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All too often, palliative care services are not responsive to the needs of those who are doubly
vulnerable, being that they are both in need of palliative care services and experiencing
deficits in the social determinants of health that result in complex, intersecting health and
social concerns. In this article, we argue for a reorientation of palliative care to explicitly
integrate the premises of health equity. We articulate the philosophical, theoretical, and
empirical scaffolding required for equity-informed palliative care and draw on a current study
to illustrate such an approach to the care of people who experience structural vulnerabilities.
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Statements of Significance
What is known or assumed to be true
about this topic:
Palliative care is whole-person care, seeking to prevent and relieve all aspects of
suffering and distress. Current discourse
in palliative care tends to stress the
uniqueness of each death, and as such,
the focus of services is often aimed at an
individual level.
What this article adds:
Equity-informed research has demonstrated that palliative care tends to
discount the needs of those who can
be characterized as doubly vulnerable,
being that they are both in need of
palliative care services and experiencing
deficits in the social determinants of
health and consequently carry complex,
intersecting health and social concerns.
In this article, we explicitly integrate
notions of health equity to theorize a
stronger foundation from which broader
social and structural determinants of
health can be engaged in palliative care.
comfort, and compassion. This echoes palliative care’s ultimate goal, which is to prevent
and alleviate the pain and suffering of one of
society’s most vulnerable groups, the dying,
and their family members. In 2002, the World
Health Organization (WHO) defined palliative care as follows:
an approach that improves the quality of life of
patients and their families facing the problem associated with life-threatening illness, through the
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

This definition recognizes that physical and
mental suffering is complexly interrelated and
capable of influencing the other. Thus, palliative care is whole-person care, seeking to prevent and relieve all aspects of suffering and
distress.2 Many in the global community have

sought to identify palliative care as a human
right.2,3 As the United Nations Committee on
Economic, Social and Cultural Rights reports,
it is critical to provide “attention and care for
chronically and terminally ill persons, sparing
them avoidable pain and enabling them to die
with dignity.”4(para 25) Despite these claims,
there remain great deficiencies in how societies address the needs of their dying and
grave disparities in access to meaningful palliative care for individuals.3,5
When death and dying are viewed through
a social justice lens, the disproportionate burden of disease among certain populations
is foregrounded, along with the indignities
associated with structural vulnerability and
inequities in access to palliative care services. Indeed, as we argue in this article,
most definitions of palliative care and current palliative care approaches do not make
explicit the additional attention needed to
address social and structural inequities that
profoundly shape health, illness, and dying
experiences for people who are made particularly vulnerable by a constellation of sociopolitical, economic, cultural, and historical forces. Nor are people experiencing the
sequelae of structural vulnerabilities—a myriad of advancing, chronic health conditions—
typically offered an upstream approach to
palliative care. Equity-informed research has
demonstrated that palliative care tends to discount the needs of those who can be characterized as doubly vulnerable, being that
they are both in need of palliative care services and experiencing deficits in the social
determinants of health, and as a consequence
live with complex, intersecting health and
social concerns.6 As an analytic construct,
“structural vulnerability” captures this positionality whereby the vulnerability of a person is produced by their location within a
hierarchical social order of diverse networks
and power relations.7 Structural vulnerability, thus, focuses analysis on the intersecting social and structural forces that constrain
decision-making, frame choices, and limit life
options to make people vulnerable to risk and
harm.7,8
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Through the lens of structural vulnerability, the health of individuals and communities is an embodiment of their social conditions, typically with disproportionate burdens
of ill health and social suffering carried by
those who are economically exploited, politically subordinated, or socially excluded.
