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Abstract

The Institute of Medicine reports lesbian, gay, bisexual and transgender (LGBT) individuals
having the highest rates of tobacco, alcohol and drug use leading to elevated cancer risks. Due to
fear of discrimination and lack of healthcare practitioner education, LGBT patients may be more
likely to present with advanced stages of cancer resulting in suboptimal palliative care. The
purpose of this scoping review is to explore what is known from the existing literature about the
barriers to providing culturally competent cancer-related palliative care to LGBT patients. This
review will use the five-stage framework for conducting a scoping review developed by Arksey
and O’Malley. The PubMed, Scopus, PsychINFO and Cochrane electronic databases were
searched resulting in 1,442 citations. Eligibility criteria consisted of all peer-reviewed journal
articles in the English language between 2007 and 2020 resulting in 10 manuscripts. Barriers to
palliative cancer care for the LGBT include discrimination, criminalisation, persecution, fear,
distress, social isolation, disenfranchised grief, bereavement, tacit acknowledgment, homophobia
and mistrust of healthcare providers. Limited healthcare-specific knowledge by both providers and
patients, poor preparation of legal aspects of advanced care planning and end-of-life care were
underprovided to LGBT persons. As a result of these barriers, palliative care is likely to be
provided for LGBT patients with cancer in a deficient manner, perpetuating marginalisation and
healthcare inequities. Minimal research investigates these barriers and healthcare curriculums do
not provide practitioners skills for administering culturally sensitive palliative care to LGBT
patients.
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11 INTRODUCTION

According to the Institute of Medicine’s Committee on Leading Health Indicators for
Healthy People 2020, leshian, gay, bisexual and transgender (LGBT) individuals have the
highest rates of tobacco, alcohol and drug use (Committee on Leading Health Indicators for
Healthy People, 2020, Board on Population Health, and Public Health Practice, & Institute
of Medicine, 2012). These substances are known contributors to elevated cancer risks,
leaving LGBT populations at a higher risk for developing certain cancers. While it is
estimated that over one million LGBT persons are living with cancer in the United States
(Bonvicini, 2017; Burkhalter et al., 2016; Gates, 2017), research has found that LGBT
patients have a decreased likelihood of presenting for routine cancer screening (Bristowe et
al., 2018; Clark, Landers, Linde, & Sperber, 2001; Stein & Bonuck, 2001). Since LGBT
persons are less likely to seek cancer screening, they may be more likely to present with
advanced staged cancer and with increased complications necessitating palliative care
services at initial presentation (National LGBT Cancer Network, 2013).

The American Academy of Hospice and Palliative Medicine describes palliative care as an
improvement in one’s quality of life by managing symptoms associated with a serious
illness (Medicine AAoHaP). Quality of life is determined by individuals and differs between
patients but is an essential concept for healthcare providers to identify for all patients to
provide excellent palliative care (Dibble, Roberts, Robertson, & Paul, 2002). The
establishment of trust between the provider and patient allows for meaningful discussions;
therefore, it is critical for palliative care providers to understand the specific vulnerabilities
LGBT patients face and create a safe environment for sexual orientation and gender
identification (SOGI) disclosure (Dibble et al., 2002). Issues that may differ between
heterosexual/cisgender patients and LGBT patients include familial constructs for advanced
care planning (ACP) and/or legal documents, the linguistics of addressing caregivers,
generational differences among LGBT persons, considerations of sexual orientation in care,
maintaining an affirmative, non-judgmental approach and partner bereavement support.

