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Abstract

Background Access to palliative care is recognised as a human right, yet clear disparities exist. There have been
recent appeals to examine people’s contexts and interactions with social systems which for many, adversely influence
their utilisation of palliative care. Intersectionality provides a way to understand these drivers of inequity and ulti-
mately advocate for change.

Aim To identify and describe published studies utilising intersectionality in relation to need, access and experience
of palliative care.

Design A scoping review.

Data sources Medline, PsycINFO, CINAHL and Google Scholar databases and a manual search were undertaken
for studies published up to January 2023. Included studies were evidence based articles where palliative or end of life
care was the focus and intersectionality was identified and/or applied to the research that was undertaken.

Results Ten published studies were included. An analytic framework was developed to identify the extent that inter-
sectionality was utilised in each study. A wide range of different groups were researched across the studies, with most
focusing on aspects of their participant’s identity in relation to palliative care access and experience. Common

topics of power, heterogeneity of people within the health system and barriers to palliative care were illuminated
across the studies.

Conclusions Very limited research to date has utilised intersectionality to understand access, utilisation and experi-
ence of palliative care. This scoping review demonstrates intersectionality can provide a way to illuminate rich under-
standings of inequity in palliative care. It is imperative that future palliative research incorporates an intersectionality
focus to further clarify the needs and experiences of structurally marginalised groups.
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Key statements
What is already known about the topic?

+ There are clear disparities in access, utilisation and
experience of palliative care for many individuals and
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«+ Intersectionality provides a way to examine people’s
relationships with social systems and challenge dis-
crimination and inequity.

What this paper adds

+ The paper provides the first scoping review of inter-
sectionality in relation to need, access and experience
of palliative care.

+ The review finds very little literature and research
informed by intersectionality has been published to
date.

+ The literature and research that has recognised and/
or utilised intersectionality identifies people who live
with multiple stigmatised identities are negatively
impacted in their access, utilisation and experience of
palliative care.

Implications for practice, theory or policy

« The findings of this review have highlighted pallia-
tive research informed by intersectionality can help
develop a more nuanced understanding of why some
groups access and utilise palliative care and others do
not.

o Further research is needed that considers and
respects the lived experience of people with a focus
on possible intersecting identities that may help or
hinder a person to access and receive palliative care
they need, when they need it.

Background
“If you only hear one side of the story, you have no under-
standing at all” Chinua Achebe.