People impacted by social (ie, unequal social status on account of racism, sexism, classism) and structural (ie, the bias built into the
structures of government, institutions, or social networks that result in extreme social
disadvantages like inadequate housing and
poverty) inequities are known to be at heightened risk for poorer health outcomes, inadequate access to health services, and early
or premature death.9 It is well established
that such populations experience various processes of oppression due to structural and systemwide constraints. These limit their freedom, their ability to achieve and maintain
adequate health and well-being, and their
ability to access quality health care that is
responsive to their needs.9 Thus, structural
and social inequities result in multiple and
numerous health disparities. Those who experience structural vulnerability have higher
rates of death across the spectrum of causes10
and premature chronic morbidity at an earlier age, including diabetes,11 cardiovascular disease,12 many cancers,13 HIV/AIDS, and
hepatitis C.14,15 These disparities are often
coupled with high rates of serious and debilitating mental illness or substance use placing people at even greater risk of poor health
outcomes.16 Although these populations have
a heightened need for care, they face unique
challenges in accessing services.17 For example, primary care in some settings is not possible without a permanent address, which allows one to access services or to register with
a doctor.18 Furthermore, discrimination from
health care professionals on the grounds of
HIV or hepatitis C status, racial background,
and substance use may also result in barriers to access19 or treatment initiation.20 As
Song et al21 report, there is a palpable bias
among health care providers whereby such
populations are deemed to be undeserving of
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even the most basic of health care. Those impacted by structural vulnerability experience
this discrimination daily, and as a result report that they distrust health care professionals, are fearful that abstinence from drugs and
alcohol will be a condition of accessing treatment, and fear that requests for pain relief
will be viewed as drug-seeking behavior.5,22
In addition, people facing structural vulnerability experience access barriers simply because of their requirement to prioritize other
basic needs, like finding food, shelter, and
other necessities, over their health to support basic survival.23 Such structural vulnerabilities trace across the lifespan of individuals and across population groups. The very
real consequences of structural vulnerability
are shorter lives subject to a disproportionate
load of suffering, and yet they often do not
have access to end-of-life services.
Current discourse in palliative care tends
to stress the uniqueness of each death, and as
such, the focus of services is often aimed at an
individual level. However, a public health approach to palliative care is emerging, which
counters the individualist approaches of contemporary palliative care.24-27 Although the
broad focus of public health has traditionally been on health promotion and preventing illness and premature death, which differs
greatly from preventing suffering and optimizing the quality of dying, it nonetheless offers
a much-needed paradigm shift for palliative
care. Rather than focusing on the health of
an individual patient and their family, a public health approach expands its scope to focus on patterns of health of populations.24
More specifically, from a public health perspective, palliative care would shift its concern toward quality of end of life for population groups, not simply the individuals within
them.24 Although many of those who apply
public health approaches to palliative care
take the much-needed first step toward acknowledging the importance of the social determinants (ie, the conditions in which people are born, grow, work, live, and age, and
the wider set of forces and systems shaping
the conditions of daily life28 ), these public
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health approaches are not all necessarily
aimed at addressing issues of equity and social
justice. As such, there still exists a paucity of
research that critically examines how social
inequities and life circumstances shape how
and where people die, as well as if and how
they are cared for at the end of life.
Building on this recent shift toward a public health approach to palliative care, the intent of our current scholarship, presented
herein, is to more explicitly integrate notions
of social justice and health equity. We articulate a stronger theoretical foundation from
which the broader social and structural determinants of health can inform a public health
approach to palliative care for people experiencing structural vulnerability. More specifically, the aim of this article was to build a
case as to why an equity-informed approach
matters to the field of palliative care. We begin with the philosophical, theoretical, and
empirical scaffolding that is required for an
equity-informed approach to palliative care,
and then draw on selected cases from an ongoing study to illustrate such an approach to
the care of people who experience structural
vulnerabilities.

THE PREMISES OF HEALTH EQUITY
Rooted in various scholarly fields, such as
legal studies, philosophy, sociology, epidemiology, as well as critical perspectives like
material feminism, postcolonialism, critical
race studies, and poststructuralism, discourse
on “health equity” has become increasingly
commonplace over the past decade. Carrying
moral, legal, and social connotations, health
equity is considered to be society’s obligation to improve unequal health outcomes.29
In essence, health equity is social justice in
health.30 In turn, social justice with its grounding in fairness involves “the application of
justice to social groups . . . ; brings into focus how justice and injustices are sustained
through social institutions and social relationships, and highlights the embeddedness
of individual experience in a larger realm

of political, economic, cultural, and social
complexities.”31(p325) Given the range of disciplines and theoretical perspectives in which
the notion of health equity is rooted, considerable variation exists in its interpretations
and application. For example, health equity
may refer to equitable access to health care
services, equitable health outcomes, or equity in the underlying social and material
conditions that produce health and illness.32
Whitehead,29 in her widely cited conceptualization of equity in health, explains that health
inequity refers to those differences in health
outcomes and access to health care services
that are unnecessary and avoidable and therefore also considered unjust and unfair. Most
commonly referred to as health inequities or
disparities in Canada/Europe and the United
States, respectively, these outcomes are patterned or systematic between socioeconomic
groups rather than determined biologically,
and are sustained through social processes
that are potentially modifiable.33,34 As explicated by Varcoe et al,35 health inequities are
structural by definition because they directly
or indirectly stem from social, economic, political, and environmental forces.