Among the total US population, an overall decrease in mortality from cancer allows
individuals to live longer with cancer as a chronic condition (Curtin, 2019). Healthcare
providers (HCPs) must be prepared to offer individualised education and understanding care
to LGBT individuals. However, current research indicates healthcare trainees (physicians,
nurse practitioners, physician assistants, nurses, nurses’ aides) are not prepared to provide
individualised care towards individuals of the LGBT population (Obedin-Maliver et al.,
2011). On average, throughout all undergraduate healthcare training, 0-5 hr are spent on
LGBT discrimination and healthcare disparities with varied topics addressed (Obedin-
Maliver et al., 2011). It is essential to collect both qualitative and quantitative data allowing
providers to better understand the psychological, spiritual and emotional needs of LGBT
patients with cancer who present for palliative care. An exploration of heteronormative
stigma, microaggressions and biases that HCPs may hold can be identified to guide clinical
practice. With this breadth of knowledge, healthcare, in-line with the basic nature of
palliative care, may be provided proficiently (Harding, Epiphaniou, & Chidgey-Clark,
2012).
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Unfortunately, limited research exits outlining cancer disparities due to lack of routine
collection of SOGI data not routinely collected in LGBT populations. A review of articles
addressing LGBT healthcare conducted in 2002 showed only 0.1% of all articles in PubMed
addressed LGBT health-related subject matter (Bonvicini, 2017). By 2011, a slight increase
had occurred but still only 0.3% of all publications pertained to LGBT healthcare
(Committee on Lesbian, Gay, Bisexual, and Transgender Health Issues and Research Gaps
and Opportunities, Board on the Health of Select Populations, & Institute of Medicine,
2011). Of those, even fewer pertained to palliative care in the LGBT oncology population.
Given the limited evidence that has been conducted, additional studies should explore this
gap to guide new research addressing persistent disparities.

The Institute of Multigenerational Health in 7he Aging in Health Report states that 68% of
LGBT persons over the age of 65 have experienced some type of verbal harassment due to
their sexual orientation, 43% have been threatened with violence and 82% have been
victimised at some point in their lives (American Geriatrics Society Ethics Committee,
2015; National LGBT Cancer Network, 2013). Discrimination, refusal of care, bias,
erroneous assumptions and derogatory statements by HCPs towards LGBT persons have
been reported in up to 70% of healthcare visits in the United States (American Geriatrics
Society Ethics Committee, 2015; National LGBT Cancer Network, 2013). About 15% of
LGBT persons have a fear of accessing healthcare outside of the LGBT community, 13%
have been denied healthcare based on their sexual orientation gender identity (SOGI) status,
30% do not have a living will and 36% do not have an appointed healthcare proxy (Barrett &
Wholihan, 2016). An average of 22% of transgender adults need healthcare but are unable to
afford it due to financial constraints (Barrett & Wholihan, 2016).

1.11 Objective

The purpose of this scoping review is to investigate the current literature on LGBT
experiences in cancer-related palliative care from both patient and provider perspectives
through the lens of the Social Ecological Model (SEM). It is important to note that LGBT
populations consist of several subgroups, but for the purpose of this article the umbrella term
LGBT will be used. In addition, the distinction between sexual orientation and gender
identification should be made. Sexual orientation refers to the gender an individual is
attracted to while gender identification refers to the gender one chooses to align themselves
with (Human Rights Campaign, 2018).

