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Abstract
Background: Homeless populations have complex and diverse end-of-life care needs. However, they typically die
outside of the end-of-life care system. To date, few studies have explored barriers to the end-of-life care system for
homeless populations. This qualitative study involving health and social services professionals from across Canada
sought to identify barriers to the end-of-life care system for homeless populations and generate recommendations
to improve their access to end-of-life care.
Methods: Semi-structured qualitative interviews were conducted with 54 health and social services professionals
involved in end-of-life care services delivery to homeless persons in six Canadian cities (Halifax, Hamilton, Ottawa,
Thunder Bay, Toronto and Winnipeg). Participants included health administrators, physicians, nurses, social workers,
harm reduction specialists, and outreach workers. Interviews were audio-recorded, transcribed verbatim and
analysed thematically.
Results: Participants identified key barriers to end-of-life care services for homeless persons, including: (1)
insufficient availability of end-of-life care services; (2) exclusionary operating procedures; and, (3) poor continuity of
care. Participants identified recommendations that they felt had the potential to minimize these barriers, including:
(1) adopting low-threshold strategies (e.g. flexible behavioural policies and harm reduction strategies); (2) linking
with population-specific health and social care providers (e.g. emergency shelters); and, (3) strengthening
population-specific training.
Conclusions: Homeless persons may be underserved by the end-of-life care system as a result of barriers that they
face to accessing end-of-life care services. Changes in the rules and regulations that reflect the health needs and
circumstances of homeless persons and measures to improve continuity of care have the potential to increase
equity in the end-of-life care system for this underserved population.

Background
Tens of thousands of people in North America experience homelessness every year [1,2]—that is, live in
conditions unfit for human habitation or temporary or
emergency accommodations without housing alternatives [3]—and many thousands more are at risk of
homelessness at any given time [1,2]. Homeless populations in North America, while highly heterogeneous
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in terms of age, gender, sexuality, and ethnicity, suffer
disproportionately from poor health in comparison to
housed populations [4]. Chronic health conditions that
are common among the homeless include chronic lung
diseases [5], circulatory diseases [6], and diabetes [7].
Homeless persons also experience higher incidences of
substance use [8,9], severe mental illness [10,11], and infectious diseases such as HIV/AIDS [12,13] and Hepatitis
C [14]. Daily challenges associated with homelessness
(e.g. food insufficiency, exposure, etc.) [4,15,16] and
barriers to accessing health care services (e.g. discrimination, lack of insurance, etc.) [4,17,18] make it difficult to
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manage medical needs, leading to further deteriorations
in overall health. Homeless populations subsequently
have among the highest all-cause mortality rates of any
population in North America [19-23].
Homeless persons have a high level of need for endof-life care services [24,25] and these needs may be increasing due to the steady growth in the number of
homeless older adults [26,27]. It is estimated that more
than 58,000 seniors (i.e. 62 years or older) will experience homelessness annually in the US by 2020 [26] and,
while estimates are not available for Canada, researchers
in various cities have observed upward trends [27]. High
levels of morbidity among homeless older adults [28], in
combination with the natural progression of health challenges common among this population (e.g., HIV/AIDS,
HCV, etc.), suggest that the end-of-life care system will
likely see an increased demand for its services among
the homeless in the immediate future.
While the demand for end-of-life care services may
be growing among the homeless in North America, this
population faces many barriers to accessing end-of-life
care services [24,25,29,30]. In North America, the endof-life care system is largely premised on a series of
assumptions that do not reflect the experiences and circumstances of homeless populations. Specifically, the
end-of-life care system generally assumes that prospective clients are housed, supported by family and friends,
and able to pay for supplementary care. In Canada,
where our research was conducted, hospice and palliative care services are underdeveloped [31] and are
structured in ways that limit access for homeless populations. For example, existing service structures
emphasize family caregivers and dying-in-place (i.e., the
home) [31,32]. Accordingly, in many regions, end-of-life
care services are oriented toward providing home care
support and potentially limit access for homeless or
precariously housed persons. Hospice and hospitalbased end-of-life care services are also available to provide an additional source of care in many communities,
especially in urban centres [31]. However, homeless
populations are often unable to access hospice or
hospital-based end-of-life care due to rules and regulations (e.g. anti-drug policies, codes of behaviour, etc.)
that exclude substance-using populations [29,30]. For
example, research suggests that, among those who continue to use alcohol or illicit drugs at end-of-life,
abstinence-only policies and discrimination within hospice and palliative care settings serve as a significant
barrier to care [29,30]. Furthermore, homeless persons
who use alcohol or drugs may also refuse referrals to
hospice and palliative care services due to a range of
factors, including real or perceived discrimination in
these settings or the preference to die in a familiar environment (e.g., emergency shelter, hostel, etc.) [30].
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Due to these barriers, homeless persons often die with
poor health care support [33] and without accessing the
end-of-life care system [34]. Song et al. [35] have
reported that these barriers may serve as a source of
anxiety among homeless persons—namely, that they
might have poor access to necessary care (e.g., pain and
symptom management) due to financial barriers. Several
ways to improve end-of-life care services delivery to
homeless populations have been previously identified,
and have included individual-level and environmental
recommendations. For example, researchers have recommended that advance care planning be undertaken with
homeless persons and noted that this population is willing to document its end-of-life care preferences [35-39].
Researchers have also documented the benefits of emergency shelter-based end-of-life care services delivery, including cost savings [24] and cultural competence
[24,30,40]. And yet, research has not been conducted
that has explored ways to improve the end-of-life care
system as a whole for homeless populations. Research
providing systems-level recommendations is urgently
needed to identify structural changes that have the potential to increase access and equity in end-of-life care
services for homeless populations.
This article presents recommendations for improving
the end-of-life care system for homeless persons based
on research conducted in six Canadian cities as part of a
national study of homelessness and end-of-life care. The
main objectives of this study were to identify barriers to
end-of-life care services delivery to homeless persons
and identify recommendations to improve the end-oflife care system for this population. The findings presented here take into account the perspectives of health
and social services professionals providing care to homeless persons at end-of-life. While this study was carried
out in a country with universal health insurance, our
findings provide insights that may strengthen end-of-life
care services delivery to homeless persons elsewhere
given the barriers they face to accessing care even when
healthcare coverage is available [41].