The premise of health equity asks society,
via its institutions, to take action against the
various inequities that exist.28,36 Globally, of
grave concern is that social inequalities, like
the gap in income levels between the richest and the poorest, are rapidly increasing
rather than decreasing.36 Importantly, mirroring these inequalities is a striking and correlated social gradient in health and disease
that runs its way from top to bottom of society. Persuasive evidence and compelling position statements28,37,38 call for the address
of the social determinants of health, such
as income, food, shelter, employment and
working conditions, and health and social services in order to address these inequities. As
called for by the WHO Commission on the
Social Determinants of Health, strengthening
health equity requires a focus on the “causes
of causes”: In other words, “the fundamental
global and national structures of social hierarchy and the social determined conditions
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these create in which people grow, live,
work, and age.”9(p42) The Commission’s recommendations include a greater focus on improving the conditions of daily life; tackling
the structural drivers of these conditions of
daily life, for example, inequitable distribution of power, money, and resources; orienting actions (research, action, education, public awareness) toward the social determinants
of health; and employing health equity strategies that feature community engagement and
participation.9
The reorientation toward the social determinants of health that is fostered by the
premise of health equity extends well beyond
the widespread trend that equates health equity with access to health services. When attention is oriented primarily toward access
to health care, it risks conceptualizing health
care as a commodity and fails to uncover
those underlying causes of health inequities
among individuals or a group.31 Equal access
to health services is ideal; however, it is important to recognize that it does not always
result in equal health outcomes, nor in health
care expenditures being distributed according to need.31 Moreover, although universal
access to health care services is an essential
feature of health equity,39 evidence from the
Canadian context demonstrates that it does
not ensure health equity. Alongside equal access to health care services is the need for
actions that address health inequities both
within and outside the health care sector.36
This shift in focus requires a material or neomaterial approach to addressing health inequities and emphasizes the need to improve
the distribution of social determinants. Concerns with the social determinants of health
thus tend to focus on material resources such
as housing, income, and education. These foci
are critical; however, our concern is that even
with consideration of the material and social
determinants of health, little attention is given
to the conditions that shape social positioning and participation in the process of allocating resources, which in turn restrict the
ability of some individuals and groups to voice
concerns.
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Feminist philosophers have opened new
spaces to look behind these material and social conditions to ask what suppositions and
relations of power are operative to create
them in the first place and sustain them in
an ongoing basis. Here the work of philosophers Iris Marion Young and Nancy Fraser
is instructive.40,41 Both unequivocally move
beyond distributive models of social justice
that overlook social group differences and
structural injustices to look at the conditions that shape the process of distribution.
Young calls for a “social connection model
of responsibility,” in which “participants in
social institutions and practices that conspire to produce structural injustice work together to reform those institutions to reduce
their unjust effects.”40(p180) Responsibility for
bringing about change is thus shared by all,
whether one is relatively privileged or less advantaged. Along these lines, Young40 also underlines the importance of nonmaterial goods
such as opportunity, decision-making, and respect that are essential for justice. Similarly,
Fraser41 grounds justice in social relations
and calls for redistribution (to address material dimensions of injustice), recognition (to
address cultural and social dimensions, such
that all have equal respect and equal opportunity to achieve social esteem), and participation (to ensure inclusive decision-making
processes and representation across sociopolitical arenas). These philosophic perspectives contribute a powerful reorientation that
extends beyond material and distributive
models to emphasize the inclusive element
required to truly address the existence of
inequities.
Intersectionality, also developed by feminist theorists, further enriches our interpretations of health equity and the complexity of social relations that structure daily
life and opportunities for health.42,43 Concerned with multifaceted social identities
and intersecting processes of power (or
sources of oppression), an intersectionalitybased approach acknowledges reflexivity, relationality, processes of differentiations, and
resistance/resilience.44 As with Fraser’s trio
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of redistribution, recognition, and participation, intersectional approaches work across
individual, group, and system levels. Intersectionality requires a structural understanding of power hierarchies and inequities, an
avoidance of essentialism and stigmatization
of groups at different social locations, and involvement of “civil society actors” (involved
stakeholders).44,45 Working from an intersectional perspective, Walby46 argues for consideration of more than identity politics,
with more attention to both social relations
(regimes) and institutional structures (domains) that operate to produce inequities at
multiple levels (individual, group, and system). Here, Walby distinguishes sets of social
relations and institutional structures that intersect, whereby a range of social regimes
operates within each institutional structure,
and thus allowing us to theorize about multiple levels of intersecting inequities.46 Such a
perspective allows for theorizing about institutional structures and the multiple social processes that simultaneously impact the development of health inequities at multiple levels,
and thus is a useful standpoint from which to
begin moving toward equity-informed health
services.
