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Barriers to End-of-Life Services for Persons
Experiencing Homelessness as Perceived by Health
and Social Service Providers
Meredith MacKenzie, MD, BSc, CCFP (AM), FCFP and Eva Purkey, MD, MPH, CCFP, FCFP

Background: People experiencing homelessness have significantly shorter life expectancies and higher
rates of morbidity and mortality than the general population. Many barriers have been identified to pro-
viding palliative care to this population. This study examines health and social service providers’ expe-
riences providing end-of-life care to people experiencing homelessness, seeking recommendations to
improve both patient and provider experience.

Methods: Qualitative study using phenomenological approach. Qualitative and quantitative surveys
with 136 health and social service providers in Ontario’s South East Local Health Integration Network,
in-depth interview with 10 key informants.

Findings: Participants approached the end-of-life care of people experiencing homelessness from a
framework of dignity and respect. Themes included barriers to end-of-life care internal to the health care
system; care avoidance; the experience of stigma for this population when accessing end-of-life care; lack of
provider information and awareness on how to provide care for marginalized groups, how to provide care in
the context of substance use, and how to assist clients in accessing the formal palliative care system; and the
need for harm reduction approaches to end-of-life care for persons experiencing homelessness.

Discussion: Focusing on harm reduction, and using the framework of Equity-Oriented Health Care to
make systemic, cultural, and policy changes to develop a palliative-care system for persons experiencing
homelessness may improve care experience for both patients and providers. (J Am Board Fam Med
2019;32:847–857.)

Keywords: Harm Reduction, Health Care Disparities, Health Equity, Homeless Persons, Ontario, Palliative Care,
Social Work, Surveys and Questionnaires, Terminal Care

The World Health Organization defines palliative
care as “an approach that improves the quality of
life of patients and their families who are facing

problems associated with life-threatening illness,
through prevention and relief of suffering by means
of early identification and impeccable assessment
and treatment of pain and other problems, physical,
psychosocial and spiritual.”1 Access to equitable,
nondiscriminatory health care is a human right in
Canada and access to appropriate palliative care
falls within these boundaries.2–4 That said, the cur-
rent system on which palliative care in Ontario is
based, namely that one has a home, a support net-
work of family and friends, and access to a publicly
funded health care system5 structurally and system-
atically excludes certain groups from care.

At least 235,000 Canadians experience home-
lessness in a given year,6 with 35,000 being home-
less on any given night. Average life expectancy for
homeless persons is between 42 and 52 years, with
much higher rates of mortality than the general
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population.7,8 Homeless individuals often do not
receive end-of-life care because of the challenges
posed by their immediate environment. 44% to
60% of people who experience homelessness will
use illicit substances in their lifetime.6,9,10 Despite a
keen interest in advanced-care planning and spe-
cific preferences for location of death, homeless
patients die in acute care hospital settings 34% to
59% of the time.11,12 Many health care and social
service providers feel that mainstream palliative
care services are generally inaccessible to homeless
populations and perhaps especially inaccessible to
those who also use illicit substances.9,10

In this context, this study, funded by the South
East Local Health Integration Network in Ontario,
Canada, sought to explore palliative care among
people who are homeless and/or vulnerably housed
to improve programming and delivery of palliative
care services. In this article, we report the findings
from health and social service providers (HSSPs)
on their experiences providing end-of-life care for
persons experiencing homelessness. We also ex-
plore these topics in the context of substance use.
We explore the barriers that service providers per-
ceive to the delivery of appropriate palliative care,
and the solutions they propose to improve equity in
palliative care delivery for this particular popula-
tion.

Methods
Study Design
This article derives from a mixed-methods study
that explored the experiences of both HSSPs and
people with a lived experience of homelessness.
Data consist of surveys distributed widely to
HSSPs, key informant (KI) interviews with
HSSPs, and focus groups with people with lived
experience. Data from these focus groups will be
reported elsewhere. Data collection occurred be-
tween January and August 2018. This project was
approved by Queen’s University Health Sciences
and Affiliated Teaching Hospitals Research Eth-
ics Board.

