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Abstract

Background: Lesbian, gay, bisexual, transgender, and queer/questioning (LGBTQ+) individuals
experience discrimination throughout the care continuum, including during serious illness and at
end of life. High-quality palliative care requires that health professionals deliver individualized
services that reflect the needs, experiences, and preferences of LGBTQ+ persons.

Aim: To identify and appraise existing evidence related to the needs, experiences, and preferences
for palliative and end of life care among LGBTQ+ individuals with serious illness.

Design: Data-based convergent synthesis design reported per the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses guidelines.
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Data sources: PubMed, Embase, Cochrane CENTRAL, PsycINFO, CINAHL, and Scopus from
January 1, 2010 to November 6, 2020.

Results: Of 4875 results captured, 69 articles underwent full-text review and 13 were retained
for analysis. Most studies were from North America with trans individuals represented in 10 of

13 studies. Needs (/7= 6) included increased social support, institutional safety, economic and
legal supports, and advocacy to mitigate health barriers.Experiences (n= 12) were driven by

fear and worry associated with discrimination/stigma,providers’ hetero-/cisnormative assumptions,
homophobia and transphobia, social isolation, and an undignified death. Preferences (1= 6)
pertained to inclusion of chosen families in decision-making, disclosure of LGBTQ+ identity
based on safety of the clinical environment, and a desire to maintain autonomy.

Conclusions: The robustness of the science has improved regarding the needs, experiences,
and preferences of trans individuals. Actionable, inclusive policies coupled with sustained and
integrated cultural sensitivity training for health workers are mandatory. Interventional research is
critical to enhance tailored palliative care for LGBTQ+ people and their chosen families.

Keywords

Sexual and gender minorities; bisexuality; palliative care; palliative medicine; hospices; terminal
care; terminally ill; death; critical illness; catastrophic illness

Background and rationale

The inequities experienced by people with minoritized sexual and gender identities, such

as leshian, gay, bisexual, transgender (trans), and queer/questioning (LGBTQ+) individuals,
span multiple domains.1=* Health research demonstrates that LGBTQ+ people have higher
risks of several life-limiting and life-threatening conditions when compared to the general
population,?-8 including but not limited to cardiovascular disease’8 and cancers.%10
Disproportionate adverse biological outcomes are empirically linked back to minority
stress.11

To ensure person-centered care and promote value concordant decision-making, palliative
care teams should understand what and who is important to the individual receiving care.12
Identification of persons’ social support is important as it may come from outside biological
families of origin (e.g. families of choice).>13 Consideration of an individual’s sexual and
interpersonal wellbeing and respect for their gender identity are components of holistic
care.1* However, heteronormative and cisnormative biases (both conscious and unconscious)
may lead to this aspect of care being overlooked for LGBTQ+ people.® Older LGBTQ+
individuals report a fear of being open about their sexual orientation, 1516 while trans people
face additional concerns about receiving care appropriate to and respectful of their gender
identity during life and after death.1® Trans individuals are also less likely than LGB people
to engage in end of life planning such as willwriting or appointing a healthcare proxy.1’

Among LGBTQ+ people, discriminatory experiences, as well as the fear of bias, can
negatively impact access to services and the provision of adequate care.818-20 For
example, during the COVID-19 pandemic, LGBTQ+ people reported significantly lower
use of telehealth for mental healthcare, lower rates of primary healthcare provider
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access, and overall lower well-being when compared to non-LGBTQ+ individuals.21-23
LGBTQ+ people may fear or experience heteronormativity, cisnormativity, oppression,
and/or discrimination1516 in residential care settings by staff. Home-based care may be

feel unsafe if LGBTQ+ people are unsure of their health provider’s attitudes toward their
identities.24 These factors may lead to an avoidance of planning for such transitions and, in
turn, exacerbate the challenges LGBTQ+ individuals may face in old age and/or at end of
life. LGBTQ+ persons’ spouses or partners may face disenfranchised grief as their loss may
be ignored, minimized, or demeaned by others,.16.24

A 2012 systematic review highlighted the needs, experiences, and preferences of LGBTQ+
people in the context of end of life and palliative care.1® A subsequent scoping review
identified barriers to quality palliative care for LGBTQ+ people with cancer.2> Given the
urgent challenge of developing evidence-based responses to meet the needs of LGBTQ+
people with life-limiting and life-threatening illness, we performed an update to the 2012
review (Harding, Epiphaniou and Chidgey-Clark, 2012) to identify and appraise existing
evidence for the needs, experiences, and preferences of LGBTQ+ individuals with serious
illness. The implications of this review are critical to guide future research, policy, health
education, and measurable improvements in clinical practice for LGBTQ+ people and their
chosen families.