Methods
Study design and participants

We conducted qualitative interviews with health and social services professionals in six Canadian cities between
February 2007 to August 2008 in which we explored the
social and structural factors that impact end-of-life care
services delivery to homeless persons. In particular, we
aimed to identify barriers to providing end-of-life care
services to this population, as well as identify recommendations improve equity in the end-of-life care system. We invited health and social services professionals
involved in end-of-life care services delivery to homeless
persons in Halifax, Ottawa, Hamilton, Toronto, Thunder
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Bay, and Winnipeg to participate in this study. An advisory committee comprised of regional experts (i.e., senior
health and social services administrators for homeless
service organizations), as well as existing relationships
with homeless service organizations in Ottawa and Toronto, helped us to identify key informants in those cities. We identified key informants in the remaining cities
by conducting a scoping review of health services for
homeless persons in those cities.
Letters or emails were sent to seventy-three potential
participants to provide them with information about the
study and invite them to participate. Fifty-four individuals (74%) agreed to participate, representing a range
of professional roles, including physicians (6), nurse
practitioners (2), nurses (16), social workers (5), emergency shelter or supportive housing executive directors
and/or senior managers (9), harm reduction specialists
(5), outreach workers (7), and personal support workers
(4). Fifteen participants worked in low-threshold hospices (i.e. allowing onsite alcohol use, providing clean
syringes, and permitting off-site illicit drug use) and the
remainder of participants worked primarily in other
community settings where they provided care to homeless persons unable to access the end-of-life care system.
A minority of participants (6) worked in both hospital
and community settings but reported that they seldom
provided end-of-life care to this population in hospital.
Data collection
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Table 1 Examples of interview questions
Topic Area: Barriers to accessing the end-of-life care system
Questions

Probes

What do you feel prevents
homeless persons from receiving
referrals to palliative care services?

Why do you feel they are not
referred to:
▪ Hospice care?
▪ Hospital-based care?

What do you feel prevents
homeless persons from receiving
referrals to palliative care services?