Participants:
Health and Social Service Providers Surveys
A diverse sample of HSSPs was created, focusing
on providers from organizations that act as a first
point of contact for vulnerably housed persons (eg,
Hospitals, home and community care providers,

soup kitchens, Cancer Care of South Eastern On-
tario, Community Health Centers, Street Health,
mental health agencies, housing agencies, shelters,
legal aid clinic, etc.). Survey responses, including
both quantitative and qualitative data, were col-
lected from 136 HSSPs to gauge providers’ level of
knowledge, comfort, awareness, and perceived bar-
riers and knowledge gaps for palliative services and
end-of-life care for those experiencing homeless-
ness. Survey participants were recruited through
mass emails, as well as targeted emails sent out to
key partners.

KI Interviews
Based on the findings from our qualitative survey,
specific HSSPs were approached for in-depth in-
terviews as KIs. Relevant community agencies were
asked to identify the most appropriate person(s) to
interview. Other health care professionals were ap-
proached based on the information obtained in
prior interviews. Inclusion criteria for KIs included
informed consent, employment in their position for
at least 1 year, employed in the specific community
for at least 1 year, and provided front-line services
directly to clients/patients (currently or in the past).
KIs were a mix of urban, rural, and semirural
HSSPs as self-reported by participants, to ensure a
variety of perspectives. Final KIs interviewed in-
cluded people from the following disciplines:
paramedics, palliative care nurse practitioners,
municipal government, community-based social
services, housing and shelter system, spiritual
care, harm reduction, and hepatitis C care. In-
depth interviews with 10 KIs occurred either
in-person or by telephone and explored emerging
themes from the surveys using a semistructured
research guide. Four themes were explored: bar-
riers/challenges facing homeless persons’ access
to palliative care services, impact of substance use
on service access, training/education and re-
sources required to support population, recom-
mendations for system change. Interviews lasted
between 30 and 90 minutes.

Data Analysis
Quantitative survey data are reported below. KI
interviews were audio-recorded and transcribed
verbatim. Interview transcripts and qualitative data
from provider surveys were imported into
NVivo12 (QSR International, Burlington, MA). All
data were read in its entirety and encoded using
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thematic analysis into key conceptual themes by 2
separate researchers (MM and EP), family physi-
cian researchers with experience working with eq-
uity seeking populations. Coding and themes were
then compared and reviewed to ensure validity.13

Analysis was informed by a phenomenological ap-
proach, with researchers positioning themselves as
advocates for improved end-of-life care for people
experiencing homelessness.

Findings
Quantitative Data: Demographic and Organizational
Data
136 HSSPs completed the survey (Table 1). Due to
sampling methodology, this is a convenience sam-
ple and response rate cannot be calculated. Of re-
spondents, 57% were from urban communities;
85% reported working in health care services or
public health, and 76% in various social services,
with obvious significant overlap between the 2;
74% indicated that their organization provided
care to persons experiencing homelessness or vul-
nerable housing; 89% indicated that their organi-
zation provided care to people with substance-use
disorders.

Qualitative Data: Surveys and KI Interviews
Themes from the qualitative data from HSSPs have
been organized into 2 broad categories: 1) those
pertaining to the barriers either they or their clients
experience when trying to access end-of-life care (4
themes), and 2) those that reflect the gaps in knowl-
edge, approaches, and services that could otherwise
enhance their clients’ access to care (3 themes). A
third category, which deserves to be mentioned
here but which will not be explored in more depth,
is a small but important message highlighting the
excellent service that palliative care professionals
did generally provide for clients in the rare in-
stances in which they are actually connected to
services.