We sought to systematically synthesize the quantitative and qualitative literature to update a
previous systematic review on this topicl® and answer the following questions: (1) what are
the palliative and end of life needs of LGBTQ+ individuals with serious illness, (2) what are
the palliative and end of life experiences of LGBTQ+ individuals with serious illness, and
(3) what are the palliative and end of life preferences of LGBTQ+ individuals with serious
illness.

Review design

We conducted an integrated convergent synthesis review, specifically following a data-
based convergent synthesis design.2® This design allowed for concurrent analysis of both
qualitative and quantitative evidence using the same synthesis method and allowed us to
broadly describe individual studies while also grouping main findings in response to the
research questions (e.g. needs, experiences, preferences).26 Our protocol is registered in the
International Prospective Register of Systematic Reviews (PROSPERO; CRD42020218305).
All procedures adhered to the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines.2’

Search strategy and data sources

Six databases were selected: PubMed (via National Library of Medicine’s PubMed.gov),
Embase (via Elsevier’s Embase.com), Cochrane Central Register of Controlled Trials/
Cochrane CENTRAL (via Wiley’s Cochrane Library), PsycINFO (via Ovid), Cumulative
Index to Nursing and Allied Health Literature (via EBSCQ), and Scopus (via Elsevier). The
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search strategy was developed in PubMed by a research informationist (KG) in collaboration
with the research team using Medical Subject Headings (MeSH) and keywords for two
concepts: Sexual and Gender Minorities and Palliative Care. Concepts were combined

with the Boolean AND operator, and restrictions were added for English language and
publication dates in or after 2010, the year when the data from the last systematic review
was captured. The Cochrane Handbook filter was used to exclude animal-only studies.?8

A second research informationist performed a Peer Review of Electronic Search Strategies
(PRESS), and edits were implemented.2® The search strategy was then translated to the
other databases using available filters and controlled vocabulary. For a complete strategy, see
the accompanying PubMed search displayed in Supplemental Material. The databases were
searched on November 6, 2020. Results were entered in Covidence, a web-based software
platform for systematic review development that includes the deduplication of uploaded
records.30

Selection strategy

Table 1 provides inclusion and exclusion criteria. Studies of any design were considered
eligible for inclusion if they focused on the palliative care and/or end of life care needs,
experiences, or preferences of LGBTQ+ individuals who were receiving palliative care
and/or had a serious illness. This review is aligned with the following definition of serious
illness: “Serious illness carries a high risk of mortality, negatively impacts quality of life
and daily function, and/or is burdensome in symptoms, treatments or caregiver stress. This
includes conditions not advanced or high dependency/low function that carry a degree of
clinical uncertainty.”31:32 Needs, experiences, and preferences in the palliative context were
based on the previous approach by Harding et al.1® in their 2012 systematic review on

this topic and operationalized by psychosocial, physical, or cultural needs; interpersonal,
institutional, or health or social care experiences; and preferences for care delivery,
individual and chosen family communication, care plan logistics, and sexual orientation
and gender identity disclosure.

Studies that included caregiver or bereavement experiences were only included if they

also included the perspective of LGBTQ+ individuals receiving palliative care or with

a chronic illness. Those that evaluated needs, experiences, and preferences of LGBTQ+
individuals retrospectively from the perspective of family or caregivers were excluded, as
were studies that did not disaggregate LGBTQ+ from heterosexual or cisgender participants.
Additionally, those that focused on hypothetical fears about end of life or advance care
planning were excluded if they did not include participants who had a serious illness.
Studies not available in English, case studies, editorials, conference abstracts, reviews,
chapters, and active clinical trial abstracts were excluded.

Screening process

After duplicates were removed, titles and abstracts were reviewed by two independent
reviewers for initial eligibility. When necessary, discrepancies were discussed with the first
(WER) and second (KER) author. Each article selected for full-text review was reviewed
for inclusion criteria by two independent reviewers. Excluded studies were also assigned a
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reason for exclusion. Discrepancies in inclusion and reasons for exclusion were discussed
with the first (WER) and second (KER) author.

