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Introduction
According to the 2017 Gallup Poll conducted by 
the Williams Institute, sexual and gender minori-
ties (SGMs) account for 4.5% of the 325.1 mil-
lion Americans. About a third of the SGMs 
identified as Latino or Black while adults older 
than 50 years and above comprised about a quar-
ter.1 It is expected that the older Lesbian, Gay, 
Bisexual, Transgender, and Queer/Questioning 
(LGBTQ) adult population will continue to rise 
over the next 10 years.2

Given the significant proportion of LGBTQ 
adults, there are still ongoing gaps to support pub-
lic health research and advocacy to address their 
core needs and concerns.3 In 2011, the Institute of 
Medicine identified that there are significant 
healthcare disparities affecting the LGBTQ 

population and that there are opportunities to 
advance research in this area.4 There is under-
reporting of pertinent and inclusive demographic 
data (e.g. sexual orientation and gender identity) 
toward the LGBTQ population. This gap further 
heightens the risk for more invisibility of this mar-
ginalized population even in basic aspects of daily 
life including healthcare. There are currently 
insufficient data on the gender non-binary (GNB) 
or gender non-conforming (GNC) subgroup. 
Other minority within minority groups include the 
older adults and those living with HIV/AIDS who 
are also disproportionately impacted by healthcare 
resources.5 There is a continuing need to provide 
high-quality and comprehensive medical care 
including palliative, hospice, and end-of-life 
(EOL) care. Under President Biden’s administra-
tion in the United States, there is renewed hope to 
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address the healthcare needs of the LGBTQ pop-
ulation by enhancing non-discriminatory policies 
and investing in more research and resources to 
address the unique needs and priorities of this 
population. This review article aims to provide a 
conceptual framework in understanding the palli-
ative care needs of the LGBTQ population and 
how the unique identities and stressors could 
impact its provision and delivery. This article also 
provides recommendations on affirmative and 
inclusive strategies to care for them in a holistic 
and compassionate way.

Understanding the LGBTQ population: 
review of essential concepts impacting 
overall health including palliative, hospice, 
and EOL care
LGBTQ people have experienced multiple societal 
barriers to living life fully and safely as well as aging 
gracefully. An initial step for any healthcare pro-
vider is to understand the unique and long-stand-
ing historical events and milestones (Table 1) that 
this population has experienced over their lifetime 
including trauma, widespread oppression, preju-
dice, victimization, and abuse.5,6 A 2019 United 
States poll showed that the LGBTQ population 
have been subjected to intolerance and ostraciza-
tion by society at large and therefore has faced 
heightened discrimination including vicious hate 
crimes.7 There are multiple internal and external 
stressors that contribute to the marginalized iden-
tities of this population. Table 1 shows an 
abridged version of significant milestones that the 
LGBTQ population born in the United States 
before 1950 has gone throughout their lifetime. 
These events have shaped how they might per-
ceive access to various aspects of healthcare. 
Furthermore, these historical points may serve as 
triggers for physical and psychological trauma 
thereby delaying or avoiding medical care and  
not disclosing sexual orientation and gender iden-
tity (SOGI) status to healthcare providers.

Historical timeline for the LGBTQ  
population in the United States
The following general concepts aim to allow med-
ical providers to have a lens of understanding, 
sensitivity, and empathy while caring for their 
LGBTQ patients:

1. Intersectionality. This refers to the conflu-
ence of numerous external and internal fac-
tors that shape the experience and identities 

of the LGBTQ adult. These factors may 
have equal or variable degree of influence 
that subjects them to prejudice and dis-
crimination.9 Intersectionality provides a 
structural framework to understand how 
these factors are interrelated and oftentimes 
interdependent. There are polarizing sys-
tems of privilege and oppression at both the 
general and microscopic levels.10 For exam-
ple, an older adult transgender and bisexual 
woman of color with metastatic cancer to 
the bone requiring a cane to ambulate 
maybe discriminated against due to her dis-
ability, older age, bisexual orientation, 
Black race, and gender among others (see 
Figure 1).