How do you feel their access is
limited by:
▪ Real or perceived discrimination?
Alcohol or illicit drug use?

What do you feel are the
challenges to palliative care
services delivery to homeless
persons?

How is palliative care services delivery
to homeless persons adversely
affected by:
▪ Alcohol or illicit drug use?
▪ Mental illness?

Topic Area: Facilitators to accessing the end-of-life care system
Questions

Probes

What do you feel facilitates access
to palliative care services for
homeless persons?

What makes it easier for them to
access palliative care services?

What do you do to help homeless Can you describe when you helped
someone access palliative care
people access palliative care
services?
services?
How did you help them?
Probes: Ask throughout as appropriate
Questions
What changes do you feel would minimize the impact of
[name of barrier]?
What types of programs do you feel would minimize the impact of
[name of barrier]?

Semi-structured qualitative interviews were conducted
with participants at their workplace or alternate location
of their choosing. The majority of interviews were conducted by the lead author (RM), a qualitative health researcher, while the remaining interviews were conducted
by the study principal investigator (MGY), a clinical
psychologist. The interview guide focused on the end-oflife care needs of homeless persons and barriers and
facilitators to providing end-of-life care to this population. Participants identified few facilitators and instead
tended to make recommendations to improve care. Participants were asked throughout the interview to identify
strategies to improve the end-of-life care system for
homeless persons. An abridged version of this interview
guide is provided in Table 1. Interviews were audio
recorded and ranges in length from 45 to 120 minutes,
although the majority were approximately 60 minutes in
length. Interviews were transcribed verbatim by research
assistants and we conducted a data fidelity check by
reviewing transcripts while simultaneously listening to
the audio files.

persons, as well as recommendations to improve services
for this population. We imported the transcripts into
NVivo qualitative data analysis software (version 8) to facilitate coding. A preliminary set of three categories (e.g.
access to end-of-life care, community partnerships, and
education and training) was extracted from lead author’s
field notes and used to provide an initial framework for
the analysis. Two of us (RM & LBD) independently coded
the data by drawing on constant comparison methods,
wherein preliminary categories were revised and emerging categories were identified and expanded through
constant comparison to the data [42,43]. We regularly
met to discuss emerging categories, with any revisions to
the coding framework made by consensus. All authors
discussed emerging themes to aid in framing the findings
in relation to existing literature. Once the final categories
were established, one of us (RM) re-coded sections of the
data to ensure the credibility of these categories.

Data analysis

Ethics

The goal of analysis for this article was to identify perceived barriers to the end-of-life care system for homeless
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University. Informed consent was obtained prior to
interviews and participants retained a duplicate copy of
the informed consent protocol.

Results
Participants identified key barriers to end-of-life care
services for homeless persons and recommendations for
improving the end-of-life care system for this population. Five themes are organized into two domains: first,
barriers to end-of-life care services; and, second, recommendations to improve the end-of-life care system. Barriers to and recommendations for improving the endof-life care system were consistent across the cities
included in this study, although the availability of low
threshold services in two cities (Ottawa and Toronto)
was perceived to minimize some barriers to care.
Where participants are quoted directly, they are identified by profession to provide insight into the type of
support they provide. Organizations named by participants have been replaced with generic descriptions to
preserve their anonymity.
Perceived barriers to the end-of-life care system
Availability of end-of-life services and supports

Participants noted that, although end-of-life care services struggled to meet local demand, what services were
available were generally inaccessible to homeless populations. Participants noted that homeless populations were
unable to access end-of-life care services as a result of a
lack of caregiver support and/or financial resources. Participants reported that end-of-life care services in their
communities assumed that clients were stably housed
and supported by caregivers or had the financial
resources to pay for care (e.g. assisted living facilities).
As a consequence, they felt that their clients were unable
to access these services. For example:
[The emergency shelter] has guys who are seniors
and they have not been accepted in retirement or
nursing home care [the primary palliative care
providers in the community]. They would qualify
except for behavioural issues and they have no
family support. I don’t know what the issues are but
they obviously have no money to pay to get in.
They have no family to advocate [for them].
(Emergency Shelter Director)
We kind of rightly or wrongly think palliative care
and hospices are for the middle class. We never think
about the poor. We are assuming the poor will
automatically get in but because there is often a cost
component, sometimes the homeless are left to die on
the streets. (Emergency Shelter Director)
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Operating policies that exclude homeless populations