Data extraction

Following full-text review, we extracted pre-specified information from the final set of
studies that remained for inclusion in the systematic review using a spreadsheet template
developed for previous systematic reviews33-3% (see Table 2 for study information categories
extracted).

Data synthesis and analysis

Extracted information was then synthesized by the first (WER) and second (KER) authors
to produce descriptive information characterizing the studies (e.g. method, participant
demographics), as well as themes: needs, experiences, and preferences. These themes were
selected so findings were in line with those from Harding et al.1® Each study was discussed
by the first (WER) and second (KER) author and findings were categorized by these three
themes based on consensus.

Quality appraisal

Results

Search yield

To assess methodological quality of studies that met eligibility criteria, we used a modified
version of the Downs and Black study quality checklist3® given our inclusion of both
qualitative and quantitative papers, as well as intervention trials and exploratory studies. The
checklist evaluated five fields with a “yes/no” response: (1) study aim/hypothesis/objective
clearly stated; (2) main outcomes to be measured clearly described in introduction or
methods section; (3) patient characteristics clearly described; (4) main findings clearly
described; (5) sampling strategy/recruitment plan clearly described. Qualitative studies were
also evaluated for their use of reflexivity around social location and personal experiences
and beliefs, a common approach to identifying and reducing bias in qualitative analysis and
interpretation.37

The search strategy yielded 4875 records. After 2103 duplicates were removed, a total of
2772 records were uploaded for screening. Of these, 69 articles underwent full-text review
and 13 studies met the inclusion criteria and were retained for analysis. A PRISMA Flow
Diagram (Figure 1) shows the number at each stage: Identification, Screening, Eligibility,
and Included.2’ All 13 studies reviewed (100%) satisfied all five study quality indicators;
one article (8%) had previously published their recruitment and sampling approach in a
separate manuscript.38 Five of the seven qualitative studies explicitly included a reflexivity
statement and efforts to reduce research bias.3%-43

Origin of data and study designs

Reported data were collected from Canada (/7= 5),3841-44 United States (7= 5),4549 UK (n
=2),39.50 and Zimbabwe (7= 1).40 There was a total of two quantitative studies,*44° seven
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qualitative studies,38-43.50. four mixed methods,*6-4° with three being secondary analyses of
a larger mixed methods survey.4”-4% Of note, the mixed methods survey respondents were
predominantly from the United States (81%), but included respondents from a total of 24
countries.

Study populations

Studies described LGBTQ+ identities within samples using different parameters. Two
papers recruited men who have sex with men,3945 seven recruited LGB, LGBT, or LGBTI
samples,38.40-42.44.46.50, four papers focused on participants of all sexualities and gender
identities.4347-49 Few studies specified participant sex traits (e.g. intersex),4%:50 included a
broader range of gender identities (e.g. genderqueer, trans-blended),*24° or captured sexual
orientation identities beyond LGB and heterosexual (e.g. pansexual, asexual).’

Several serious and/or chronic conditions were included in study samples. Two papers
focused on men with HIV.3945 Three studies included HIV among other cancer and
non-cancer diagnoses, such as multiple sclerosis, renal failure, lung disease, neurological
conditions, stroke, or mental health or substance use disorders.#246:50 Five studies included
participants with one or more nonspecified chronic health conditions or life-limiting
ilinesses38:40.41.43:44, three papers included participants who had a chronic illness or
disability (nonspecified).#”=49 A summary of the studies can be found in Table 2.

Needs (N =6 studies)

Palliative and end of life care needs were emphasized throughout many of the
studies.38:41-4346.50 | ack of consistent social support and economic stability,41:43:46.50 5
well as supportive institutional environments38:42 created the context for many expressed
needs. The need for varying types of safety and policy protections through advocacy was
explicit.4!

In Bristowe et al.’s study, LGBTQ+ participants reported that there may be additional
and/or different considerations related to person-centered care needs when compared to
heterosexual and cisgender populations, such as social support structures and additional
legal concerns.>? Data from several studies reflected a need for social support through
solidarity within a given LGBTQ+ group and the need for a close support person and/or
caregiver within a social network of chosen family and community connections.#1:4346
Social and institutional factors—such as seeking LGBTQ+ only versus mixed population
nursing homes; lack of intergenerational contact; economic, housing, and food insecurity;
and trans individuals expressing the need to be self-reliant due to a lack of community—all
informed needs for additional social support.41:43

Study participants communicated worry about dependence, informing a heightened need for
self-sufficiency and increased coping skills, such as finding comfort in spirituality.#246 A
study by de Vries et al. also showed that even in the context of supportive community,
participants often avoided discussions about end of life or felt shameful in sharing the full
burden of their intimate physical needs with friends or family.*! The same participants
acknowledged not knowing who to speak with about end of life issues, a “need for a

Palliat Med. Author manuscript; available in PMC 2023 May 10.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Rosa et al.