2. Minority Stress Model. Initially conceptual-
ized by Ilan Meyer, this refers to the excess 
stress to which individuals from stigmatized 
social categories are exposed as a result of 
their social and minority position.11 
Moreover, Meyer conceptualized these 
stressors as unique and described them in 
three categories: (1) additive to general 
stressors that are experienced by all people 
and therefore require adaptations above 
and beyond those required of the non-stig-
matized; (2) chronic in that they are related 
to relatively stable social structures such as 
laws and social policies; and (3) socially 
based in that they stem from social and 
structural forces rather than individual 
events or conditions.11 A concrete illustra-
tion is an American LGTBQ older adult 
with advanced heart disease who was born 
in the 1950s and whose life course was 
influenced by both positive and negative 
effects of the Stone Wall riots and the 
Harvey Milk assassination. Over time, the 
Supreme Court Ruling on same-sex mar-
riage in 2015 would have also impacted this 
individual and the significant other who 
would have waited for decades to be recog-
nized at a federal level. The various stress-
ors faced by this individual would have 
resulted in significant physical and mental 
health outcomes.

3. Lived experiences. There are two operational 
theories that can complement the under-
standing of the minority stress model. 
Aldwin and Gilmer described two theories 
namely the Life Course Theory and Goal-
Oriented Theory.12 While the former posits 
that transitional points are impacted by 
society, history, and gender roles, the latter 
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Table 1. Historical timetable of important milestones in American LGBTQ history.8

Date Milestone

1950  • US Senate issued: ‘Employment of homosexuals and other sex perverts in government’
 • First gay organization, Mattachine Society, established in California

1952  • American Psychiatric Association (APA) listed homosexuality as a sociopathic personality disturbance
 • Christine Jorgensen became the first visible American transgender woman who underwent sex 

reassignment surgery

1953 US President Eisenhower banned homosexuals from working for the federal government

1956  • Psychologist Evelyn Hooker concluded that heterosexual and homosexual persons did not differ 
significantly in adjustment

 • James Baldwin published first novel on bisexuality

1966 Compton Cafeteria riot broke out in San Francisco when transgender women were denied service and 
arrested for wearing feminine clothing

1967 Look Magazine article released: ‘The Sad Life of the Homosexual’

1969 Stone Wall Riots: birth of the modern gay rights movement

1970 First Gay Liberation March held in New York City

1973 APA voted to remove homosexuality as a psychiatric disorder

1977 Harvey Milk was elected as the first openly gay public official to the San Francisco Board of Supervisors

1979 National march in Washington for lesbians and gays

1982 Nearly 800 people were infected with Gay-Related Immunodeficiency Disorder later known as HIV-AIDS

1986 US Supreme Court upheld the rights of states to criminalize between consenting same sex adults

1987 National AIDS advocacy group, ACT-UP was founded

1993 Military issued ‘Don’t Ask, Don’t Tell’ policy

1996 President Clinton signed ‘Defense of Marriage Act’ defining marriage between a man and a woman

1997 Ellen Degeneres came out publicly on national TV as the first gay/lesbian lead character in a popular show

1998 Matthew Shepard was brutally murdered in Wyoming USA

2003 US Supreme court ruled that sodomy laws are unconstitutional

2004 Massachusetts was the first US state to legalize gay marriage

2006 Attorney Kim Coco Iwamoto became the first transgender woman to be elected at a state level office in 
Hawaii USA

2011 US President Obama administration ended Don’t Ask Don’t Tell in the military

2013 US Supreme Court struck down ‘Defense of Marriage Act’

2015  • US Supreme Court legalized same sex marriage
 • Cincinnati Ohio banned conversion therapy for LGBTQ youth