Taken together, these philosophic
and theoretical foundations inform our
interpretations of equity as requiring much
more than any material redistribution of
resources. However, the bridging from
philosophic ideals to the enactment of equity
has not yet seen widespread consensus
on the integral strategies (components)
for equity-informed health services. The 3
dimensions of equity proposed by Fraser41
give integral direction toward this end by:
(i) directing attention to the social
determinants of health—those material and nonmaterial conditions
that result in differential risk and
suffering—and emphasizing the intersectoral responses required to prioritize the health for those who experience the most structural vulnerability (redistribution);

(ii) highlighting the need for responsiveness on the part of health care
services and individual health care
providers to social positioning with
approaches such as cultural safety
that counter stigma and discrimination (recognition); and
(iii) ensuring representation of those
most directly involved (participation).
These 3 dimensions can be applied in topdown or bottom-up approaches; Baum47 has
argued for the need to “crack the nut on
health equity” by working from both the
bottom-up and the top-down. The top-down
approach begins by examining broad institutional structures that shape health and access
to health care services, while the bottom-up
approach strives to mediate structural vulnerabilities at the level of service delivery,
working with communities or populations affected by health inequities. Similarly, Raphael
and Bryant48 argue that to address health inequities, we need to connect the broad policy
forests (eg, typology of welfare states from social democratic, to conservative and liberal) to
the specific “policy trees” that shape health.
They state:
Examination of these broad public policy
“forests” identify distinctive historical and cultural antecedents—including power dynamics49
and cultural value orientations50 —that shape welfare state approaches. It is necessary, however, to
move beyond these broad-stroke analyses to specify the public policy “trees” that may shape the
health of those occupying different social locations
at important periods of the life-course.48(p246)

In sketching out this framework, Raphael
and Bryant48 consider how the distribution
of social determinants intersects with one’s
unique social locations (eg, ethnicity, gender,
(dis)ability, class, and other forms of social positioning) to produce health inequalities, with
particular attention paid to these intersections
at specific times in the life course.48
Browne and colleagues17 identify 4 key dimensions of equity-oriented primary health
care—inequity-responsive care, trauma- and
violence-informed care, contextually tailored
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care, and culturally competent care—that
must be operationalized at 3 interrelated
levels (organizational, clinical programming,
and patient-provider interactions) to enhance
quality of care, improve “fit” between people’s needs and service, foster trust and engagement with patients, and shift from crisisoriented care to continuity of care. Drawing
from the philosophical and theoretical perspectives we have discussed here, we argue
that such health equity considerations must
be incorporated into health programs to effectively mediate those conditions that contribute to differentials in exposure, vulnerability, and risk.

AN EQUITY-INFORMED APPROACH TO
PALLIATIVE CARE
Disparities in access to palliative care
emerge partly as a result of deep-seated assumptions with regard to who is in need of
such services. A large majority of people who
are in need of, and currently accessing, palliative care services have particular sociodemographic and economic profiles (ie, those
diagnosed with cancer, from majority cultural and religious groups, with strong family and community connections, who live in
stable housing.51,52 ) However, those in need
of palliative care are not composed of one homogenous population group. Rather, as illustrated in the following vignettes, those who
are actively dying will be situated within a
web of intersecting social, economic, cultural, political, historical, geographic, and
physical contexts that will dramatically shape
their palliative care needs, the types of services and supports required, and ultimately
their access to these supports and services.
Those who are experiencing inadequate housing, poverty, high rates of mental illness and
substance use, as well as highly stigmatized
diseases such as HIV/AIDS and hepatitis C are
also in need of palliative care. Yet, their experiences remain, for the most part, unnoticed
and their needs neglected. To work toward
creating a just society that values all of its citi-
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zens and their right to die with dignity, social
and economic diversity (along all spectrums)
must be considered and acknowledged. Furthermore, existing underlying assumptions regarding who requires palliative care must be
critically challenged, particularly through the
lens of equity, which acknowledges oppression, privilege, and relations of power as well
as how one’s unique social location across
various levels in society can shape access and
use of health and social care and critical social
determinants of health, such as housing and
food.