1.21 Theoretical framework

In the SEM adapted by McLeory et al., behaviour is influenced by a multitude of levels that
include personal, environmental and physical factors, all of which impact human
development (Bronfenbrenner, 1979; McLeroy, Bibeau, Steckler, & Glanz, 1988). For this
scoping review, the following levels of interactions will be used to highlight behaviours of
both LGBT persons and HCPs: intrapersonal, interpersonal, institutional/organisational,
historical/societal/cultural systems and global perspectives (Bronfenbrenner, 1979; McLeroy
et al., 1988; Stokols, 1996). Within the SEM framework, changes occur at each level that
affect the individual, leading to the development of self-perception and guidance of worldly
perception (Kok, Gottlieb, Commers, & Smerecnik, 2008). This model was used to guide an
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analysis of the existing literature exploring social structures as well as societal behaviours,
attitudes, views and their effects on LGBT patients in the context of palliative care in the
cancer patient. In order to conduct this complex, layered review, a ‘dynamic interplay among
persons, groups and their sociophysical milieus’ (Stokols, 1996) was the focus, including the
multifaceted ways social constructs both influence and are influenced by the individual
(McLeroy et al., 1988). Intrapersonal levels of influence include one’s own beliefs, attitudes,
coping styles, personality, resiliency, past experiences, education, income, fear of HCP
discrimination and internalised homophobia. Interpersonal levels include the perceptions
held by others of LGBT patients which may include familial structures consisting of
immediate, extended and created family; informal social networks, work relationships and
physical living spaces. Institutional and organisational networks include school, additional
family (may be both biological and created family), neighbourhoods in which the LGBT
persons lives, LGBT centres, service persons within the neighbourhood such as mail carriers
and sanitation workers, religious/spiritual networks consisting of leaders and fellow
participants, healthcare institutions and providers, educational institutions and employers.
The historical/societal or cultural level is comprised of the dominant beliefs of the culture in
which the individual lives and the historical occurrences that have shaped those beliefs.
These occurrences include legal incidents, movements incited by uprisings, guidelines and
recommendations made by political leaders and consensus groups. Such events have either
perpetuated discrimination, fear of judgment, verbal/emotional homophobic remarks,
outright refusal of care, depression and feelings of hopelessness and substance abuse, or
have provided freedom from these barriers (Burgard, Cochran, & Mays, 2005; Gruskin,
Hart, Gordon, & Ackerson, 2001; Harding et al., 2012; Heffernan, 1998; McCabe, 2014;
Ryan, Huggins, & Beatty, 1999; Stall, Greenwood, Acree, Paul, & Coates, 1999). Lastly,
global perspectives are those levels outside of one’s own country of national origin that seek
to shape a worldlier view of LGBT barriers to care and healthcare practitioners’
perspectives. Within these structures, influences upon the LGBT person that are negative in
one area may have negative effects on other areas as well, contributing to stress and overall
poor health outcomes (McLeroy et al., 1988).

21 METHODS
2.11 Search strategy

A scoping review was conducted to synthesise knowledge and identify key concepts in a
systematic method (Colquhoun et al., 2014). This review used the five-stage framework for
conducting a scoping review developed by Arksey and O’Malley (Arksey & O’Malley,
2005). These stages are as follows: (1) Identifying the research question, (2) Identifying
existing studies, (3) Selecting studies, (4) Charting the data and (5) Collating, summarising
and reporting the results (Arksey & O’Malley, 2005).

Stage 1 included an identification of the research question and was conducted prior to the
literature search. Stage 2 was conducted with the assistance of a research and education
librarian at a major medical university in the US Southeast. An exhaustive search was
performed with inclusive search terms based on the scoping review question. The following
terms were searched using Boolean operators: (‘sexual minorities’ OR ‘homosexuality’ OR
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‘lesbian’ OR ‘gay’ OR ‘bisexual’ OR ‘transgender’ OR ‘transsexual’ OR ‘intersexual’ OR
‘homosexual’ OR “queer’ OR ‘non-heterosexual”) AND (‘end-of-life” OR “oncology’ OR
‘cancer’ OR ‘hospice’” OR “palliative”) AND (“perception’ OR ‘attitude of health personnel’
OR ‘attitude to health” OR ‘attitudes’ OR *beliefs’ OR ‘barriers’ OR ‘discrimination’ OR
‘inequalities’ OR “disparities’ OR “homophobia’). The Preferred Reporting Items for
Systematic Reviews and Meta-Analysis (PRISMA) diagram was used to transparently report
the search results (Page & Moher, 2017; Figure 1).

For stage 3, inclusion criteria consisted of peer-reviewed journal articles published in the
English language that were relevant to palliative cancer care for LGBT populations during
the years 2007 through 2020. The PubMed, Scopus, PsycINFO and Cochrane databases
were searched resulting in 1,372 citations. Inclusion criteria consisted of peer-reviewed
journal articles published in the English language that were relevant to palliative cancer care
for LGBT populations. Non-English language reports were excluded due to high cost of
translation. A hand search was conducted for additional primary source reviews identifying
three additional articles. Of the reviewed publications, 478 duplicates were removed leaving
a total of 894 retrieved articles. Of the 894 articles identified, 23 relevant studies were
selected by an initial review of titles followed by abstract review, eliminating 13 manuscripts
that did not address palliative care information for the LGBT patient with cancer. Therefore,
10 manuscripts were chosen to address the scoping review question (Table 1).