2016 US President Obama designated the new Stone Wall as a national monument

2017 Trump administration rolled back SOGI information on national surveys and demographic questionnaires

2020 US Supreme Court voted against discrimination by employers on the basis of sexual orientation or gender 
identity

2021 The US Equality Act passed in Congress

Source: Obtained with permission, Greg Hinrichsen PsyD. (https://www.glsen.org/sites/default/files/LGBTQ-History-
Timeline-References.pdf).
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presupposes that as adults evolve over time, 
their experiences are shaped by challenges 
and triumphs as they strive to pursue life’s 
goals while striving to develop their core 
sense of being.12 A study by Witten13 
showed an association between discrimina-
tion and sociocultural factors that affect the 
life trajectory of an LGBTQ adult. For 
example, an LGBTQ adult who grew up at 
a time when homosexuality was considered 
a mental health disorder and traumatized 
by conversion and other therapies will have 
a different life journey compared to another 
LGBTQ adult living in the current century 
with the depathologization of homosexual-
ity and the existence of more progressive 
and non-discriminatory laws around health-
care, employment, education, and public 
accommodations among others. The lived 
experiences of these two adults are invaria-
bly shaped by the historical, social, and 
political context they both grew up in and 
may lead to significant impact on their 
overall health outcomes as the convergence 
of multiple minority stressors become 
apparent in day-to-day living.

4. Stigma toward SGMs. A concept best 
described by sociologist Erving Goffman as 
‘undesired differentness’ within a specific 
social interaction or across many social inter-
actions.14 Moreover, the characterization of 
the state of differentness may be based on 
abominations of the body, blemishes of indi-
vidual character, and tribal membership. 

This can take many forms ranging from 
structural to personal or individual. Herek 
further distinguishes stigma based on sexual 
orientation (sexual stigma) and gender 
identity (gender minority stigma). Structural 
gender minority stigma leads to the invisi-
bility of this vulnerable population and  
furthermore oppressed when visibly repre-
sented as problematic, abnormal, inferior, 
and unnatural beings. Stigma can take many 
forms such as enacted (e.g. outright abuse) 
versus perceived (e.g. living in stealth/clos-
eted for fear of explicit discrimination) ver-
sus internalized (e.g. self-loathing or 
punishment for being LGBTQ). These can 
then result in deleterious health effects that 
are additive to general health risks of the 
LGBTQ population.15 The Minority Stress 
Model provides a great example on the 
overlapping and intersectional effects of 
multiple stigmas that the LGBTQ popula-
tion face. For example, a transgender man 
of color experiences personal, interper-
sonal, and structural stigmas by virtue of 
being transgender. He could experience 
internalized transphobia, be isolated from 
his nuclear family, and discriminated 
against at work or in public accommoda-
tions for living authentically. The accretion 
of all of these stigmas could lead to undesir-
able physical and mental health outcomes 
such as cardiovascular disease and suicide, 
respectively.

5. Resilience and robustness. The LGBTQ popu-
lation has developed affirmative health-pro-
motion strategies such as resilience and 
robustness in spite of multiple stressors and 
stigmas. Resilience is defined as the person’s 
ability to mitigate the adverse impact of stress 
while successfully thriving in society.16 The 
three factors for resilience development are 
supportive environments, protective interper-
sonal relationships, and intrapersonal charac-
teristics.17,18 Coping is distinctive from 
resilience in that this refers to the effort an 
individual puts into adapting or responding to 
stress.19 Resilience has also been defined by 
Singh and McKleroy20 as a set of learned 
behaviors and interpersonal relationships that 
precedes one’s ability to cope with adversity. 
While resilience may be described as essen-
tially stress-buffering,19–22 Robustness pertains 
to the individual or system’s ability to resist 
disruption from external stressors.23 Examples 
of adaptive resources that lead to resilience 

Figure 1. The intersectionality framework (created by Noelle Marie 
Javier MD).
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and robustness include spirituality, commu-
nity supports, activism, and societal infra-
structures that allow the individual to feel 
supported.23 These were especially evident in 
the Trans MetLife Survey highlighting that 
older transgender adults tapped into internal 
and external resources for resilience and 
robustness allowing for successful aging to 
some degree.23 Meyer has observed that gay 
men of color do not necessarily have a higher 
risk for mental health issues in part because of 
resilience resources stemming from strong 
intrapersonal coping skills (e.g. religiosity and 
faith) and community connections and sup-
ports (e.g. religious congregations).24