Page 7

catalyst” to broach uncomfortable conversations, and the need to find the right language to
fully address issues of concern.#1

Some studies spoke to the need for an increased sense of safety in institutions and
throughout service delivery.3842 There was a need to see LGBTQ+friendly symbols (e.g.
pride flags) within health systems that indicated safety,*2 as well as a need for a moderating
presence on virtual or internet support platforms to promote a sense of emotional safety.38
In addition to physical safety markers, a study that explored the perspectives of sexual and
gender minoritized adults about their fears and hopes for end of life highlighted the need for
affirming care to prevent social isolation and feared discrimination and stigmatization at the
end of life.42

Pang et al. described unique considerations about trans participant needs.*3 Trans individuals
who transitioned later in life expressed the need to make up for lost time that was
exacerbated by older age and chronic illness.#3 This study also emphasized that mitigating
everyday concerns of trans marginalization and discrimination (immediate needs) often
prevented these participants from preparing for end of life and advance care planning

(future needs).*3 Additional studies that focused on trans individuals’ needs echoed the
unique considerations at the intersection of being trans, older, economically insecure, and
unprepared for end of life decision-making, all underscoring the need for additional health
worker cultural sensitivity and communication training.47-49

Finally, one study’s findings specified the need for advocacy through political action,
community education (e.g. of younger populations), and advocacy to address health service
inequities, enhance safety for LGBTQ+ people during healthcare interactions, and mobilize
social change.*!

Experiences (N =12 studies)

A diverse range of experiences of LGBTQ+ persons in the context of palliative and

end of life care were described throughout the studies.38-45:47-50 Experiences regarding
institutional and service barriers and stressors,143:50 as well as fears and worries

about encountering discriminatory and/or harmful behaviors from health workers were
explicit.404247-49 Studies described differences in experiences across LGBTQ+ identities
(e.g. LGB as opposed to trans) and for individuals with minoritized intersectional
identities,48:49

In a study of men who have sex with men positive for HIV,%> there was a strong correlation
between an early outpatient palliative care approach (e.g. not reserved for end-of-life) and
increased quality of life, although these study findings were potentially confounded by the
once-daily HIV treatment introduced during the same measurement period. In Catalan et
al.’s qualitative study,3° the impact of changes to HIV treatment was also noted. A sample
consisting of 26% men who have sex with men talked about how perceptions and attitudes
toward death had shifted over time with the introduction of HIV antiretroviral medications.3°
Gay men with HIV in the sample shared that frequent exposure to high numbers of poor-
quality deaths was both traumatic and angering. Many had lost their peer groups due to HIV
and some preferred to have their feelings related to death “locked away in a sense.”3%
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Bristowe et al. described a number of experiences among LGBTQ+ persons, including
service level or interactional barriers/stressors (e.g. heteronormative assumptions and
homophobic/transphobic behaviors), invisible barriers/stressors (e.g. historical context of
criminalization/pathology, fears, and experiences of discrimination), and prior experiences
of discrimination or violence in response to sexual/gender identity disclosure that informed
future social interactions. Fears of discrimination were notably exacerbated with medical
frailty.50

These findings reflect Pang et al.’s*3 and Kortes-Miller et al.’s*? studies that emphasized
trans experiences of social isolation, disconnection from the broader LGB communities,
and mixed experiences/perceptions of health systems (e.g. concern about institutionalized
living/treatment, misgendering, and vulnerability in the context of diminished capacity).

de Vries et al. led a qualitative study with older LGBTQ+ adults regarding end of

life preparations with four overarching themes that described their experiences.*! First,
motivators and obstacles related to documentation issues and interpersonal factors were
identified as informing end of life conversations. Second, there were several varied
relationship concerns regarding families of choice and families of origin, experiences of
social isolation, and viewing of trust and honesty as a challenge in relationships, particularly
within the trans community. Third, experiences of a fractured LGBTQ+ community,
historical influence of HIV/AIDS, and financial instability informed end of life preparations.
Finally, several service and health barriers and institutional concerns directly impacted the
experiences related to chronic illness in this sample.