Category One: Barriers to Accessing End-of-life care
(Table 2)
Theme 1: Structural Barriers to Care Outside of the Health
Care System (Table 2)
Homelessness itself presents a host of barriers to
accessing services, perhaps worse within the con-
text of end-of-life care. Participants identified the
most fundamental gap as the lack of a home or
secure place of residence in the context of a palli-

Table 1. Demographic and Organizational
Characteristics with Respect to Provision of Palliative
Care

Characteristics
Responses,

% (n � 136)

Type of Community
Urban 57.35
Rural 24.26
Semirural 18.38

Organizational sector (check all that apply)
Health Care 74.26
Public Health 11.03
Harm reduction 20.59
Food assistance 10.29
Housing assistance 13.24
Social services 19.12
Family and child services 4.41
Community development 8.09

Populations served
Homeless 74.07
Persons with substance use disorders 88.89
Indigenous people 82.22
Veterans 68.15
Other—Including living with HIV; MSM,

LGBTQ2SI�, refugees, newcomers,
recently released from incarceration,
developmental disabilities, seniors

28.15

Frequency of personal interaction with people
experiencing homelessness

Never 8.15
Daily 16.30
Weekly 15.56
Monthly 14.81
Yearly 10.37
I don’t know 13.33

Palliative care services available in your
community

Home visits 73.53
Hospital inpatient 72.79
Hospital outpatient 47.79
Residential hospice 29.41
Respite 45.59
I don’t know 15.44
Other—Medical aid in dying, nursing

support, equipment loan
23.53

Palliative care provided by target organization
Yes 59.56
No 37.50
I don’t know 2.94

Population served by palliative care services in
target organization

Homeless 55.56
Persons with substance use disorder 79.17

Continued
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ative care system in which most services are home
based. The absence of a home makes it immediately
impossible for clients to access many services.
While the shelter system could technically make up
for this gap, it explicitly does not, with KIs clearly
identifying that shelters do not want people dying
in their care. Indeed, the current structure of the
shelter system, in which residents are requested to
leave often for most of the day, renders it inappro-
priate for someone at the end of life. A number of
clients do have “homes” but there are barriers to
the provision of palliative care as these spaces may
be considered unsafe for health care providers ei-
ther because they are unfit for human habitation, or
due to the potential exposure to violence, substance

use, or other unpredictable considerations. Finally,
palliative-care services are not generally provided
to clients who live in tents or other temporary
dwellings.

In addition to a home, palliative-care services
anticipate that the individual receiving care will be
surrounded by friends and/or family who can assist
with their care. Respondents identified that this is
often not the case for the homeless or vulnerably
housed person. While patients may have a good
social network, these support people may not be in
a position to advocate for them or to provide care,
either due to their own personal challenges, or due
to the discrimination they face when interfacing
with the health care system. HSSPs reported sev-
eral instances in which they were identified by
community members as next of kin.

Finally, additional barriers to accessing services
identified by respondents included lack of identifi-
cation, lack of an Ontario Health Insurance Plan
card, lack of a phone with which to receive calls
about appointment times, and lack of transporta-
tion to make it to appointments.

Theme 2: Systemic Barriers to Care Within the Health Care
System (Table 2)
Respondents identified many barriers within the
current health care system. Barriers included the
requirement that one have a family physician as a
conduit to a referral to palliative care services, and
the lack of continuity in the system for this popu-
lation for whom trust is particularly important and
difficult to establish. The geographic location of
services, often far from the places where people
live, was another barrier. An overall paucity of
palliative care services, not specific to the homeless
population, including a lack of sufficient hospice
beds was identified. Finally, the rigidity of the ex-
isting system, the lack of a harm reduction ap-
proach or services, and the stigma with which peo-
ple are treated, were the most important barriers
deserving a theme of their own below.

Theme 3: Care Avoidance (Table 2)
Respondents identified many barriers internal to
their clients which could be challenging to navi-
gate. Most of these manifested as different forms of
care avoidance. Clients avoided seeking care until
very late in their disease, often when they were past
the point of having choices around their palliative
care. The struggles of day-to-day life for people

Table 1. Continued

Characteristics
Responses,

% (n � 136)

Indigenous persons 81.94
Veterans 72.22
Others—Living with HIV, seniors, recently

released from incarceration
27.78

Palliative care services provided by target
organizations

Advanced care planning 75.00
Caregiver support 61.84
Case management/patient navigator 61.84
Emotional/psychosocial 81.57
Medical management 81.57
Spiritual support 44.74
Other—Hospitalization, primary care,

bereavement support, equipment loan,
physiotherapy, occupational therapy,
respite care, pharmacy

