Furthermore, the research data were collected in only one 
urban centre in Canada. As such, similar data is needed 
to be collected in other communities located in various 
geographic contexts in order to gain a greater under-
standing of the diversity of experiences that exist. Finally, 
although the data for this project were collected back 
in 2014–2019, our team has since continued to engage 
with inner-city workers and palliative care practitioners 
and decision-makers to integrate palliative approaches 
to care for structurally vulnerable populations in this 
community. This research has been instrumental in the 
development, implementation, and evaluation of the 
Palliative Outreach Resource Team (PORT), a mobile, 
palliative care team serving people facing life-limiting 
conditions alongside poverty, homelessness, racism, and 
discrimination.

Conclusion
A central measure of quality in palliative care is to ensure 
the wishes and desires of people approaching the end of 
life are acknowledged and realized, particularly in regard 
to where they would like to be to receive care, and ulti-
mately, die. Current palliative care policy directives 
within Canada, and beyond, however, fail to recognize 
how ‘choice’ is only available to privileged populations 
groups [44]. As our findings begin to demonstrate, with-
out acknowledging the various ways that social and struc-
tural factors restrict actual opportunities, such discourses 
of choice only serve to reinforce inequities for popula-
tions positioned as structurally vulnerable. Considering 
the multitude of ways that structurally vulnerable popu-
lations are excluded, stigmatized, and harmed within 
traditional health care systems and settings (i.e., hospi-
tals), it becomes imperative that the options to die-in-
place (e.g., in their homes/communities where they feel 
safe), becomes critically important. This, however, not 
only requires a re-evaluation of the definitions of ‘home’ 
within palliative care, but also the need to acknowledge 
the contexts in which many people live that do not ‘fit’ 
within the more traditional, normative, structures upon 
which our health care systems are based [26, 29–31]. 
Finally, although our research sheds light on some of the 
barriers that exist, it is important to also acknowledge the 
strides that have been made regarding successful inter-
ventions for a palliative approach to care for structurally 
vulnerable populations. Some examples of these include: 
[1] equity-oriented mobile palliative teams providing 
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care where people are at and a bridging with healthcare 
services (e.g. Palliative Outreach Resource Team [PORT] 
[54]; Community Allied Mobile Palliative Partnership 
[CAMPP] [55]; Palliative Care Outreach and Advocacy 
Team [PCOAT] [56]; and Palliative Education And Care 
for the Homeless [PEACH] [57]); equity-oriented resi-
dential hospices (e.g., Ottawa Mission [58]); equity-ori-
ented policies and practices within mainstream hospice 
and palliative care units and services; and integration of 
a palliative approach to care in the places where people 
are living and dying in contexts of inequity (e.g., shelters, 
supportive housing, etc.). Despite these advances, how-
ever, inequities still persist. As such, a dire need exists to 
continue working towards enhancing inclusivity within 
palliative care policy, programs, and practice to ensure all 
people have the ‘choice’ and opportunity to die with dig-
nity in the places that they prefer.
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