Overview of healthcare barriers,  
inequities, and disparities

Physical health disparities
The impact of the oppressive and stigmatizing his-
torical points experienced by the LGBTQ popula-
tion has resulted in challenging and oftentimes 
undesirable relationships with their healthcare 
providers. Although SOGI data collection may 
potentially induce fear among LGBTQ people for 
possible discrimination in healthcare settings, 
there are data to support that its collection allows 
for visibility resulting in a nuanced and customiz-
able approach in addressing the unique healthcare 
needs of this population.25 One large study showed 
that about half of SGM patients and more than 
two thirds of patients with transgender experience 
have received disproportionate medical care in 
various clinical settings.26 Another study of over 
200,000 healthcare providers showed a heteronor-
mative preference in taking care of LGBTQ 
patients.27 Discrimination in healthcare is even 
more overt among transgender and gender non-
conforming (TGNC) individuals as evidenced by 
a 2015 survey of transgender participants in the 
United States.28 It was also reported that these 
respondents had to educate medical providers 
about transgender health. Clinical providers were 
observed to have used abusive language in about 
5% of them. The intersectionality of multiple 
minority identities leads to significant minority 
stress that have led to limited medical care access 
and negative outcomes for these individuals.29–31 
For example, SGM people of color may experi-
ence mental health distress resulting from multi-
ple stigmas and prejudices related to their race, 
sexual orientation, and gender identity.32,33 This 

could lead to direct and indirect effects of mental 
health such as depression, anxiety, insomnia, and 
alcohol drinking toward known physical condi-
tions like cardiovascular disease and liver dysfunc-
tion.34 In addition, LGBTQ people and especially 
the older LGBTQ adults often live with limited 
means that further impact access to the provision 
of good healthcare resources such as medical 
insurance, food access, transportation, and safe 
housing.35,36 There is also a higher proportion of 
disability compared to their heterosexual counter-
parts as evidenced by SGM women having a 
higher likelihood of experiencing physical disabil-
ity.37 Moreover, bisexual and lesbian older women 
are more likely to engage in high-risk health 
behaviors (e.g. smoking and alcohol drinking).38 
Furthermore, bisexual women have invariably 
poorer health indicators than lesbian women.39 In 
general, LGBTQ women are at high risk for coro-
nary artery disease (CAD), obesity, gynecologic 
and breast neoplasms in contrast to straight 
women.39 SGM men have a higher proportion of 
having cardiovascular disease, hypertension,  
diabetes, psychological distress, and physical  
disability.37–39 Bisexual older men and transgender 
older adults reported poorer overall physical 
health compared to gay older men and cisgender 
older adults, respectively. Moreover, older bisex-
ual and gay men engage in cigarette smoking, 
alcohol drinking, and risky sexual behaviors.38,39 
Among transgender individuals, Kenagy’s study 
found that transgender women have a higher inci-
dence of mental health issues, immunodeficiency 
disorders, and different types of abuse.40