22.37

Locations of palliative care provided by target
organizations

Home 84.42
Hospital inpatient 48.05
Hospital outpatient 28.57
Residential hospice 22.08
Respite 19.48
Clinic/office 51.95
Other—Long-term care facility, shelter 20.78

Number of palliative care or end of life
consults completed in 2017

0 to 5 34.92
6 to 10 11.11
11 to 20 6.35
21 to 30 6.35
30� 41.27

HIV, human immunodeficiency virus; LGBTQ2SI�, lesbian,
gay, bi-sexual, transgender, queer, intersex, two-spirited; MSM,
men who have sex with men.
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Table 2. Category One: Barriers to Accessing End-of-Life Care

Theme Quote

Theme 1: Structural barriers to care
outside of the healthcare system

The government initiated preference seems to be in home services. However,
the in-home service hours allotted to a dying individual seems to be a few
hours per day; thus, putting the onus on family members. Unfortunately,
homeless people do not have a home and they often lack family members who
can help them. Also, homeless people may not know how to access end-of-life
services and they may not have a primary health practitioner. (SR)

�the shelter system is� phenomenal and by no means am I saying that they’re not
doing great work. But the first thing that the case worker said to me when I
was talking about this medical bed and would it be available for someone who
was dying. They specifically said like yeah but we don’t want them dying
here. (KI 6)

I have a gentleman who has cancer and was told that he can’t get treatment
until he gets housing. So, how is that helpful? What if he was an individual
that didn’t want housing? So, you’re never going to get treatment just because
you choose that you don’t want housing. That’s not OK. (KI 2)

Her being in a hospital would mean her friends really couldn’t come and stay
because they would act inappropriately. There’d be a security person called.
They’d be removed. I mean, this is the difficulty. So, she would really be
cutting herself off, I think, from that sense of “I’m around the people who I
love”. (KI 4)

Theme 2: Systemic barriers to care
within the healthcare system

He was lonely. People that would ah that were kind of familiar with him, that
would check on him and stuff for people, that kind of were part of that
community and lived in the area, so it was easier for them, you know, with
the lack of transportation to go and check up on him at his home. But then
being transferred to �institution�—nobody could really access it or people that
wanted to, had had such a negative experiences with main stream health care
in the first place didn’t want to be in that environment. (KI 1)

Depending on situation and substance used by specific patient and history of
said use. If patient is actively using illicit substances and is regularly
intoxicated during clinical encounters, there may be challenges related to
communication, compliance, and arranging appropriate follow-up, along with
financial challenges related to access, transportation, equipment, and
medication costs (SR)

Many community programs are “home care” programs—meaning you require a
“home” to receive care. (SR)

Theme 3: Care avoidance Ah I think there’s also, the other problem being the trust. They don’t really
trust the health care system because they haven’t had best dealings for the
most part with them, either hospital staff or physicians, and aren’t as willing
to follow through. (KI 7)

A person who is marginalized or substance using or are homeless just may not
be able to focus on managing their illness because they’re too busy focusing
on the day to day stuff. Where they’re going to stay. What they’re going to
eat. What they do for funding. That sort of thing. Being able to kind of see
the long term is sometimes difficult and palliative care is partly about
planning for that. ��� So, you know, I think generally what happens is they
get sick to the point that they can’t manage and then they end up in hospital
and that’s when they’ll receive their palliative care support. (KI 1)

Addiction usually takes precedence over all other life choices. Acknowledging
and incorporating drug use into end-of-life care in my opinion would increase
engagement of these services. Banning drug use as a requirement for
participation in these services would be a huge barrier to engagement. (SR)

Theme 4: Stigma as a barrier I had a client that was palliative that would call every day crying saying that he
could hear the staff talking about him (KI 1)

We’re actually supporting a very young individual who is dying currently with
very limited palliative resources that he is comfortable accessing. So it’s not
necessarily that they’re not there, but when you use �substances� several times
a day, you go to the hospital and they’re not giving you the proper
medication to keep you comfortable because your tolerance is so high. So you
leave the hospital, but then they discharge you because you left against
medical advice. So then they don’t want to go back. It’s kind of the cycle that
that we’ve seen um with other clients in the past (KI 6)

Continued
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experiencing homelessness often took precedence
over seeking out palliative care. Care avoidance also
related to extremely negative experiences of the
health care system related to stigma that clients had
experienced in the past. Another cause for service
avoidance was substance use. Not only would cli-
ents avoid services that they knew could not or
would not accommodate their substance use, but
substance use became a top priority for clients,
superseding the potential importance of health care
or palliative care in their minds. Finally, clients
struggled to conform to the current system, result-
ing in avoidance behaviors such as not waiting long
enough in the emergency department to be seen, or
leaving if they felt that their needs were unmet or
that they were being judged.