Experiences, worries, and fears of discrimination and stigma were common. One leshian
participant in a study by Hunt et al. described not having symptoms adequately addressed
and fears of an undignified death.%0 Of 384 trans or gender non-conforming participants

in a paper by Walker et al. only 12.8% expressed “100% confidence” that they would be
treated with dignity and respect by healthcare professionals as they aged; 13.3% endorsed
“no confidence”; most reported having “a little confidence” (18.8%), “a moderate amount of
confidence” (24.2%), or “a good amount of confidence” (22.9%); and 8.1% said they were
unsure how much confidence they had in healthcare professionals.

There were varied experiences in preparing for end of life and advance care planning.
Witten’s analysis of trans adults with a chronic illness showed that the population was
poorly prepared for many of the legal concerns related to end of life, with only 42.6%
making preferences known through a will and 30.9% through a durable power of attorney.48
Another study found that LGBTQ+ persons in a partnered relationship were more likely to
have completed advance care planning documents and participated in advance care planning
discussions, while those with children were less likely to have completed documents.** In
this sample, most participants were single and lived alone, trans participants were more
likely to have children, and about 50% of all participants reported having chosen family.

Witten’s study on the intersection of aging, bisexual identity, and trans identity showed
a statistically significant higher prevalence of trans bisexual respondents with both a
chronic illness and a disability when compared to trans leshian participants, “supporting
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the argument that there are multiple complex subgroups within the global trans-identified
population.”49

(N =6 studies)

LGBTQ+ individuals had a diverse set of preferences for disclosure and exploration of their
sexual and gender identity based on their own personal and historical experiences,>? and
dependent on their circumstances and stigma.?! Some preferred the involvement of their
family of origin even if challenging and despite a fear of ultimately being abandoned,**
while others made explicit a preference for partners to be acknowledged and included

in critical health discussions.®? de Vries and colleagues found that some older LGBTQ+
Canadian adults had a preference to not be seen or remembered as ill by friends.*!

A study by Kortes-Miller et al. showed that LGBTQ+ older adults endorsed a desire to make
decisions and maintain their quality of life, as well as a desire to be cared for in safe and
inclusive environments.42

Pang et al.’s findings highlighted preferences of trans older adults in particular and showed
some were focused on dealing with the “day-to-day” challenges of caring for oneself while
simultaneously coping with a chronic medical condition and/or economic instability. Those
who were gender transitioning late in life expressed a preference to prioritize transitioning-
related concerns over age-related and/or end of life issues.*3 Some trans participants
expressed a preference for suicide over a loss of functional independence or autonomy
and/or due to fear of mistreatment in health settings.#849 In a survey of 1963 trans adults,
the minority of those with a chronic illness had a will or a durable power of attorney (42.6%
and 30.9% respectively).8

Discussion

In this systematic review, we identified and appraised evidence that described the palliative
care and end of life needs, experiences, and preferences of LGBTQ+ individuals with a
serious illness. Notably, representation of trans individuals in the literature has increased
substantially since Harding et al. published the first systematic review on this topic.19

In fact, the 2012 review reported that no papers met inclusion criteria specific to trans
individuals. Most of the papers in this review described gender identity in addition to

sexual orientation for study participants and the majority reported findings specific to trans
persons.38:40-44.47-50 geveral papers provided additional specificity in assessing LGBTQ+
identities and/or sex traits either through open-ended questions or survey options during data
collection (e.g. two-spirit, gender non-conforming, asexual, etc.).40:42.47,49,50

Overall, palliative and end of life needs of LGBTQ+ participants in the studies focused

on social support, institutional safety, economic and legal supports throughout the care
continuum, and advocacy in the community, in health and social care settings, and in

policy to address health access barriers and make tangible steps toward more inclusive
care.3841-43,46,50 Many of the experiences captured in the literature were characterized by
fear and worry largely associated with a pervasive culture of discrimination and stigma, the
heteronormative and cisnormative assumptions of health workers, being on the receiving end
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of homophobic and transphobic behaviors, social isolation which worsened in the context
of aging, losing autonomy, or being trans, and concerns about confronting an undignified
death.38-45.47-50 The preferences of LGBTQ+ individuals pertained to the inclusion of
chosen families in decision-making and care planning, disclosure of their sexual orientation
and/or gender if clinical environments were perceived as safe, and a strong desire to
maintain functional independence and agency.#1-43:48-50