A literature matrix was created (Table 2) to report results in stage 4, as recommended by
Klopper, Lubbe and Rugbeer, of all manuscripts reviewed including author, data, purpose,
setting, sample description, study design, methods, primary outcome variables and results
(Arksey & O’Malley, 2005; Lubbe, Klopper, & Rugbeer, 2007). Lastly, for stage 5, data
were collated to highlight geographic regions and common thematic constructs identified
within SEM levels at varying levels of interaction (Arksey & O’Malley, 2005).

31 RESULTS

Of the 10 manuscripts analysed, coincidentally, half were qualitative (s7=5) and half were
quantitative studies (n=15). Four studies did not mention use of a theoretical framework,
while the remaining six studies applied various theories including minority stress theory,
SEM and a disenfranchised grief model. Only one study was conducted by nurses, while the
majority of studies were conducted by social workers and psychologists. Three of the ten
studies were conducted in the United States and the remaining were completed in the United
Kingdom and Australia. Themes were identified as common and essential to either
establishing two-way trust or deteriorating the relationship between the healthcare
practitioner and LGBT patient.

3.11 Intrapersonal level

Intrapersonal level factors address individuals’ knowledge, beliefs, behaviour, attitudes and
developmental characteristics guiding self-perception (McLeroy et al., 1988). The reviewed
studies showed that discrimination, stigma, homophobia, criminalisation and persecution
(Almack, Seymour, & Bellamy, 2010; Bristowe, Marshall, & Harding, 2016; Carabez &
Scott, 2016; Cartwright, Hughes, & Lienert, 2012; Hughes & Cartwright, 2014, 2015;
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Hulbert-Williams et al., 2017; June, Segal, Klebe, & Watts, 2012; Reygan & D’Alton, 2013,;
Rivera, Wilson, & Jennings, 2011) result in feelings of exclusion (Almack et al., 2010; June
et al., 2012), social isolation (Almack et al., 2010; Bristowe et al., 2016; Cartwright et al.,
2012; Hulbert-Williams et al., 2017; Rivera et al., 2011) and psychological distress
(Cartwright et al., 2012; Hulbert-Williams et al., 2017). These types of negative interactions
lay the groundwork for determinant of poor health outcomes (Almack et al., 2010; Bristowe
etal., 2016; Hughes & Cartwright, 2014, 2015; Hulbert-Williams et al., 2017; Reygan &
D’Alton, 2013; Rivera et al., 2011). In addition, when a patient perceives their needs are
undervalued or insufficient by the HCP, individual distress can occur resulting in increased
stress and dismissive palliative care (Richards et al., 2011).

3.1.11 Discrimination, fear and distress—Discrimination is described as a lack of
sensitivity (June et al., 2012), same-sex relationship pathologisation, suboptimal care at the
end-of-life (Almack et al., 2010) difficulty in accessing and obtaining answers from
healthcare professionals (Bristowe et al., 2016), provision of misinformation (Hulbert-
Williams et al., 2017) and heteronormative/homophobic assumptions (Almack et al., 2010;
Bristowe et al., 2016; Hughes & Cartwright, 2014, 2015; Hulbert-Williams et al., 2017;
Reygan & D’Alton, 2013; Rivera et al., 2011). These experiences are only a few that can
create fear and distress among the LGBT population when presenting for palliative care.

3.1.21 Social isolation and ageing—Multigenerational LGBT patients express
alternative perceptions of fear and discrimination, creating additional barriers based on
historical experiences. For example, those who are greater than 65 years of age felt the need
to hide their sexual orientation in the past from family, employers, neighbours and friends.
This fear of acceptance extends to many areas including the care given by home health aides
and long-term care facilities creating an added burden (Almack et al., 2010; Rivera et al.,
2011). Almack et al. suggest that social networks change as the LGBT person ages,
sometimes becoming smaller with limited social interactions due to less accessibility to
LGBT community facilities when compared to their non-LGBT counterparts (Almack et al.,
2010). Without peer social interaction and acceptance, elderly LGBT individuals have
reported feeling they must go back ‘into the closet” and acclimate to social situations in
which fear of rejection is present (Almack et al., 2010; Cartwright et al., 2012; Hulbert-
Williams et al., 2017; Rivera et al., 2011).