Theme 4: Stigma as a Barrier (Table 2)
Stigma as a barrier crosses all the previous themes.
According to our respondents, stigma manifested in
health care providers not taking into account pa-
tients’ lived realities when considering recom-
mended courses of action (see theme 1); in overt
discrimination, rude or thoughtless behavior to-
ward their clients (see theme 2); and finally resulted

in care avoidance due to negative past experiences
on the part of service users (see theme 3). Stigma
was worse in the context of a client with a substance
use disorder. The consequences of stigma included
the exclusion of support networks for hospitalized
patients (support networks, often drawing from
similar social situations as the patient, were either
made to feel unwelcome or in some cases explicitly
asked to leave) resulting in patients having to make
the decision to leave or to die alone in hospital;
denial of care (for example, patients who “refused”
to stop their illicit substance use might have care
withdrawn or refused); and could result in patients
feeling so frustrated and/or unwelcome that they
would leave “against medical advice” even if this
meant they were at risk of dying on the street.

Category 2: Unmet Needs: Gaps in Knowledge,
Services, and Approaches Needed to Enhance End-of-
Life Care (Table 3)
Theme 5: Comfort with Providing Care to Those
Experiencing Homelessness (Table 3)
All the KIs and many of the HSSPs who responded
to the survey indicated that they were comfortable
providing care to homeless or vulnerably housed

Table 2. Continued

Theme Quote

We have heard of tenants who have gone, you know, into the hospital for tests
and have been refused service because they were told they smelled. (KI 5)

I can’t fathom how difficult it must be to be trying to do your triage work in
emergency. Already demanding and then throw somebody who comes in, you
know, high on crystal meth. I make no criticism; however, I think that’s a big
problem. I’ll share a story that was shared with me. �This woman� had
suffered a brutal rape. Horrific. Absolutely horrific. She was a woman in her
late 40s. Lived on the street throughout her whole life, back and forth. She
was telling me her story. She needed to share it ��� and she didn’t cry. Not
one tear when she talked about the abuse that she endured �..�. She wept
when she talked about how she got treated at the hospital because she was
bleeding so profusely and she flinched at a needle and the comment from the
nurse was made to her: “Well look at your arms, as if you have a problem
with needles”. That weighed so heavily and this is when the woman broke
down. The abuse was horrific but she had almost been marinating in that
level of violence and abuse all her life. The devastating part of it all was the
shame she felt from the hospital. I just I remember thinking: Holy smokes.
Do we ever have a problem here? If what this man did to her- horrify and it’s
certainly impactful on her but that’s not what broke her. What broke her was
being so dismissed in hospital because of her I.V. drug use. Yeah. So, you
know that’s an example of an off the cuff remark made by somebody who I
guarantee you had no intention of hurting a woman. (KI 4)

So it starts off a negative experience right from the get-go. And generally people
don’t even stay. I had a client years ago that ended up ah being very unwell. I
took him to the hospital. I stayed with him which was fine. People generally
are nicer if you have somebody to advocate for them. But as soon as he was
admitted into the hospital he ah was treated very poorly by staff. He ended up
leaving and he ended up dying in �name of� park by himself. (KI 10)

KI, key informant; SR, survey respondent.
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individuals, whether or not they felt they had the
experience and/or knowledge to do so. This com-
fort came primarily from a deep-seated sense of
respect for the dignity of the individual—the an-
tithesis of the stigma mentioned above. Participants
discussed meeting the client where they were at,
both literally (in terms of space) and figuratively (in
terms of their approach to death and dying, will-
ingness to engage with the health care system, and

substance use). KIs were able to articulate many
areas for improvement and potential solutions.