Access to high quality palliative care is recognised as
a human right [1-3]. However, clear disparities exist to
palliative care access, utilisation and experience [4, 5].
Research has linked these disparities to various aspects
of a person’s social identity including their age [6], sex/
gender [6], race/ethnicity [7], area of residence [8] and
socioeconomic status [9, 10]. Additionally, emerging
evidence identifies inequalities in palliative care for peo-
ple related to their social and health circumstances. For
example, research undertaken in Aotearoa, New Zealand
identified people with a diagnosis of mental illness are
less likely to access specialist palliative care compared to
the general population [11]. Similarly, inadequate pallia-
tive care provision for people who are vulnerably housed
[12] or incarcerated [13] have also been identified as key
equity concerns. The recent COVID-19 pandemic has
further highlighted palliative care inequities experienced
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by differing socio-cultural groups [14]. Recent literature
has challenged palliative care providers to identify ways
to improve access for people by reducing structural ine-
qualities and addressing inequity [15]. Recognising root
causes of inequity, including forms of oppression will help
to develop effective strategies in reducing disparities.
Intersectionality is an innovative research approach
to explore health inequities and the influence of social
context upon individual and group disparities [16, 17].
Intersectionality was initially conceived by Kimberlé
Crenshaw to describe the exclusion of Black women
from White feminist discourse and exposed the unique
oppressive and discriminatory experiences they encoun-
tered within the legal justice system [18]. A core premise
of intersectionality is that human lives cannot be reduced
to single characteristics, or identities. Furthermore, inter-
sectionality recognises the complexity of identity cat-
egories and contests the focus of research on normative
traits rather than differences within and between identity
groups [16, 19]. This is important because identifying
with multiple socially unaccepted positions may com-
pound people’s experiences of othering, discrimination
and disadvantage [19-21]. However, intersectionality is
more than identifying the multiple identities that peo-
ple live with and how these affect health inequality on an
individual level. Intersectionality invites researchers to
gain a more comprehensive understanding of the dynam-
ics that exist between individuals and systems of power
such as racism, sexism, heterosexism and classism [18,
20, 22, 23]. These systems of power act to produce privi-
lege and oppression meaning some people and groups in
our society experience disparities in health, social and
economic outcomes [24—26]. Intersectionality provides a
way to challenge the discriminatory effects that these sys-
tems of power have on people economically, politically,
culturally, subjectively and experientially [27]. Further-
more, this attention to relational aspects of power reveals
people and groups at differing social locations may simul-
taneously experience privilege and oppression [22].
Applying intersectionality to analyse policy is one way
intersectionality has already been used in palliative care
to action social change. Hankivsky and colleagues devel-
oped an intersectionality based policy analysis (IPBA)
framework and used this to identify people and groups
who are generally not acknowledged within the pallia-
tive care policy in Canada [28]. This analysis highlighted
people living in more rural and remote areas, who are
socially isolated and/or stigmatised face greater barri-
ers to accessing palliative support. This important work
highlights the possibilities for intersectionality to trans-
form palliative policy, and invites thinking of further
applications of intersectionality to address inequity in
palliative care. However, we are currently unclear of all
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causes and drivers of inequality of underserved groups in
palliative care, given the limited research to date [29, 30].
It is here again that intersectionality can help. As Han-
cock [21] identified, intersectionality is “the best chance
for an effective diagnosis and ultimately an effective pre-
scription” (p.73). The value of intersectionality in pal-
liative care research is starting to be recognised. There
have been recent appeals in recent published literature
for more palliative care research to use an intersection-
ality approach to understand the dynamics of inequity
[31-35].

Intersectionality research can be conducted between
and across various divisions in society including at indi-
vidual (micro), community (meso) and national/global
(macro) levels [16]. Of key focus in such multi-level anal-
yses are the processes by which power and inequity are
created, maintained and resisted in relation to a person’s
intersecting identities and social location [24, 28]. In rec-
ognition of the diversity of approaches when undertaking
intersectional research, Dill and colleagues [25] identified
four actions to help identify intersectionality within stud-
ies. These are that the research:

1. Centres the lives of minoritised groups.

2. Understands and attends to the complexities of iden-
tity, including within-group differences.

3. Examines how systems of power manifest through
structures, disciplines, cultures, and interpersonal
relationships and how this impacts on people with
multiple minoritised identities.

4. Includes reflection on how the research advances
social change and strives toward social justice aims.

Aim

To identify and describe published research utilising
intersectionality in relation to need, access and experi-
ence of palliative care.

For the purpose of this review the following terms
are defined as described in previous literature [36, 37].
Access is understood as an individual’s ability (impacted
by context) to be in the position to receive healthcare.
Utilisation is the actual use of the healthcare and expe-
rience includes the actual or perceived care that has
occurred (including the stigma/discrimination they may
have experienced).

Method - scoping review

A scoping review was conducted to determine the extent
and nature of palliative care research that had identified
intersectionality. Scoping reviews are exploratory and
typically focus on identifying, characterizing and sum-
marising the evidence on a topic to identify research
gaps [38-40]. They address questions such as the
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characteristics and contexts around concepts and phe-
nomenon. The scoping review process includes defining
a clear objective, developing a protocol, conducting the
search, screening literature to ensure in meets eligibility,
extracting relevant data from the included studies and
writing up the findings [38, 39]. As is typical of scoping
reviews, the inclusion criteria were based on relevance
rather than on quality.

A search strategy was developed with support of a
University of Auckland librarian. Key search terms used
included palliative OR end-of-life OR palliative care OR
hospice OR terminal care AND intersectionality. There
was no limitation as to the date of publication. The
search was conducted in Medline, PsycINFO, CINAHL
and Google Scholar for all research published up until
31% January 2023. A manual search was also undertaken
by identifying references and research that was cited in
sourced articles.