Participants noted that end-of-life care providers in their
communities had largely adopted operating policies that
excluded homeless populations from accessing services
(e.g., anti-drug policies, codes of conduct, etc.). Participants felt that these operating policies privileged ‘normative patients’ (e.g., persons who were housed, had family,
and conformed to procedures) and excluded homeless
persons on the basis of a range of conditions common
among this population (e.g., mental illness and substance
use). In particular, anti-drug policies were identified as a
barrier to care and, where formal policies did not exist,
participants reported that substance-using homeless persons were identified by intake personnel as disruptive
and, on the basis of this, denied services. Participant
accounts suggest that these operating policies were perceived as discriminatory because they prevented a particular population (e.g., homeless persons) from
accessing services, thus reinforcing inequities in access
to the end-of-life care system. As two participants noted:
It’s driven by the fact that the health care system has
failed that population. . .When they are trying to
access care in the mainstream facility, they experience
discrimination and disrespect and poor care. (Nurse
Practitioner)
For some people, it is addictions or mental illness
that prevents them from getting the best care. It’s
the attitude of their health care provider not being
particularly welcoming or understanding of their
situation. . .I think they’re certainly stereotyped in a
negative way and I think that people are kind of
inclined to say “Oh the homeless, that homeless
guy” and it just conjures up a whole set of
connotations about how we expect them to look,
how we expect him to act and how we can treat
them. (Physician)
Lack of continuity of care

Participants expressed frustration with the lack of continuity of care for this population. They highlighted two
particular challenges with implications for the end-of-life
care system. First, participants noted that poor continuity of care (e.g. lack of follow-up, poor discharge planning, etc.) often precipitated the need for end-of-life
care services among homeless persons with chronic diseases (e.g. HIV/AIDS). For example:
It is a real challenge in those patients where the
failure of the system or their inability to comply with
therapy has resulted in a much worse outcome that
would have otherwise been the case. . . I don’t know if
an earlier diagnosis would have made a difference for
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the patient who sticks in my mind. . . Maybe it would
have, maybe it wouldn’t have. I think that it is those
kinds of cases that are more salient in my mind.
(Physician)
Second, participants noted that poor discharge planning placed an undue burden on community agencies
ill-equipped to provide end-of-life care services. Participants reported that homeless persons were frequently
discharged directly to emergency shelters even though
these settings could provide only limited care to clients
with complex medical needs. For example:
There is no discharge planning for this population.
They are pushed out of the hospitals to make room
for beds because there are bed shortages. They do
very little in the way of planning to discharge
homeless people. They are easily shoved to the street
or shelter. . .You have incidents where you are having
people dropped off [at the emergency shelter] by
ambulance. Over the last month, they have been a
little bit more courteous in calling. I think that has to
do with the recent death of this fellow but I won’t bet
that it will continue because there doesn’t seem to be
a lot of continuity there. (Shelter director)
Participant recommendations to improve the end-of-life
care system
Low-threshold strategies

Participants strongly recommended that the end-of-life
care system adopt low-threshold approaches, which
have minimal requirements for admission and care.
Participants emphasized that conventional approaches
requiring drug or alcohol abstinence restricted access
to end-of-life care services for substance-using homeless populations. Participants reported that it was important that end-of-life care providers acknowledge
that changes to rules and regulations were needed for
the purpose of serving this population. Some participants noted that integrating harm reduction strategies
for alcohol use (i.e. prescribing alcohol and managing
intake) and illicit drug use (i.e. providing clean needles
and permitting off-site illicit drug use) were lowthreshold strategies with the potential to improve
end-of-life care services for this population. These
participants observed that, although
Furthermore, many participants articulated that this
adoption of harm reduction strategies expressed a commitment to serving homeless persons and awareness of
this population’s life circumstances. For example:
People died outside on the streets because [end-of-life
care providers] couldn’t provide that. We agreed to
walk outside on the street with these people. [Harm
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reduction] is part of walking down the road, so that
they don’t go out and drink Listerine. (Emergency
shelter director)
Partnering community agencies with the end-of-life care
system