Theme 6: Gaps in Health Care Provider Knowledge and/or
Attitudes (Table 3)
The most important gaps identified in provider
knowledge and attitudes were those relating to on-
going stigma. All KIs reported that their clients
experienced unacceptable stigma from other health

Table 3. Category Two: Unmet Needs: Gaps in Knowledge, Services and Approaches needed to Enhance End-of-Life
Care

Theme Quote

Theme 5: Comfort with providing care to
those experiencing homelessness

Like if you don’t think that you can set your judgements aside then you shouldn’t
be working with these individuals, right? ��� And if you’re going to cause more
harm than good for the individual because you can’t set your judgements aside
and understand that you took an oath to provide care, then you need not to be
working with those individuals. That to me is so so so important. (KI 10)

They’re invisible. So, for me it’s an exciting place to work because these rough
looking people but these beautiful spirits come out and their ability to survive.
�..� You know it’s all those kids we think about when we hear these horrific
news stories of abuse. They went into the foster care system and then we don’t
think of them again but that little kid ends up being the 30-year-old with a
criminal record and that little kid ends up being a woman who’s prostituted for
the last 10 years. (KI 4)

Theme 6: Gaps in healthcare provider
knowledge and/or attitudes

I believe that staff and volunteers would benefit from specified training and
development—substance dependency, trauma, other mental health issues,
etc. (SR)

Compassion training, substance abuse training, harm-reduction training. More of
an intensive like mental health training, um, de-escalation—lots of things, you
know. Lots of things. (KI 10)

Oh we have to start changing the social construct of how we view individuals
who use substances, who are homeless, who are suffering with mental health
issues. If we don’t change our views on how we see these individuals—that they
are the root cause of all their problems—then I don’t think anything will
change. (KI 10)

Probably just having a list of services available in the city that you can give them.
Like that we can jot down on a piece of paper for them or numbers that we
can give them for them to get in contact with the proper people if the hospital
doesn’t um provide it. And if we had a bit of an idea of what was available I’m
sure most of us would at least talk to them about it. (KI 7)

Theme 7: Gaps in available services and
possible solutions

It would be nice to have a space that we could provide for individuals that are
palliative that is staffed and supported by individuals who have worked with
people with chronic substance use, chronic mental health, the homeless,
transient population—that have an understanding and can provide respectful,
dignified care (KI 10)

We operate out of fixed locations or we operate, you know, at fixed addresses and
I think that needs to change. I think, you know, we have a very high
percentage of homelessness. And I feel that we need to maybe change some of
the ways we’re doing things to accommodate people who are unstably housed
or living on the street or living at tent city or. I think we should have more
outreach, palliative outreach. (KI 6)

I could envision an opportunity to even have some of our clients, who were
maybe more leaders in this community, getting some training and being able to
provide that themselves. �..� Peer support. I think that can be really powerful
because there is this kind of kickback against anything they view as
authoritative. (KI 4)

A harm reduction approach will always provide more options for an individual
using illicit substances. If they know that care will still be provided to them in
a nonjudgmental way, and in an environment that will address and support
them with this issue, they are much more likely to access these services. (SR)

KI, key informant; SR, survey respondent.
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care providers. Many suggested the need for en-
hanced health care provider training on trauma,
addictions and mental health, empathy, and re-
spectful approaches to persons experiencing sub-
stance use or homelessness.

In addition, respondents, many of whom were
not health care providers, indicated a need for a
better understanding of the existing palliative care
system and how to access it for their clients. Par-
ticipants discussed the need to have the ability to
refer within this system, even if they are not phy-
sicians, as they may be the only professional their
clients engage with.

Finally, respondents articulated a need for better
education regarding the provision of end-of-life
care for people using substances, citing the impor-
tance of safety, legality, and drug interactions as
areas where information was needed.