Application of an equity-informed public
health approach to palliative care sheds light
on a diverse array of experiences and allows
for a nuanced understanding regarding who
current palliative care programs are working
for, and who they are failing. For example, it
has been found that those experiencing structural vulnerabilities have comparatively fewer
social supports, lack financial resources, and
typically die alone, in either acute care settings, places considered unfit for human habitation (eg, outdoors, vehicles), or in shelters
or transitional housing while being cared for
by workers who have limited palliative care
training.51,53-55 With regard to accessing palliative care services, Ahmed et al,56 in their
systematic review, found that many who experience structural vulnerability are unable to
access palliative care until very late in their
illness, if at all. A few studies have examined
experiences of accessing palliative care, with
findings indicating that when people experiencing structural vulnerability were asked
about their concerns, many expressed a fear
of dying anonymously or undiscovered as well
as an ambivalence with regard to seeking out
support persons even when they are aware
that their health was deteriorating.5,22,53 Ko
et al22 found that homeless older adults feared
discrimination in medical care at the end of
life, not getting access to life-sustaining treatments, and negative emotions associated with
end-of-life planning due to previous personal
experiences of significant loss of friends and
family. Some researchers have begun to offer suggestions on promising practices for
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fostering equitable palliative care. These suggestions include the following: educational
opportunities and cultural safety training for
providers, which will allow them to better
respond to barriers and the unique fears of
those who are homeless at the end of life;
building trust; having a flexible individual approach; drawing from harm-reduction strategies; and providing care where people are
at, including those in shelter-based and streetbased settings.21,22,57,58
Everyone, including those who experience
structural vulnerability, has the right to the
highest quality care at the end of life to alleviate suffering and distress. However, an outcome of not receiving this care can be people
dying in conditions that are less than ideal;
conditions that are, in some cases, deplorable
and further exacerbated by symptoms that are
unmanaged. Although the aforementioned research contributes to an enhanced understanding of people who are structurally vulnerable and their experiences of accessing
palliative care, little philosophical or theoretical direction or empirical evidence exists that
can inform the development of innovative
models that would enhance access to quality
palliative care, reduce structural inequities,
and support system-level change. Such direction is urgently needed to inform the
development of interventions that will improve access to palliative care, minimize
social-structural inequities, and address the
unique palliative care needs of structurally
vulnerable populations.

EQUITY-INFORMED PALLIATIVE CARE:
ILLUSTRATIONS FROM AN ONGOING
RESEARCH PROJECT
In this last section of the article, we illustrate what equity-informed palliative care entails, drawing on a research project titled “Equitable Access to Palliative Care for People
With Life Limiting Conditions” currently underway in Victoria, British Columbia, Canada.
The overarching purpose of this 3-year ethnographic study is to provide a detailed con-

textual description of access to health care
for people experiencing structural vulnerability at the end of life. Specifically, we aim
to inform the development of tailored interventions and equitable health services and
policies that will ultimately lead toward improved health care at the end of life. To date,
we have conducted 200 hours of observations and more than 100 interviews with 22
people experiencing structural vulnerability,
their support people (eg, family and street
family), and service providers. In addition, we
are currently conducting a scoping review;
gray literature review; a retrospective analysis of a palliative database from an inner-city
clinic; and key informant interviews to provide insight into how organizational and sociopolitical contexts shape the experiences
of people with structural vulnerability at the
end of life. It is important to note here that,
for the sake of this article, we are not presenting findings per se, given that the project
is ongoing and data are still being collected,
but rather are illustrating the equity-informed
approach to palliative care we theorize in this
article. We draw on several case studies, those
of Leslie, George, and Cliff (pseudonyms), and
an intersectoral workshop that portray the imperative of and strategies for equity-informed
palliative care.
The stories give life to the theoretical
framework we have argued in this article, illuminating the embodiment of social and structural inequities and explicating what is missing when a concern for equity does not inform palliative care services. Together with
the perspectives of the workshop participants
that follow, the cases demonstrate the urgent
need for a reorientation of palliative care services to focus on social justice and equity.