Many study participants reported either anticipated or actual bias, discrimination, or
mistreatment from healthcare professionals.#0-43:47-50 Fear and worry about discrimination
reflects the pervasive structural and interpersonal stressors experienced by LGBTQ+
individuals described in the literature.4711.17-20.2551 |ndeed, one recent survey of 865
hospice professionals found that 23.7% and 21.3% had witnessed inadequate or abusive care
of LGB and trans individuals respectively.52 However, fear of mistreatment also reflect the
lack of concrete and measurable efforts by the larger palliative care field to communicate
and advocate a message of inclusive care. Many study participants in the studies reviewed
expressed a lack of confidence that they would be treated with dignity and respect as they
lost functional independence, agency, and autonomy.40:47.48

Although not part of this current systematic review, the needs, experiences, and preferences
of LGBTQ+ individuals’ chosen family members also require further exploration and
interventions to promote inclusive care. Specifically, policies are needed to mitigate
marginalizing treatment, ensure consequences for health workers who demonstrate
discriminatory behaviors, actively dismantle heteronormative and cisnormative assumptions
about family relationships and dynamics, and respectfully and consistently engage chosen
family in decision-making and end-of-life care planning.5%-53 The bereavement of LGBTQ+
individuals’ partners is affected by the acknowledgment of their relationship during life and
the time surrounding death, potential legal and financial challenges, LGBTQ+ targeted bias,
and stigma associated with the negative legacy of HIV and AIDS.5!

This review illustrates improved recognition that the LGBTQ+ community is not a

monolith as evidenced by increased visibility of trans and other underrepresented LGBTQ+
groups in the scientific discourse, which has been reflected in other literature syntheses.>
Nevertheless, the unique social needs, experiences, and preferences among other gender
non-conforming individuals (e.g. gender non-binary, gender fluid, gender queer) with
serious illness remain under-researched compared to those of LGB people and need further
exploration.®? In fact, study findings suggested that trans individuals often feel isolated from
the broader LGB community.#1:43 The needs, experiences, and preferences of these groups
will additionally vary significantly based on intersectional identities (e.g. racialized and
LGBTQ+ identities),>>%6 personal, generational, and historical experiences,®® and social and
political determinants of health,>7-58 as well as the ability of health professionals to provide
person-centered care for LGBTQ+ individuals through enhanced knowledge and empathic
communication,50:59

The needs for change in the field are two-fold: (1) institutional policies should be in place
to substantively address overt instances of discrimination and abuse and (2) inclusive care
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practices promoting dignity of all LGBTQ+ care recipients and chosen families must be
more widely implemented. Effective anti-discrimination policies and inclusive environments
and practice can create a safe space for LGBTQ+ people to disclose sexual orientation and
gender identities, leading to holistic, person-centered care for individuals and groups across
the sexual orientation and gender identity spectrum.24:60.61

Health systems and health professionals across disciplines need to assume accountability
for creating cultures that promote person-centered and holistic palliative care. Safety

and support for the needs, experiences, and preferences of LGBTQ+ persons must be
pervasive, consistent, and go beyond performativity. In other words, displaying symbols
that denote environmental safety (e.g. a rainbow flag) without an accompanying culture
shift of inclusivity is insufficient and potentially harmful. Such changes have the potential
to alleviate fears and worries regarding discrimination, as well as engender trust between
LGBTQ+ persons, health professionals, and health care systems during the inherently
vulnerable experiences inherent to serious illness and end of life.

Addressing the social and political determinants of health through advocacy efforts can
effect change at the policy level to protect the welfare and wellbeing of LGBTQ+ persons
who may be socially isolated or economically insecure. For example, in 2016 the American
Department of Health and Human Services announced Section 1557 of the Affordable
Care Act, which offers a level of protection against discrimination on the basis of several
characteristics including gender identity, intersex status, and sexual orientation.52 The 2019
US Equality Act strengthens this further, but LGBTQ+ people are still at risk of being
denied access to several services, including health care facilities and nursing homes in over
half of US states.53:64 In the UK, the Equality Act 2010%° protects from discrimination

on the basis of multiple characteristics including sexual orientation, gender reassignment,
and gender identity. The related public sector Equality Duty (section 149) requires public
authorities show due regard for advancing equality between people who share protected
characteristics and those who do not, and the elimination of discrimination, harassment,
and victimization based on the same characteristics. The 2011 report from the American
Joint Commission Institute of Healthcare Improvement focused on advancing effective
communication, cultural competence, and person-centered care for LGBTQ+ individuals
and groups and encouraged accredited hospitals to develop related LGBTQ+-inclusive
processes and policies.8 LGBTQ+-specific guidance for end of life care was also developed
by the independent regulators of health and social care in the UK.67 However, there is
much work to be done to promote widespread adoption and implementation of such policy
changes, particularly given the evidence in our review that continues to show fears and
worries related to discrimination.