Inclusion criteria
The inclusion criteria were:

+ Published original research articles.

+ Palliative or end of life care as the focus of study or
discussion.

+ The term intersectionality was used in the article.

+ Published in the English language.

The intent of this literature review was to identify the
extent and nature of the use of intersectionality within
palliative research to date. Importantly, when screening
for intersectionality studies, there was recognition that
some authors identify their research uses intersectional-
ity, others do not (when it is), and still others articulate
their work as using intersectionality when it does not
[41]. Early searches identified only a small number of
results. Subsequently, considerable attempts were made
to find literature that may not have explicitly identified
their research or discussion as using intersectionality, but
may have included commentary about intersectionality in
relation to their palliative care-related topic of focus and/
or findings. A hand search was also undertaken which
included reviewing reference lists to capture as many rel-
evant studies as possible. To guide decision-making on
inclusion, the authors drew on the four actions outlined
in the background to locate intersectionality within the
literature [25].

Exclusion criteria

Literature that may have used the term intersectional-
ity that did not relate to access, utilisation or experience
of palliative care were excluded. Literature reviews, grey
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literature, books, book chapters, opinion pieces and edi-
torials were also excluded.

Analysis

The following information was extracted from each
study: design of study, country and setting of study, study
samples and participant characteristics, focus area of
studies, researcher’s interpretation of Intersectionality,
investigation of intersectionality approach in studies and
findings related to intersectionality, access and experi-
ence of palliative care. This information was collected to
provide a descriptive summary of research on palliative
care using intersectionality.

An intersectionality identification framework was
developed by the authors to investigate the included
studies in order to quantify the extent intersectional-
ity was utilised in each study. The elements of intersec-
tionality were drawn from the previously identified four
actions and other intersectionality research and literature
[41-45]. The final framework focused on eight aspects of
intersectionality:

1. That the research centred the lives minoritised
groups.

2. Two or more categories of identity were included in
the research.

3. Researchers identified and clarified implied state-
ments related to categories of oppression within the
methodological approach of the study.

4. The study demonstrated understanding of the com-
plexities of identity including within group differ-
ence.

5. The study recognised and incorporated aspects of
power in relation to inequality (structural, discipli-
nary, cultural, interpersonal).

6. Intersectionality was included in all aspects of the
study (including the theoretical framework, research
question, design, data analysis and findings).

7. Researchers articulated the need for social change
and addressed how it contributes to aims of social
justice

8. Reflexive and positional activity was included within
the study

The last element was included as there is consensus
that being reflexive is key for intersectional researchers to
understand how their own power and privilege informs
their relationship with the research they are engaging
in. Identifying positionality (including privileges, identi-
ties and worldviews influence) supports researchers to
understand how they impact on the analysis, interpreta-
tion and explanation of their study participants’ lives [46,
47).
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The Critical Appraisal Skills Programme (CASP) quali-
tative checklist tools was used to appraise the quality of
the qualitative studies included in this review. The CASP
tool was chosen as it is considered to be user-friendly,
is devised for health-related research and has been
endorsed by Cochrane and the World Health Organisa-
tion for use in synthesis of qualitative evidence [48]. The
Appraisal tool for Cross-Sectional Studies (AXIS tool)
was used to assess the quality of the one cross-sectional
study that was included in this review. The AXIS tool
addresses study design, reporting quality and the risk of
bias in cross-sectional studies [49].

Findings

The Preferred Reporting Items for Systematic Reviews
and Meta-Analysis (PRISMA) was utilised as a guide to
frame the literature search (See Supplementary Mate-
rial). The initial database and manual search generated
391 titles and abstracts. After reading all of the abstracts
(and full text as necessary), ten studies met the inclusion
criteria. All literature that met the inclusion criteria are
outlined in Table 1.