3.1.31 Cancer and palliative care—It is likely that discrimination, fear and distress
prevent patients from presenting for screening, prevention and routine cancer care as well as
palliation during terminal illness. While the care needs for both heterosexual and LGBT
patients are the same, sensitivity surrounding delivery of care warrants further exploration
and should be individualised (Hughes & Cartwright, 2014). When patients have overall
negative past experiences with healthcare practitioners, patients are less likely to form
trusting bonds and more likely to withhold personal information, eliminating the
practitioners’ ability to explore symptoms and preferences to provide palliative care.
Inclusion of appropriate decision-makers (Cartwright et al., 2012), provision of accurate and
relevant information (Almack et al., 2010; Bristowe et al., 2016; Hughes & Cartwright,
2014, 2015; Hulbert-Williams et al., 2017; Reygan & D’Alton, 2013; Rivera et al., 2011)
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and LGBT disparities trained healthcare professionals may decrease discrimination, fear,
social isolation and distress (Hughes & Cartwright, 2014).

Interpersonal level

Interpersonal levels of interactions are addressed through the perceptions of LGBT patients
and their caregivers (McLeroy et al., 1988). Healthcare practitioners hold individual views,
attitudes and beliefs which shape communication and treatment of the LGBT patient and
caregiver (Almack et al., 2010; Bristowe et al., 2016; Carabez & Scott, 2016; Cartwright et
al., 2012; Hughes & Cartwright, 2014, 2015; Hulbert-Williams et al., 2017; June et al.,
2012; Rivera et al., 2011).

3.2.11 Stigma—Heterosexist language pertaining to sexual orientation and identification
including what is ‘normal’ or ‘not normal’, ‘regular’ or “irregular’, lack of awareness,
history of discrimination heteronormative assumptions held by some practitioners and
institutional practices may further stigmatise the LGBT patient (Carabez & Scott, 2016). For
example, previous studies report that stigma exists in advance care planning, even though
advance directives are in place they may not necessarily be honoured in the same manner.
This has been displayed through responses by practitioners in qualitative studies reporting
that same-sex marriage partners are not ‘real couples’ (Carabez & Scott, 2016).

3.2.21 Bereavement, disenfranchised guilt and families of choice—For the
purpose of this review, bereavement and disenfranchised guilt will be included with
interpersonal factors as the reviewed articles discuss these concepts in relation to healthcare
practitioner perceptions. Almack et al. (2010) explored bereavement of an LGB (transgender
and queer persons were not included in this study) partner through narratives which identify
the importance of the familial construct (Almack et al., 2010). While new and increasing
possibilities of ‘“family’ in the LGB population are created, current terminology and
perspectives have not reflected this change, which may be confusing for both LGB patients
and HCPs (Almack et al., 2010). These nontraditional family members consisting of friends
or partners (both with and without legal unions) are described as “families of choice’, and
while they may be most important to the LGBT patient, they are not always recognised and
respected by biological family members and HCPs (Almack et al., 2010; Bristowe et al.,
2016; Carabez & Scott, 2016; Cartwright et al., 2012; Hughes & Cartwright, 2014, 2015;
Hulbert-Williams et al., 2017; June et al., 2012; Reygan & D’Alton, 2013; Rivera et al.,
2011). When the LGBT patient is unable to speak for themselves, either during critical
illness or after death, the partner may be disregarded without acknowledgement from
biological families or healthcare practitioners, causing disenfranchised grief (Doka, 1989).
Disenfranchised grief refers to times when biological families or HCPs of the ill or dead do
not recognise or respect non-traditional family members (Almack et al., 2010; Bristowe et
al., 2016; Carabez & Scott, 2016; Cartwright et al., 2012; Hughes & Cartwright, 2014, 2015;
Hulbert-Williams et al., 2017; June et al., 2012; Reygan & D’Alton, 2013; Rivera et al.,
2011).