Participants strongly believed that the wide variety of
health and social services agencies accessed by homeless
persons (e.g. shelters, soup kitchens, syringe exchange
programs, etc.) should be formally partnered with the
end-of-life care system. Participants articulated how the
trust developed between these agencies and homeless
populations helped to mediate access to a range of other
services (e.g., primary care, specialists, etc.) and could
perform a similar function in the context of end-of-life
care. Furthermore, participants reported that these agencies, and especially trusted staff, were able to monitor
changes in health status over time due to their sustained
contact with this population and mediate access to
health and end-of-life care services. For example:
We work together at three sites. Because many of our
patients that we have [in the hospice] have been
known to the other two sites, there's kind of a family.
In that way, we help each other and we communicate
with each other. As far as other facilities go, we use
what's out there in the community. Our patients may
be known to some community health centers. (Nurse)
Participants felt that, where partnerships were weak or
did not exist, they needed to be developed. Several participants also noted that third-party advocates (e.g., patient navigators) could play a role in acting as liaisons
between community agencies and the end-of-life care
system to strengthen these partnerships. For example:
It would be helpful to have like individuals who serve
as bridges between the [health and social services] systems. Usually, people don’t want a system. They want a
person that they can call so, the doctor or the health
care team in the hospital would prefer that there is a
person that they can call to help them out rather than
saying “These are the steps that you do.” I think that
people are the key to building bridges. (Physician)
Strengthening training for end-of-life care professionals

Participants reported that increased training was needed
to strengthen the capacity of healthcare professionals to
address the complex and diverse needs of homeless
populations at end-of-life (e.g. pain and symptom management, substance use, etc.). Participants noted that,
while they valued the clinical expertise of healthcare
professionals, clinicians often lacked experience in areas
such as mental health and substance use that limited
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their effectiveness and openness to best practices. One
participant remarked:
When you’re trained in your profession, you’re trained
in a certain way. If harm reduction wasn’t in your
training, you’re not going to know anything about it.
How can you expect somebody to embrace that with
open arms if they know nothing about it? (Harm
Reduction Specialist)
Participants acknowledged that they needed to
strengthen their training in these areas, as well as provide training opportunities for students. Participants
emphasized that community-academic partnerships had
the potential to strengthen the capacity of healthcare
professionals to provide care to homeless populations,
while potentially decreasing discrimination towards
homeless populations. As one participant reported:
The unwelcomeness from the medical staff is a big
issue. That’s the major one that really needs to be
addressed and I feel that there needs to be a lot of
education done to overcome this barrier. I understand
there are issues of hygiene and behavioural problems
but I think through education in the universities we
could tear down a lot of these barriers. (Social
worker)