Leslie
Leslie was a 53-year-old indigenous woman
and residential school survivor. Canada’s colonialist policies of placing indigenous children
into residential schools inflicted immediate
trauma, denied her education as a child, and
disrupted her family relations through dispossession, separation, and displacement.59 This
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structural violence carried forward into her
adult life; her elementary school–level education and relatively low cognitive functioning
made it difficult for her to understand the ramifications of her anal cancer diagnosis. Despite
having a large family in her home community, she was estranged from her family geographically and socially largely as a function of
poverty. Her boyfriend and a niece were her
main support people. Once diagnosed with
cancer, she moved from her privately owned,
single-room occupancy hotel to a supportive
housing facility where she was connected to
housing support workers, home care services,
and a meal program. These services buffered,
to some extent, her structural vulnerability,
but at the same time, the agency’s policies
were not particularly responsive to her social
situation. Leslie’s boyfriend rarely spent time
with her at her home because of his mobility issues, and the housing facility’s no smoking and drinking policies. As a result, Leslie
would take public transit to visit him daily,
and during these trips she experienced multiple falls that left her with broken ribs and a
fractured hip. While Leslie reported the significance of those visits for distracting her
from her pain as they played games together,
spent time with his cat, and cleaned his house,
her housing and care workers expressed concern for her fall risk and vulnerability to medication theft. As Leslie’s health continued to
decline, her boyfriend moved into her housing unit for a short period of time to provide her with full-time care. However, he was
later evicted and temporarily banned from
the housing facility because he violated the
facility’s no drinking policy. The abstinencebased policies (together with his mobility issues) prevented him from visiting regularly
after his ban was lifted, and so prior to her
death, they saw less of each other. Leslie experienced severe loneliness despite the presence of various paid support people. According to a housing worker, Leslie’s death was
characterized as “expected/unexpected.” In
her final month of life, Leslie accessed ambulance and emergency care multiple times, and
though connected to palliative care services,
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there had been talk a week prior to her death
about deregistering her from these services
because her cancer was not advancing. Leslie
died in her supportive housing facility 1 day
after leaving respite care. At the moment of
death, Leslie had her housing worker by her
side.
Although multiple streams of social and
structural inequities coalesced to shape
Leslie’s experience, her story exemplifies
how the oppressive forces of colonialism
and racism shaped her life opportunities,
choices, decisions, and eventually her premature death. The structural violence she experienced throughout her life affected not
only her sense of self-worth but also her familial connections and social networks, her
mental capacity and educational attainment,
her ability to acquire and maintain paid
employment, her access to income, material resources, and housing, and if and how
she would voice her needs to her formal
providers as she approached the end of her
life. While supports mediated to some extent her structural vulnerability, abstinencebased policies, mobility, and transportation
challenges (ableism/poverty) prevented her
from being with her chosen support person
in her final days.
George
George was a 79-year old white man who
lived on a fishing boat. He was estranged from
his family but was well connected to the local boating community. Although George was
described as an independent man who never
shared much about his life, it was known
that he had a history of violence, both as a
victim and as a perpetrator, which led him
to finding religion and seeking self-exclusion
to the point of living “off the grid.” George
lived on minimal pension income and rarely
accessed the formal health care system, as
he preferred natural approaches to health.
One day, George collapsed on his boat and
was forcibly removed by the Coast Guard to
be brought in to the hospital. It was at that
time that George was diagnosed with terminal
prostate and testicular cancer metastasized to
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his bones and kidney failure as a result of the
cancers. George was later hospitalized again
for 6 weeks to have nephrostomy tubes inserted. During this hospitalization, however,
George’s boat, and all his belongings, including identification cards and citizenship papers, sank. George was discharged with no
home to return to, and as such, moved into
a motel room. Living off of canned food and
tomato sandwiches, he spent weeks buying
tools to bring back to the marina and start
building his new boat. At the motel, George
experienced judgments from the homecare
workers regarding his personal and residential
cleanliness and recounted their comments;
“Why didn’t you do the dishes?” “Why didn’t
you clean the toilet?” Or “You should do this,
you should do that.” As a result, he refused
to accept any further formal care. Eventually
George was mobile enough to move back to
a friend’s fishing boat to live his final days “off
the grid,” socially and geographically isolated
from health care services. There, a friend provided him with informal palliative care and
occasionally George would see a family doctor or attend hospital appointments. George
wanted to die on his boat, but in agonizing
pain and no medication to alleviate it, his support person called an ambulance and took him
to shore. One week prior to his death, George
was admitted to a palliative care unit and reunited with his blood family who he had not
seen in decades. George died in the palliative
care unit.
Stigmatization of social nonconforming
lifestyles and poverty are illustrated here as
shaping George’s access to palliative care and
end-of-life experience. His alternative worldview and lifestyle resulted in geographic barriers in accessing care, as well as experiences
of judgment and discrimination from some
formal care providers, resulting in negative
health care experiences that only reinforced
his distrust of the formal health care system.
Furthermore, the social isolation George experienced resulted in minimal access to informal supports near the end of life, while his
relatively low access to material resources created a context whereby George’s well-being

at the end of life was compromised because
of his housing and food insecurity.