There are several research implications. First, there is a critical need for large-scale studies
that explore the palliative and end of life needs, experiences, and preferences of all
LGBTQ+ groups, as well as their chosen families, from time of diagnosis with a serious
illness to bereavement (i.e. the entire spectrum of palliative care). Most of the studies in
this review were qualitative and exploratory in nature, providing rich data despite limited
sample sizes. Although these exploratory investigations advance the field, there is also a
need for more investment in research funding that will support multilevel interventional
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studies to make changes in the system at large.5® Additional needs will include an educated
and diverse research team, including members of LGBTQ+ groups, a focus on participant
safety and trust building, and both community-based participatory research and participatory
action research approaches to engage LGBTQ+ stakeholders and promote change through
improved LGBTQ+-informed designs.

Next, rigorous investigations that explore the needs, preferences, and experiences of diverse
subsets of the LGBTQ+ community (e.g. LGB, trans and gender non-conforming, queer/
questioning, asexual), while recognizing the inherent differences among LGBTQ+ groups,
is essential. Research that explores the intersectional burden of stressors related to having
multiple minoritized identities experienced by individuals who identify as both LGBTQ+
and/or a member of other marginalized group (e.g. race, culture, ethnicity, socioeconomic
status) is key to ensuring representation in research and, ultimately, equitable care. This
goal will also become increasingly possible as health systems continue to create and
strengthen accurate and respectful sexual orientation and gender identity (SOGI) data
collection mechanisms. Institutional and system-level factors that prevent the acquisition
of SOGI data should also be studied and disseminated to increase scholarly awareness of
barriers to high-quality palliative care practice and research. Some studies only included
either sexual orientation (e.g. LGB) or gender (e.g. trans) minoritized identities,38 as
opposed to accounting for individuals who were members of both minoritized sexual

and gender identities (e.g. trans bisexual persons).® It will be necessary for researchers

to intentionally sample from populations with these “both/and” intersectional identities

to more rigorously describe needs, experiences, and preferences. In addition, concerted
efforts should be made to accurately document cisgender identity where appropriate as a
component of sociodemographic data collection to ensure that cisnormative assumptions are
not unintentionally perpetuated. In many of the studies included in this review, “cisgender”
was assumed or not reported where participants were not trans.3842

Finally, there is a need for additional studies that evaluate the perspectives and experiences
and knowledge of healthcare professionals from multiple disciplines and settings to quantify
and describe barriers to LGBTQ+ inclusive palliative and end of life care. These findings
would inform clinical education interventions to increase knowledge of LGBTQ+ palliative
care needs, experiences, and preferences, and enhance cultural competence for LGBTQ+
groups. Given the higher risks of several serious illnesses among LGBTQ+ populations,
and advances in law and health policy, it could be assumed that the healthcare workforce
receive appropriate training to support equitable care for LGBTQ+ people. However, other
recent studies demonstrate that culturally sensitive professional training and practice have
been inadequate and integration into medical curricula inconsistent.59-71 Furthermore, it

is unclear whether the current and often elective provision of such training is effective

in improving practice.’2 73 Regardless, many health and psychosocial care professionals
lack the knowledge and confidence in providing LGBTQ+ inclusive care.”7> The best
available evidence regarding practice recommendations should continue to be synthesized
and appraised to meet health professionals’ educational needs to best support the provision
of holistic palliative and end of life services for care recipients and chosen families in
various social contexts.52:59.76-78
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Strengths and limitations

Articles included in the final review were predominantly from Western countries with
majority White populations who were highly educated. Although these articles met
inclusion criteria, additional literature analyses should investigate and integrate findings
from palliative care and LGBTQ+ literature in languages other than English, as well

as non-empirical and grey literature that may address similar population experiences in
other unrepresented countries and cultures. Diversifying future study designs and analyses
will address potential sampling and reporting biases that limit generalizability and future
intervention design.