Design of studies

All studies except one were qualitative and used a range
of methods including interviews (n=2), focus groups
(n=1), ethnography (n=1) and secondary analysis from
previously undertaken research (n=5). The other study
was quantitative. This study used data from a national
study to undertake multivariate analyses. The CASP
quality appraisal and AXIS tool results for the research
included in this literature review are presented in tables
(See Supplementary Material S1 and S2). All the studies
clearly stated aims for their research and utilised appro-
priate research designs to address these aims. However,
inconsistencies existed in whether the researchers artic-
ulated whether ethical issues had been attended to or if
the relationship between researcher and participants had
been considered. All included research was identified to
have made valuable contributions to understanding pal-
liative care in relation to people’s identity complexity.

Countries

The studies included in this review came from a range of
countries including USA (n=3), Canada (n=5), Nepal
(n=1) and South Africa (n=1). Whilst eight of the ten
studies are in North American countries, we recognise
that the range of countries included represent diversity
in the type, focus, provision and availability of palliative
care and services.
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Study samples and participant characteristics

The included literature addressed different groups
including Medicare beneficiaries, palliative providers,
family caregivers, Black male caregivers, people who are
LBGQTI+, people with a diagnosis of HIV/AIDs and,
what authors described as, people experiencing ‘struc-
tural vulnerability’ [50-59]. Some researchers involved
a variety of participant groups in their studies. Five of
the ten studies included participants who were patients
(actual or potential), six studies incorporated paid car-
egivers (carers or health professionals) and five studies
included unpaid caregivers (family or other support).
Despite the wide variety of people who were researched
using an intersectional approach, common topics of
power, heterogeneity of people within the health system
and barriers to palliative care were illuminated across the
studies.

Focus area of studies

Most studies focused on aspects of their participant’s
identity in relation to palliative care access and experi-
ence. Two studies explored the experiences of people
who are LGBQTI+in relation to hospice and palliative
care [50, 59]. One of these, by Baskaran and Hauser [49],
focused on an NGO care provider who provides a pal-
liative care programme for the LGBQTI+ community
in Nepal. The other focused on the lived experience of
older LGBQTI+individuals in the healthcare system in
Ontario, to highlight participant’s concerns associated
with end of life [59]. Two studies explored experiences
of people who are structurally vulnerable in relation to
palliative care [53, 57]. One study by Stajduhar and col-
leagues [57], explored issues and experiences of access-
ing palliative care for people experiencing life-limiting
illness and structural vulnerabilities. The other study
focused on the settings of healthcare provision, how they
shape access and experience of palliative care for people
who are structurally vulnerable [57]. Hutson explored the
health access and end of life concerns for people living
with HIV/AIDS in Appalachia, USA [55]. Several studies
focused on the intersection of gender and other identities
in relation to palliative care [51, 58]. One of these exam-
ined the intersectional impact of race and gender on care
quality at the end of life [58]. The other by Dworzanow-
ski-Venter [51], focused on the intersection of gendered
work norms and class status. This research explored how
class and social norms shape the masculine identities
of black males working in the feminized role of health
caregiver in South Africa. Other studies also explored
caregiving in relation to palliative care [52, 54, 56]. One
investigated how frontline palliative care providers
understand diversity of family caregivers and how this
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shapes their end-of-life caregiving experience in Canada
[52]. Another study focused on socio-environmental fac-
tors, and how they facilitate family palliative caregivers’
capacities for resilience in the home setting [54]. Liu and
colleagues [55] explored the differences in caregiving
burdens for people with dementia across the intersec-
tionality of race and gender.

Interpretation of Intersectionality

See Table 1 for a full articulation of how each researcher
defined and/or interpreted intersectionality in connec-
tion with their study. Researchers understood intersec-
tionality to be either a theory [53, 58], a framework [56],
a lens of understanding [54, 57], an analytical tool [51],
or an approach [52]. Three of the studies did not define
intersectionality explicitly [50, 55, 59] with two of these
only using intersectionality within findings. Hutson rec-
ognised intersectionality related to a participant’s lived
experience related to the multiple oppressions that they
had experienced during their lifetime [55]. Baskaran and
Hauser identified intersectionality as a theme within
findings which acknowledged the lived experience for
people living with multiple, simultaneously oppressive
identities [50].