Cliff
Cliff is a 56-year-old white man who, for
the last year and a half, has lived in a transitional shelter. The transitional shelter provides Cliff with a bed in a dorm with 16 other
residents. Cliff has been actively employed
for most of his life; however, since his wife’s
suicide, he has coped with periods of problematic substance use, which led to relative
homelessness. He has also become estranged
from most of his family. Years ago, Cliff began
to experience severe back pain and decided
to seek help, but this resulted in experiences
of discrimination by health care professionals
and feelings of being labelled as “drug seeking” due to his history of illicit drug use and
homelessness. Eventually Cliff’s pain became
so severe that he once again decided to seek
help but was refused a referral for a magnetic resonance imaging (MRI). With determination, and in severe pain, Cliff went to the
hospital emergency and refused to leave until
he was granted an MRI. Once he finally received an MRI, he was immediately admitted
and diagnosed with terminal cancer. Today,
Cliff’s pain is being managed with legally prescribed drugs. He also has a regular doctor
and is registered with palliative care services;
however, there exists great uncertainty as to
where he will live the end of his life. The transitional housing where Cliff currently resides
allows for a maximum residency of 2 years,
of which Cliff has only 6 months left. Furthermore, while he is provided with 3 meals
a day, he is unable to receive palliative care
in his current residence because visitors, support people, and service care providers are
not permitted to enter the facility. Paradoxically, then, while transitional housing offers
shelter, restrictive policies prevent him from
receiving the care he requires, and thereby
position him in an increasingly vulnerable
circumstance.
Cliff’s circumstances position him in structurally vulnerable ways, specifically around
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the complex cycle that includes his social isolation, inability to acquire and maintain paid
employment, limited access to material resources, and resulting unstable housing. His
homelessness and illicit drug use resulted in
experiences of stigmatization and discrimination from formal care providers, who believed
he was seeking drugs, not health care. Furthermore, being housed in temporary housing
creates major barriers in accessing palliative
homecare and evokes a context of sheer uncertainty regarding where Cliff will live out
the final chapter of his life.
Each of these cases illustrates some of the
challenges faced by those who are impacted
by structural vulnerability at the end of life.
The barriers to palliative care experienced by
these 3 participants are influenced by multiple factors that simultaneously manifest in differing ways at multiple scales, ranging from
micro (individual) to the macro (structural).
For example, at the individual level, all 3 participants experienced varying degrees of family and community estrangement, trauma, and
substance use that contributed to barriers in
accessing palliative care. Each participant was
confronted with stigma and discrimination on
the part of health care providers. Whereas palliative care providers typically take pride in
compassionate, person-centered care, the experiences of Leslie, George, and Cliff tell a different story whereby their relationships with
caregivers were marked by judgment and distance. At an organizational level, these participants experienced barriers due to challenges
in navigating the health care system and regulations in their current places of residence.
At a structural level, colonization, poverty,
criminalization of drug use, and housing instability resulted in barriers. At the same time,
while many barriers were experienced, it is
also important to recognize resiliency and the
various ways that Leslie, George, and Cliff
took steps to actively address their needs.
For example, although estranged from blood
family networks, each of the participants actively sought support from others, such as
boyfriends and/or friends, in ways and places
that were meaningful for them. The cases also
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make visible the embodiment of social suffering, such that those experiencing structural
vulnerability carry the burden of chronic illness in particular, and thus as a population are
not typical to those who usually receive palliative care services in Canada (ie, people with
cancer on a predictable dying trajectory, nearing the end of life). Yet for many people who
experience structural vulnerability and are living with chronic life-limiting conditions, an
upstream approach to palliative care (also referred to as a palliative approach) may be appropriate even when delivered alongside curative care.60 Taken together, these vignettes
demonstrate how those who are impacted by
structural vulnerability too often fall through
the cracks of the health system and thus emphasize the need for an equity-informed approach to palliative care that considers not
only these unique and diverse lived realities,
but also how wide reaching arms of oppression simultaneously shape particular populations’ access to care and quality of end-of-life
experiences.