3.2.31 Cancer and palliative care—The effects of stigma, the disenfranchised guilt
felt by the unrecognised partner and families of choice within cancer care continue to isolate
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LGBT persons. Barriers are created which may further disengage patients from obtaining
compassionate care. Provider education and training may be an intervention which addresses
such issues, along with institutional level changes (Reygan & D’Alton, 2013).

Organisation/institutional level

3.3.11 Advance care planning and legal aspects—A disproportionate percentage
of LGBT respondents did not have advance care planning (ACP) discussions with their
desired surrogate decision-maker, and many did not have advance care directives (Hughes &
Cartwright, 2015). Withholding the distribution of ACP forms by HCPs when caring for
LGBT patients has been reported as well as overt discrimination (Hughes & Cartwright,
2014, 2015;Hulbert-Williams et al., 2017). There is a lack of precise and accurate ACP legal
advice for LGBT persons with regard to their relationship status including married, domestic
partnership and cohabitation (Cartwright et al., 2012;Hughes & Cartwright, 2014). There is
potential for healthcare practitioners to be better educated on providing ACPs to LGBT
patients so as to allow these patients to feel supported and fully informed (Carabez & Scott,
2016; Hughes & Cartwright, 2015). Hughes and Cartwright (2015) suggest that limited
discussions about ACP between LGBT persons occur due to lack of education by HCPs on
both the organisational and interpersonal level (Hughes & Cartwright, 2015).

3.3.21 End-of-life care—Common barriers reported by LGBT persons who receive end-
of-life care include discrimination, heteronormative language and a failure by institutions to
create LGBT friendly environments while providing care (Almack et al., 2010; Bristowe et
al., 2016; Carabez & Scott, 2016; Cartwright et al., 2012; Hughes & Cartwright, 2014, 2015;
Hulbert-Williams et al., 2017; June et al., 2012; Reygan & D’Alton, 2013; Rivera et al.,
2011). HCPs feel ill equipped to address end-of-life conversations with LGBT patient’s due
to lack of current available education (Bristowe et al., 2016; Hughes & Cartwright, 2015).

3.3.31 Cancer and palliative care—An additional aspect of palliative care is to
prepare caregivers for the death of their loved one. Often, preparation for death is a process
that may last longer than other terminal conditions, leaving time for exploration to identify a
trusted decision-making agent (Barnato, Cohen, Mistovich, & Chang, 2015). For times when
patients can no longer make decisions, healthcare agents act as surrogates for the patient in
the process of making clinical care decisions. Education about legal aspects may be included
to ensure a clear understanding of familial structures and ways to provide a safe environment
(Barnato et al., 2015).

Historical/societal/cultural level

3.4.11 Criminalisation and persecution—Hlistorical events shape cultural and
societal perceptions of LGBT persons. Same-sex relations were criminalised and
pathologised in many cultures (Almack et al., 2010; Bristowe et al., 2016; Carabez & Scott,
2016; Cartwright et al., 2012; Hughes & Cartwright, 2014, 2015; Hulbert-Williams et al.,
2017; June et al., 2012; Reygan & D’Alton, 2013; Rivera et al., 2011). In Ireland, males
engaging in sex with other males was considered criminal until 1993, lagging behind both
the United States and United Kingdom (Reygan & D’Alton, 2013). Prior to 2014, when
marriage was determined a federal right for same-sex couples in the United States, legal
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barriers to obtain social security benefits for one’s partner prevented equality (Rivera et al.,
2011). While federal laws have widened to include many benefits for LGBT populations, an
overall gap continues to exist with fewer legal protections than non-LGBT populations. In
addition, varying state laws and legal policies create continued adversity (Committee on
Lesbian, Gay, Bisexual, and Transgender Health Issues and Research Gaps and
Opportunities, Board on the Health of Select Populations, & Institute of Medicine, 2011). In
a survey conducted in 1987, 75% of the UK population believed same-sex attraction was
morally wrong in comparison to 32% in 2008 (Almack et al., 2010; Hughes & Cartwright,
2015; Rivera et al., 2011).