Theme 7: Gaps in Available Services and Possible
Solutions (Table 3)
Several gaps in existing services were articulated.
More hospice beds are needed, and these need to be
more flexible, comfortable, and accessible to the
preferences of people experiencing homelessness.
Participants cited outreach services in other com-
munities that they perceived could be helpful to
their clients, rather than insisting that they fit into
the new current ambulatory mold. Finally, and
most importantly, a palliative care system that em-
braced the principles of harm reduction was per-
ceived to be essential to allow clients to enter into
care, and to remain in care that preserved their
dignity. Participants felt it was unreasonable and
unnecess-
ary to expect people to renounce their substance
use at the very end of their lives, and problematic
that this was often necessary for them to receive
any type of institutional care.

Discussion
Our initial hypothesis was that people experiencing
homelessness, particularly those using substances,
experience more barriers to accessing palliative-
care services, and that developing a system of care
that is trauma informed, culturally sensitive, and
rooted in a harm-reduction philosophy would im-
prove health equity in the context of end-of-life
care. Many of the barriers in our study have already
been identified in the literature,9,10,14 including the

more significant barriers for clients who use sub-
stances. We would like to focus on 2 important
findings for further discussion and recommenda-
tions.

The first finding we would like to address is the
view among participants that a palliative care sys-
tem developed around a harm reduction approach
is key for this population, both in terms of allowing
them to access care without giving up their sub-
stance use, and expanding available options to en-
sure that “choice” is one of the core components of
an end-of-life care approach. Returning to the world
health organization (WHO) definition of palliative
care focused on improving the quality of life of pa-
tients through prevention and relief of suffering, we
propose that forcing people to give up their sub-
stance use, (for some a source of secure attach-
ment), to potentially go through unpleasant with-
drawal, and to be disconnected from their support
networks through rendering services unwelcoming
to these networks does not meet this standard.
Canada currently has legalized supervised injection
sites in 4 provinces,15 and legislative changes could
be made to allow this in hospitals, hospices, or
other palliative-care settings as well. Our findings
indicate that ideal services and facilities must be
comfortable, accessible, and welcoming for fami-
lies/friends, offering choice and collaboration, and
staffed with people familiar and experienced with
working with equity-seeking populations. We rec-
ommend formal integration of people with lived
experience into the palliative-care system, with ap-
propriate compensation and recognition of their
unique expertise as a way to meet this objective.
Finally, participants indicated that future programs
must consider outreach to homeless populations,
both to the places where they live and to the places
where they are already receiving services, rather
than insisting they fit into the current paradigm of
on-site or in-home service delivery. This would
involve extending hours of care and supporting
HSSPs to provide palliative care in community
organizations and shelters, with the necessary
changes to these facilities to accommodate the
needs of people at the end of their life. It would also
involve better integration between social and health
care services and the creation of systems that sup-
port providers to safely offer care in nontraditional
living spaces such as tents, on the street, and in
substandard housing among others.
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The second finding is the fundamental relation-
ship between ongoing stigma within the health care
system, and the care avoidance demonstrated by
people who are vulnerably housed. While some of
this care avoidance may be related to other aspects
of personal preference, most of it seems to be
tightly linked to the negative experiences of home-

less clients within the health care system. Partici-
pants had many examples of the stigma experienced
by their clients throughout the system. That stigma
is a problem for equity-seeking populations within
the health care system is well documented.16–21

Whereas many of the changes needed to meet the
recommendations in the previous paragraph focus

Figure 1. Logic model for improving end of life care for the homeless and vulnerably housed.

Barriers to Care

• Structural barriers external to the healthcare system

• Systemic barriers within the healthcare system

• Care Avoidance

• S�gma as barrier

Gaps in knowledge, Services, and Approach to care

• Provider comfort in delivering care to homeless 

and vulnerably housed

• Gaps in provider knowledge and a�tudes

• Gaps in available services

Reduced Health Equity for people experiencing homelessness 

or vulnerable housing

Primary Outcomes:

• Reduced s�gma

• Connec�on to and engagement with services 

• Improved care experiences for providers and pa�ents

• Improved health equity

Equity-Oriented Health Care System at the level of the provider, the ins�tu�on and the system:
Trauma and violence-informed; harm reduc�on; cultural safety

Systems of care:

Outreach models to non-
tradi�onal housing sites, 
community organiza�ons

“All doors the right door” cross-
sector seamless integra�on of 
health services, social services, 
and end of life care