Investigation of intersectionality approach in studies

How each researcher utilised intersectionality in their
study has been compiled in the intersectionality identifi-
cation framework (see Table 2).

There was difference across the studies regarding the
extent to which researchers integrated intersectionality.
The studies by Dworzanowski-Venter [51] and Liu and
colleagues [53] utilised intersectionality as a theoretical
framework underpinning the study and it was integrated
into the research question, design, analysis, findings and
discussion. Suntai and associates [58] used also used
intersectionality as a theoretical framework underpin-
ning their quantitative study. They employed univariate,
bivariate and multivariate analyses to uncover inter-
sectional interactions between race, gender and qual-
ity end of life care. The three studies by Giesbrecht and
colleagues were secondary analyses of larger data sets
where intersectionality was not part of the original objec-
tive [52—54]. All applied intersectionality in the analysis
phase. Stajduhar and colleagues [57] utilised intersec-
tionality as underpinning their definition of structural
vulnerability and in the analysis to explain the complex
interactions between social difference and identity. Three
of the ten research studies identified intersectionality
only as a theme or aspect in the findings or discussion
[50, 55, 59].
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Findings related to intersectionality, access and experience
of palliative care

There was wide recognition across the studies that pallia-
tive care services and health systems (across and within
different countries) are complex, siloed and often diffi-
cult to navigate. Services often do not easily cater to the
heterogeneity of people that they aim to serve, especially
when people ‘do not fit’ societies’ norms or expectations.
Several studies identified that the experience of multiple
intersecting stigmatised identities for people is linked
with differing kinds of struggles in life and results in often
diverse end of life needs and preferences [50, 53, 57].
Being different and having differing needs to the norma-
tive stereotypes of a patient can cause people to become
‘invisible’ to the health system [53, 57, 59]. Moreover,
identities outside the norm may not be openly acknowl-
edged, welcomed or advocated for by health profession-
als [50, 53, 55, 57, 58]. Subsequent fear of discrimination,
being judged around lifestyle and associated lowered self-
worth leads people to avoid seeking care [53, 55, 59]. This
alongside with structural/system stigma means options
for accessing and receiving palliative care for these people
become limited [53, 57]. For example, two studies identi-
fied that palliative care services were often discontinued
for people when they or their contexts were deemed
‘risky’ [53, 57]. Stajduhar and colleagues [52] recognised
that social services often then attempted to fill the health
system care provision gaps when care was denied. This
often involves working outside policy and practicing cov-
ertly to ensure care needs are met.

Perceived norms of roles also influence palliative car-
egiving capacity and ability to receive support. Whilst
women are more likely to take on the caregiver role [52,
56], societal assumptions about gender and the feminized
role of caregiving do not reflect the diversity of caregivers
[51, 52, 56]. Dworzanowski-Venter [51] found paid male
caregivers faced social stigma for performing work most
often associated with women, in contrast the status of
professional insulated male oncology nurses in her study
from being ‘forgotten men’ within society. The studies
revealed family palliative caregivers live with identity
complexity with intersections of age, gender, ethnicity,
family contexts, employment status and socio-economic
status [52, 54, 56]. Furthermore, a person’s intersecting
identities and social location led to wide variety of car-
egiving experiences and its consequences, including resil-
ience, burden and burnout, economic and health inequity
[52, 54, 56]. The family caregiver role led to financial bur-
den for many. Giesbrecht and colleagues [52] identified
that women family caregivers were often ineligible for
government financial support, as they were often stay at
home parents or working part-time. In contrast, Liu and
colleagues [56] found black male caregivers are more
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likely to experience greater financial burden compared to
white female caregivers.