Our analysis focused on the palliative and end of life care needs of people with serious
illness and did not include studies exclusively focused on caregiver, partner, or family
bereavement or dyadic experiences. Members of our team have systematically appraised
LGBTQ+ partner bereavement experiences previously.>l Additional analyses should explore
the bereavement experiences of chosen families more broadly while accounting for a
common experience of disenfranchised grief among LGBTQ+ groups.2>79

During our full text review phase, there were several studies excluded that addressed
advance care planning and end of life preparations of LGBTQ+ individuals who were not
diagnosed with serious illness (e.g. well individuals). The exclusion of these articles from
the current review somewhat limits the generalizability of our current findings. However,
Witten highlighted the need to separate these groups for the purpose of this appraisal,
showing statistically significant differences between trans persons with a chronic illness and
a will compared to trans persons without a chronic illness who had a will.#8 Nevertheless,
there is growing literature on advance care planning, aging-related concerns, and end of life
preparation among LGBTQ+ persons who are not currently diagnosed with a serious illness,
which also requires systematic appraisal and further investigation.

Conclusion

Our systematic review provides the first comprehensive appraisal of the needs, experiences,
and preferences for palliative and end of life care for LGBTQ+ persons with serious
ilinesses in a decade.9 Findings demonstrate an increased focus on trans persons and

a greater understanding of the fears and worries of LGBTQ+ individuals and groups
pertaining to discriminatory behaviors and systemic barriers to care. Intervention studies
should focus on enhancing both clinical and community-based supports that will mitigate
social isolation and economic precarity for LGBTQ+people and populations. Needs,
experiences, and preferences varied across care delivery settings (e.g. hospital, home
services, long-term care) and require further investigation to ensure and enhance LGBTQ+
safety. Additional research is critical to understand the role of multiple minority stressors
on LGBTQ+ people receiving palliative and end of life care and the education needs of
multidisciplinary health workers to improve outcomes.

Demonstrable and measurable change is needed to ensure that every person—regardless
of sexual or gender identity—receives humanizing care that enhances their quality of life
while effectively and consistently alleviating serious health-related suffering in palliative
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and end of life settings. There remains a dire need to generate substantive evidence and
implement and evaluate clinical improvements that will ensure the dignified living and dying
of LGBTQ+ persons at all stages of illness accompanied by the active inclusion of their
chosen families.
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What is already known about the topic?

. LGBTQ+ individuals face social inequities that lead to decreased health
service access, increased morbidity across several illnesses, poor health and
quality-related outcomes, and disease-related mortality.

. LGBTQ+ individuals and their chosen families have specific health needs that
require appropriate, accessible, and person-centered palliative and end-of-life
services.

. Evidence-based recommendations encourage healthcare professionals to

explore the sexual and gender identities of individuals with respect, avoid
heteronormative and cisnormative assumptions, and recognize the importance
of including an individual’s partner and chosen family in decision-making and
care planning processes.

What this paper adds?

. Evidence regarding the palliative and end of life needs, experiences, and
preferences specifically for trans persons has increased substantially over the
past decade, from zero papers reported in a 2012 systematic review on this
topic to 10 papers that included trans individuals as a population demographic
in this review.

. In addition to worrying about clinician discrimination, several studies
reflected LGBTQ+ participants’ explicit concerns that they would not be
treated with dignity or die in a dignified manner aligned with personal values.
Some trans participants preferred death or suicide to a loss of functional
independence.

. Greater visibility of trans individuals in studies highlighted insufficient
services to address the social, legal, and ethical domains of palliative care
for these groups (e.g. housing, economic instability, long-term care needs).
Trans participants felt at increased risk for social isolation and disconnection
from the broader lesbian, gay, and bisexual community.

Implications for practice, theory, or policy

. Cultural humility training is essential alongside actionable policy changes
to ensure respectful collection of data and create care environments that are
safe for LGBTQ+ persons and chosen families to disclose identities and
relationships.

. Large-scale studies are needed that ensure a diverse representation of
individuals across the LGBTQ+ spectrum and include the perspectives
of multidisciplinary health professionals to identify systemic barriers and
promote inclusive LGBTQ+ palliative and end of life care.

. Intersectional identities—including among people with both minoritized
sexual and gender identities—should be assessed throughout clinical
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medical illness (n =30)
Review, chapter, or
commentary (n =9)
Focused on caregiver needs
(n=7)
Conference abstract (n = 3)
Not about LGBTQ+
population (n = 2)
Not empirical study (n = 2)
Duplicate (n=1)
Practice Guidelines (n=1)
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