A PORT IN THE STORM: A DAY OF
EDUCATION AND DISCUSSION ABOUT
EQUITABLE ACCESS IN PALLIATIVE
CARE
The experiences of Leslie, George, and Cliff
unveil critical shortcomings of the health system in responding to the structural inequities
that shaped each of their lives. If we understand structural inequities as being located
within services and systems, we must then
broaden our focus to simultaneously consider
those systematic institutional processes that
intersect with and shape individual lived experiences. To capture this perspective, it is
then important to engage with those employed within the system and invested in
providing health and social services to people experiencing structural vulnerability. We
had this unique opportunity to engage with
a diverse range of health and social service
providers during the project’s workshop: A
PORT in the Storm: A Day of Education and
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Discussion About Equitable Access in Palliative Care. This workshop was aimed at opening dialogue between formal palliative care
providers (eg, palliative care personnel, home
care nurses) and inner-city service providers
(eg, health, housing, faith, and social service
workers) regarding care for people experiencing structural vulnerability at the end of
life. The one-day event served as an important first step in developing an understanding, from the “bottom up,” regarding the institutional and structural constraints faced by
front-line workers providing health and social services to people experiencing structural
vulnerability. In addition, we envision a “bottom up” approach that would seek deep engagement with those affected by health inequities. Thus, we acknowledge the need for
a second session for people who themselves
experience structural vulnerability, recognizing that there are different strategies to ensure
engagement of people impacted by homelessness and poverty (eg, provision of stipends;
accessible location and/or transportation to
the location; virtual and physical communication; literacy support).
Workshop participants identified key barriers to palliative care that were situated within
the institutional and structural systemic levels. For example, stretching across these levels, a major barrier that emerged from the
dialogues included the fears, judgments, and
various forms of stigmatizing attitudes that
emerge among health care workers toward
those who are homeless, living with stigmatized diseases (eg, HIV or hepatitis C), mental
health issues, substance use, and behavioral
issues. The participants’ accounts thus illustrated the lived realities of structural stigma
and how it encompasses broader macrosocial forms of stigma that are interpolated
with microlevel interactions.61,62 A related
barrier mentioned was the lack of cultural
safety training, particularly for those working
with indigenous populations who are experiencing historical and ongoing trauma and
discrimination.
Participants identified barriers that involved the disjuncture between the daily lives

and behaviors of people experiencing structural vulnerability and the rules, regulations,
and physical environments of institutional palliative care settings. In particular, strictly enforced policies, such as abstinence-based policies, made these settings less responsive to
the needs of people experiencing structural
vulnerability. They also discussed the embedded assumptions of the current health care
system, which presumes that those accessing
health care have a home, a strong family support network, and financial resources from
which to draw. For example, it was shared
that those in the street community often have
large numbers of service providers involved
in their care and chosen “street-families” who
come up against normative systems of care
and communication about care at the end of
life.
At the structural level, workshop participants traced how people already disadvantaged by structural vulnerabilities could
have these exacerbated by government policies and resource allocation that heightened
rather than mitigated the effect of structural
inequities. For example, workshop participants noted that current provincial budget reductions, and the resulting reorganization of
health care services in British Columbia, have
disrupted continuity of care and reduced the
amount of time providers have to build and
gain trusting relationship with their clients.
Participants also mentioned the disconnect
that exists between various providers, including those from the formal health care systems
(eg, home care; hospital) and communitybased organizations and case-management
teams who often provide informal and
unrecognized palliative care to populations
experiencing structural vulnerability. The
lack of affordable, accessible, and appropriate housing was raised as a major barrier
to accessing palliative care, simply due to
the practical challenges faced in providing
quality palliative care to someone who does
not have permanent housing, as well as policies that prohibit health care providers from
entering alternative housing environments,
such as temporary shelters. From both the
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workshop and the case studies, we see the
need for accounting of material and nonmaterial inequities that play out as structural vulnerabilities at the end of life, causing unwarranted suffering and isolation. Also evident
is the importance of intersectoral collaboration, institutional and government policies,
and contextually responsive, respectful care
at the patient-provider level.
CONCLUSION
Seeing death as a social justice issue
represents a much-needed philosophic and
pragmatic realignment to palliative care. By
using a health equity approach, we have
been able to come one step closer toward
uncovering the often-overlooked needs of
structurally vulnerable populations and their
experiences with palliative care. Such an approach entails much more than access to
services but emphasizes that equity in palliative care is all-encompassing, reaching beyond the typical health system to include assistance with, for example, finding housing,
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obtaining adequate food, or securing necessary income. An equity-informed approach
not only acknowledges the unique barriers in
access that some segments of the population
face, but in line with social justice, emphasizes that because of their structurally vulnerable lived context, their palliative care needs
should take priority. Furthermore, to result
in culturally meaningful and inclusive palliative care, engaged participation among various populations, including those who experience structurally vulnerability, is required
at all stages of development, from research
to program implementation. Care of the dying is in and of itself complicated, but in the
presence of conditions such as homelessness,
severe mental illness, high incidences of substance use, and histories of trauma, new and
innovative approaches to care are required
that take into account the broader social determinants of health and the contextual and
relational factors that may influence access to
care. Such an understanding will move us toward a more equitable and just approach to
providing palliative care.
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