A person’s living environment and socioeconomic sta-
tus were shown to impact on access and provision of
palliative care. Safe and secure homes situated in urban
locations increase the ability to be able to access and
receive palliative care [52-54, 57]. People with lower
socio-economic status who in rural areas find it more dif-
ficult to access resources that are needed to provide care
for someone at home, such as equipment, medication,
formal respite and home care support [52—54]. Reduced
resources and access to support often results in the ces-
sation of palliative care community services [52, 57],
leaving no option for care apart from the hospital envi-
ronment [52].

Power and status were strong aspects across the stud-
ies in relation to access, utilisation and experience of
palliative care. Marked power differences were identi-
fied across the studies between palliative clinicians and
patients [53], between clinicians and caregivers [51] and
between palliative care settings and patients [53]. The
professional power and status that clinicians hold was
a stark contrast to the experience of powerlessness for
patients who had experienced discrimination related to
their intersecting identities across their lifetime [53, 59].
People experiencing overlapping forms of oppression
and associated powerlessness, often experience social
pressure to conform to normative society constructs of
‘patients’ in healthcare settings [55]. This in turn nega-
tively impacts on their confidence to ask questions,
disclose and receive information and ultimately have
end-of-life care needs and preferences met [53, 59].

Discussion

Intersectionality is a widely accepted theory [44, 60] and
has been identified as an important focus for reducing
inequities in access to palliative care [26]. However, this
scoping review identified only ten research studies which
have adopted an intersectionality approach to date.
Researchers and theorists agree there is limited guidance
to integrate intersectionality into research [57], which
may be one of the reasons for the limited utilisation of
intersectionality in palliative care research. The stud-
ies included in this review demonstrate there are vari-
ous ways to integrate intersectionality in both qualitative
and quantitative methods. Moreover, they highlight the
value that intersectionality can add to understanding the
effects of multiple stigmatised identities on access to and
receipt of palliative care.

The findings of this review reveal the stark contrast
between the aims of palliative care to provide care for all
who need it and the lived experience of people that do
not fit the expected identity (or attributes) of a ‘typical
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palliative care patient’ [4, 34, 35]. It is clear that peo-
ple who have intersecting identities encounter stigma,
discrimination and exclusion from much needed care
when facing a life-limiting diagnosis. People ‘tainted’ by
assumptions associated with their ascribed identities
(including a diagnosis they may have, a role they have
taken on or a situation they are in) means they may expe-
rience barriers to, or even exclusion from needed care at
the end of their life. Focusing on uniform groups does not
address the continued stereotyping, stigma and discrimi-
nation that people who are considered to be outside the
norm experience. The egalitarian perspective of the palli-
ative approach, that all have access to the same resources,
has meant the responsibility to access and engage in care
is placed on the individual. The wider characteristics of
a person and contexts are not been widely recognised
to act as barriers [4, 34]. This is a social injustice which
needs to be addressed. Further research is needed that
considers and respects the lived experience of people
with a focus on possible intersecting identities that may
help or hinder a person to access and receive the pallia-
tive care they need, when they need it.

Strengths and limitations

As far as we are aware, this scoping review is the first to
explore palliative care published research that has used
an intersectionality approach. A strength of this review
is the differing foci of research undertaken as well as the
variety of people and groups studied using an intersec-
tional approach. The qualitative design utilised in most
of the studies enabled deep exploration and gathering of
rich information of lived experience. Despite the variety
of participants and focus of studies, common themes
across the research were identified. These included the
diversity of people within the health system, power dif-
ferences between healthcare providers and recipients of
care and barriers to palliative care.

There are limitations to this review which relate to the
extent and quality of the existing evidence base. Only
ten published studies were included, nine of which were
qualitative and one study was quantitative.. Whilst inter-
sectionality as a frame of thinking is not new, the utili-
sation as a research approach means no research was
undertaken prior to 2012 with respect to palliative care.
It is clear that more research using an intersectionality
approach is needed when exploring palliative care and
particularly inequitable access and reception of care.

Findings of this literature review should be interpreted
cautiously, in view of the methodological and contex-
tual heterogeneity of included studies, which posed
some challenges for analysis, summarising findings and
discussion.
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