Discussion
Previous studies have identified interventions to improve
the end-of-life care services for this population, highlighting the benefits of completing advanced planning
directives [35-39] and emergency shelter-based end-oflife care [24,29], but have not focused on larger changes
needed to the end-of-life care system. Our findings add
to the literature by identifying systematic barriers to the
end-of-life care system for homeless persons and articulating recommendations that have the potential to improve access and equity in this system for this
population. Our study draws attention to the fact that
poor access to the end-of-life care system is in part due
to the fact that this system is in underdeveloped in
Canada. Presently, the Canadian end-of-life care system
is struggling to meet the demand its services due to the
combination of an aging population and low levels of
government investment in these services [44-46]. It is
estimated that as few as 16% to 30% of people in Canada
who die receive end-of-life care services [44,46]. It is apparent that a critical step of improving access to end-oflife care services for homeless populations is improving
overall access to end-of-life care services through
increased investment in this area.
Our findings also suggest that homeless populations
encounter additional barriers to accessing the end-of-life
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care system that point to the need for changes in the
organization and operating policies of this system.
Across Canada, policymakers have increasingly championed death-at-home as the optimum outcomes of endof-life care system and this desired outcome [46,47],
which may inform how services are organized (e.g.,
home care or pay-for-service assisted living facilities). As
a result, the end-of-life care system in some regions may
not be developed in a way that accommodates services
delivery to people who are homeless or marginally
housed (e.g., living in substandard or transitional housing). A range of strategies, including hospital and nonprofit hospice care, are be needed to ensure that those
unable to access home care services or assisted living facilities have access to end-of-life care.
Furthermore, our research underscores the need for
changes to operating policies within the end-of-life care
system in order to better accommodate people who use
drugs and/or experience mental illness. Our findings
suggest that harm reduction strategies are perceived as a
potential strategy to improve access to end-of-life care
services for homeless persons because they remove one
of the main barriers to hospice and end-of-life care services (i.e. anti-drug policies). Researchers have previously
acknowledged that harm reduction strategies improve
end-of-life care services delivery to homeless populations
[24,29]. For example, Podymow et al. [24] found that
integrating harm reduction approaches into a shelterbased hospice (i.e. permitting onsite alcohol use, providing sterile syringes, and permitting off-site illicit
drug use) decreased overall healthcare costs by reducing the need for hospital and emergency medical services. More recently, researchers have observed that
harm reduction services play a critical role in mediating access to end-of-life care services [29,30] and have
called for the integration of supervised drug consumption services (e.g., permitting the use of pre-obtained
illicit drugs under medical supervision) into end-of-life
care services [29,30]. These strategies warrant careful
consideration and further research is needed to identify
the strategies or combination of strategies (e.g. syringe
exchange and distribution, methadone maintenance
treatment, medically-supervised drug consumption services, etc.) that best mediate access to the end-of-life
care system for this population.
Our findings further emphasize the need for improvements in continuity of care and mental health and substance use training. The end-of-life care system may
benefit from replicating interventions (e.g. intensive case
management, integrated services, etc.) [48,49] shown to
enhance continuity of care for homeless populations. In
particular, patient navigators (i.e. trained peers or healthcare professionals who work with clients to help them
overcome barriers to health care services [50]) might
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serve as important advocates for homeless persons as
they try to navigate the end-of-life care system and help
minimize the impact of discrimination and/or exclusionary policies [51]. Furthermore, formal links between
end-of-life care and public health services (e.g. community committees) might enhance collaboration. Finally,
our findings echo those previous studies by identifying a
need for increased training in mental health and substance abuse among end-of-life care professionals
[24,52].
Limitations

This study has several limitations that should be taken
into consideration. Our findings may have limited
generalizability due to limited sample size. Also, several
recommendations may have limited generalizability to
settings that lack universal healthcare coverage. Participants were recruited largely from community settings
and our findings only partly reflect changes necessary to
improve mainstream end-of-life care services delivery to
the homeless. Further research with mainstream end-oflife care providers is needed to get their perspective on
end-of-life care services delivery to this population, and
in particular why homeless populations are underserved
by this system. Finally, this article is not based on interviews with homeless persons who had experience with
the end-of-life care system. We acknowledge that further
work is needed to explore this population's perceptions
of and experiences with the end-of-life care system. We
completed preliminary interviews (n = 5) with homeless
persons receiving care at a low-threshold hospice but
suspended this part of our study due to concerns about
the quality of data (e.g., consistency of accounts, recall
of events, etc.). Future research, and especially that aiming to identify ways to improve the end-of-life care system, could benefit from better drawing upon the
experiences of homeless end-of-life care recipients.

Conclusions
This article documented health and social services professionals views of the barriers that homeless persons
face to accessing the end-of-life care system, as well as
recommendations to improve access to this system for
this population. While participants identified several barriers (i.e., insufficient availability of services, exclusionary
operating policies, and poor continuity of care), they
made key recommendations for improving the end-oflife care system for this population. In particular, participants identified the importance of structural changes to
the delivery of end-of-life care services, emphasizing the
importance of expanding services, integrating harm reduction approaches, and fostering partnerships with the
public health system. These observations have the potential to be translated into policy and programmatic
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responses, notably the expansion of end-of-life care services, implementation of patient advocate programs, and
adoption of harm reduction policies. For policymakers
and health administrators concerned with increasing
equity in the end-of-life care system for homeless populations, these recommendations present a possible way
forward.
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