3.51 Global perspectives

3.5.11 Quality of care and palliative care—In 2014, the International Psycho-
Oncology Society Lisbon declared that equal care for all persons is a fundamental human
right and is vital to quality of care (Hulbert-Williams et al., 2017). According to the Metlife
Mature Market Institute Study of LGBT populations worldwide, it was found that only 42%
had completed an advance care directive (Hughes & Cartwright, 2014). These statistics
indicate that these populations may benefit from end-of-life and palliative care education.
Global implications of discriminatory behaviour towards LGBT populations have prompted
international guidelines for providing non-discriminatory palliative care to all patients
(Reygan & D’Alton, 2013). In addition, an international discussion of the differences in care
for LGBT populations in other countries including the United Kingdom, Australia and
United States is necessary to overcome healthcare barriers (Bristowe et al., 2016; Carabez &
Scott, 2016; Hughes & Cartwright, 2014, 2015; June et al., 2012).

41 DISCUSSION

4.11 Summary of findings

This scoping review aimed to answer the question, what is known from the existing
literature about the barriers to providing culturally competent cancer-related palliative care
to LGBT patients. Identified barriers outlined in this review have identified that LGBT
patients and their caregivers experience homophobia, exclusion, social isolation,
criminalisation, persecution and fear of discrimination. Additionally, lack of provider
knowledge has led to negative patient perceptions by HCPs when providing palliative care
(Almack et al., 2010; Bristowe et al., 2016; Carabez & Scott, 2016; Cartwright et al., 2012;
Hughes & Cartwright, 2014, 2015; Hulbert-Williams et al., 2017; June et al., 2012; Reygan
& D’Alton, 2013; Rivera et al., 2011). Unfortunately, these barriers in LGBT populations
have reduced the quality of palliative care and further perpetuate marginalisation and
healthcare inequities. This review has further identified a gap in the current literature as
there is minimal research in the United States investigating the barriers and healthcare needs
of palliative LGBT patients with cancer.

Due to these gaps in the literature, it is evident that further research regarding the provision
palliative care in the cancer population is warranted. The following areas of future research
and targeted interventions in the LGBT population have been identified through this scoping
review: (i) HCP perceptions of LGBT-specific palliative care needs, (ii) addressing social
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isolation, (iii) protection and assessment of community needs for the ageing population, (iv)
managing caregiver distress, (v) counselling about advanced directives and (vi) education for
HCPs through the creation a safe environment.

4.21 Strengths and limitations

The strengths of this review include definitive areas for implications in practice by
healthcare providers when providing palliative care to LGBT populations. Themes for
targeted interventions were identified. Limitations included bias of selected themes by
author and lack of critical review of articles chosen.

4.3 1 Implications for practice

Studies suggest public policy strategies such as anti-bullying policies, zero tolerance for
microaggression and passive acceptance, can change the healthcare environment (Almack et
al., 2010; Bristowe et al., 2016; Hardacker, Rubinstein, Hotton, & Houlberg, 2014). When
implemented, these strategies create awareness, alter perceptions of discrimination towards
LGBT individuals, produce change on a large-scale level and alter cultural norms (Bristowe
et al., 2016). In addition, medical and nursing education about LGBT healthcare inequities
lead to improved sensitivity to provide culturally sensitive palliative care (Almack et al.,
2010; Bristowe et al., 2016; Carabez & Scott, 2016; Hughes & Cartwright, 2014, 2015;
Hulbert-Williams et al., 2017; June et al., 2012; Rivera et al., 2011). To successfully create
the bonds necessary for shared decision-making, guidelines suggest that it is necessary for
patients and family members to feel safe in disclosing their SOGI status during all phases of
cancer treatment (Cloyes, Hull, & Davis, 2018).