Improved pa�ent-centered 
flexibility within exis�ng systems

Providers of care:

Training in and integra�on of 
principles of harm reduc�on and 
equity

Increased profile of peers and 
people with lived experience as 
legi�mate care providers

Improved integra�on between 
healthcare and social service 
providers, peers, clients

Structures of care:

Increased number of acceptable 
hospice beds

Ins�tu�onal policy and procedural 
changes to allow for harm reduc�on 
approaches 

Policy changes to allow for 
improved access to people with 
logis�cal barriers to care (eg: 
appointment �mes, referral 
systems, transporta�on, 
communica�on strategies)
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around system changes and legislation, the changes
required to reduce stigma involve deeper, some-
times more difficult, cultural and belief changes for
the individuals working within the system. The
HSSPs in our study have many suggestions center-
ing on sensitivity training, harm-reduction train-
ing, and equity training for health care workers.
Equity-Oriented Health Care (EOHC) is a model
of care that uses a multi-pronged approach (eg,
education, strengths, weaknesses, opportunities,
and threats (SWOT) analysis, additional funding to
promote system change, all adapted to context)
focused on 3 aspects of care, namely 1) trauma and
violence informed care, 2) harm reduction, and 3)
cultural safety, to create health systems that are
designed to enhance equity.22,23 Education on its
own is necessary but not sufficient to change a
system and providers bound by institutional poli-
cies and procedures, as well as a deep culture of
health care, none of which have equity or harm
reduction as their focus. All members of an orga-
nizational team need to engage with personal and
system change, altering the “middle class” lens of
the health care system to create people and systems
that understand the impact that poverty and addic-
tion, among others, have on access to health care
services, including palliative care. Redesigning
health and social systems with EOHC as a focus
can lead to changes in HSSPs perceptions of them-
selves and of clients and can open up heretofore
unimagined possibilities for system change. The
logic model proposed in Figure 1 outlines only some
ideas of how our system needs to change to decrease
embedded stigma and improve health equity.

Limitations
One limitation of our study is the apparent absence
of the perspective of HSSPs who feel strongly
against providing harm reduction– and/or trauma-
informed approaches in the context of palliative
care for persons experiencing homelessness. This is
partially a function of our sampling strategy. The
survey is a convenience sample, since surveys were
optional and sent out widely by organizational con-
tacts. Response rates cannot be calculated, and it is
likely that survey respondents were more likely to
be positively predisposed toward, or at least inter-
ested in this population. Our KI interviews were
selected by purposeful sampling; however, a nega-
tive perspective on the provision of care for home-
less and vulnerably housed was not a selection cri-

teria. Obviously, given the rates of stigma reported
by our participants, such providers exist; however,
as is often the case in such studies, their voices are
not heard in these findings. This is an important
omission, since it is through an understanding of
their differing perspectives and experiences that we
can hope to bridge the gap between patient and
provider in a way that meets the needs of both.

Conclusion
“Lack of access to end-of-life care is the final
indignity these people encounter.” (SR)
To achieve equitable access to services for people
requiring palliative care who are homeless and may
use substances we will need to change the focus of
our health care and end-of-life system to enhance
training, awareness, and systems related to best
practices in working with equity-seeking popula-
tions. Our system must begin to focus on equity of
outcome rather than equality of service provided.
Interventions must be flexible and adaptable, in-
volving staff delivering front-line services as well as
peer experts, and requiring organizations to review
their policies and practices when working with eq-
uity-seeking populations. One potential option that
could address these important themes expressed by
HSSPs would be to pursue EOHC, a proven ap-
proach that aims to address barriers to health eq-
uity. This approach emphasizes the need to adapt
to local context, and to engage with providers who
are both committed to, and those who are more
resistant to, the principles underlying a health eq-
uity approach. It also requires re-envisioning sys-
tems, policies, and procedures with equity in mind.
Incorporating an EOHC approach into health and
social service settings will improve both provider
and patient experiences.22–22 A phase-II study
could look at implementing this approach and as-
sessing outcomes within our health care system.

The authors thank the research assistants (Megan Singh, Agni-
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