Social isolation in the ageing LGBT population leads to overall poorer health outcomes
(D’ Augelli, Grossman, Hershberger, & O’Connell, 2001; Yancu, Farmer, & Leahman,
2010). To address social isolation as a component of palliative care for LGBT individuals,
implementation of community programs and inclusion strategies may prove to be beneficial.
One such example is a Naturally Occurring Retirement Community (NORC) program.
Historically, NORC programs have supported older LGBT adults by creating a strategic
approach through partnerships in community research, provision of services and proactive
engagement (Wright et al., 2017). These programs allow an individual to receive important
services within their own community thereby decreasing social isolation, promoting
independence and increasing life satisfaction for LGBT older adults (Jiska, Julia, & Maha,
2010; Kyriacou & Vladeck, 2011; Wright et al., 2017; Yancu et al., 2010). Further research
and development of NORC programs may further lessen social isolation.

The palliative care needs of patients with advanced staged cancer include both inpatient and
home hospice care. Previous studies suggest that a fear exists among LGBT patients
concerning the quality of care they will receive if their SOGI status is disclosed. Having a
welcoming environment with culturally competent trained staff may improve the quality of
end-of-life care (Yancu et al., 2010). Often, fear of asking sensitive questions about sexual
orientation or gender identification leads practitioners to avoid these discussions and as a
result further perpetuates feelings of isolation in LGBT populations. When admitting LGBT
patients to hospice, it is important for providers to take a detailed and inclusive health
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history without judgement (Yancu et al., 2010). Organisations such as Services and
Advocacy for LGBT elders provide resources for staff education, creation of welcoming
environments and taking culturally sensitive health histories and assistance in evaluating the
needs of LGBT patients (D’Augelli et al., 2001; Kling & Kimmel, 2006).

Overall caregiver distress may be increased in the LGBT populations due to disenfranchised
grief and may go unrecognised by healthcare teams (Cloyes et al., 2018). It is imperative
that providers recognise ‘families of choice’ for LGBT individuals and avoid
heteronormative assumptions (Cloyes et al., 2018; Hash, 2006). In addition, providers and
institutions should be aware of LGBT-specific bereavement support groups in their
communities for caregiver referrals (Hash, 2006).

Lastly, education about advanced directives when providing palliative care to LGBT
individuals is highly specialised and necessitates awareness and exploration by the provider.
Despite section 3 of the Defense of Marriage Act being abolished in 2013, many benefits
heterosexual couples receive are not extended to same-sex couples (Yancu et al., 2010). Due
to this lack of recognition, having documentation of advanced directives, healthcare agent
designation and living wills are integral to adherence to LGBT persons’ end-of-life wishes.
Previous studies report that decisions about end-of-life default to biological families of
origin who may not respect the wishes of the ill person. Reasons for this may be due to
estranged relationships, poor communication and discordant beliefs (Yancu et al., 2010).

51 CONCLUSION

Studies suggest public strategies such as anti-bullying policies, zero tolerance for
microagression and passive acceptance may highlight discriminatory views held by some
HCPs (Bristowe et al., 2016; Hardacker et al., 2014; Kathryn Almack et al., 2010). As a
result, large-scale change can be produced to alter cultural norms (Bristowe et al., 2016).
The National LGBT Cancer Network outlines specific steps to providing culturally
competent care for LGBT populations that increase and heighten knowledge by HCPs for
health and social service needs specific to these populations (Margolies & McDavid, n.d.).
This training can provide practitioners with practical steps to address the unique palliative
care needs of LGBT patients with cancer. By increasing knowledge, palliative care is more
likely to be provided in a culturally competent way and can decrease healthcare inequities.
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What is known about this topic

Discrimination, refusal of care, bias, erroneous assumptions and derogatory
statements towards LGBT persons reported in 70% of healthcare visits in
United States.

LGBT people are at a higher risk for developing certain cancers and may
present at later disease stages.

Palliative care requires trust between provider and patient, critical for
understanding specific vulnerabilities and creation of safe environment for
SOGI disclosure.

What this paper adds about this topic

Identification of barriers that exist in provision of palliative care for LGBT
patients with cancer

Anti-bullying policies, zero tolerance for microaggression and passive
acceptance to change the healthcare environment

Training and education provide practitioners steps addressing the unique
palliative care needs of LGBT patients with cancer and decrease healthcare
inequities
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