Inasmuch as the physical health disparities are 
significant to point out, it is equally important to 
identify protective factors that allow this popula-
tion to thrive amid their illnesses. A 2020 study 
showed that SGMs have a higher prevalence of 
engaging in low leisure-time physical activity 
compared with their heterosexual cohorts. 
Exercise not only improves the general sense of 
well-being but also provides benefits in regulating 
blood pressure, reducing undesirable body fat, 
improving insulin action, and mitigating further 
functional disability.41,42 Studies have also pointed 
that a good support network could facilitate an 
active engagement in health-promoting lifestyle 
such as diet and exercise.43 Among older LGBTQ 
adults, health-promoting behaviors such as sub-
stance non-use, physical activity, leisure activity, 
and participation in religious and spiritual activi-
ties have been observed.44
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Palliative care implications on physical 
health outcomes in serious illness
A key step in providing holistic palliative care is 
collecting SOGI information. Not only will this 
create a therapeutic and trusting relationship but 
will also provide a deeper understanding of the 
LGBTQ patient’s intersectional identities, multi-
ple minority stressors, and lived experiences 
including stigma and resiliency.45 SOGI collec-
tion through routine intake forms on paper or via 
the electronic medical record is essential in creat-
ing systemic change toward LGBTQ-inclusive 
healthcare.46 In addition, it is recommended that 
palliative care providers invite and allow SOGI 
disclosure in a safe and comfortable space. 
Utilizing respectful and sensitive ways to elicit 
SOGI information allows for an organic conver-
sation and relationship to evolve. These actions 
result in greater comfort level, higher overall 
healthcare satisfaction rates, improved patient-
caregiver-provider alignment, better sense of 
well-being, and enhanced quality of care for the 
LGBTQ patients and their caregivers.47 
Furthermore, this will allow for a tailored 
approach in considering their unique experiences. 
Obtaining SOGI information opens up a gateway 
to recognize the patient’s values, healthcare 
needs, existential/spiritual issues, and priorities in 
healthcare. Intrinsic to empathic communication 
and relationship building is the thoughtful inclu-
sion of informal caregivers and families of choice. 
Comprehensive palliative care support could then 
be expanded to include implementation of 
resources needed for documentation, legal provi-
sions in advance care planning (ACP), and navi-
gating challenges in various medical settings.48 
After obtaining SOGI, the next step involves 
understanding the lived experiences of the 
LGBTQ patients through their experiences of 
multiple external and internal stressors, implicit 
and explicit bias, oppressive and discriminatory 
encounters, and destructive healthcare systems. A 
core aspect in history taking is to explore the sup-
portive networks and resources from both indi-
vidual and community levels. It is reported that 
SGM men of color have greater resiliency com-
pared with their White cohorts.19 Hence, looking 
into both stressors and positive factors that allow 
LGTBQ people to thrive and survive could play 
an impact on the care plan and future physical 
health outcomes. A customized palliative care 
plan can be created to focus on (1) physical, psy-
chological, and spiritual symptom management; 
(2) early utilization of other members of the pal-
liative care team such as social workers and 

chaplains; (3) timely referral to hospice services; 
and (4) ACP to include funeral planning and dis-
position of remains. The physical examination 
component of a palliative care encounter starts 
with showing respect by obtaining permission to 
proceed with the examination and allowing the 
patients to take the lead based on comfort level. 
For instance, for TGNC individuals, the identifi-
cation and labeling of body parts may be extremely 
sensitive and fraught with dread and anxiety, as 
this action could be deemed invasive and inap-
propriate. It is essential to openly discuss the pur-
pose of doing the examination. Allowing patients 
to teach providers about naming anatomic parts 
and the significance of respectful touch will foster 
trust and build rapport.

For LGBTQ patients who are now facing serious 
illness, significant blame and shame could serve 
as triggers for not accessing timely medical care. 
Formulating a comprehensive care plan for 
addressing symptom distress and quality of life 
issues for LGBTQ patients with serious illness 
also requires a timely approach to ACP. Stein and 
Bonuck’s 2001 study identified that in a sample 
of 575 lesbian and gay respondents, about 90% of 
them had high levels of knowledge on the use of 
living wills and 72% of them understood the 
necessity for health care proxy (HCP) designa-
tion. However, only 38% completed a living will 
and 42% of them appointed a HCP.49 ACP refers 
to the dynamic process of verbal and legal expres-
sion and documentation of an individual’s prefer-
ences for care should the individual become 
incapacitated when faced with serious illness. 
Specific examples of ACP include living will, 
HCP, or combination of both. The FIVE Wishes 
document formalizes the care preferences accord-
ing to a patient’s goals and values and reflected as 
five wishes for medical care. This is a valid docu-
ment that can cross state lines and provide guid-
ance to healthcare providers.50 On the contrary, 
the medical orders for life-sustaining treatment 
(MOLST), also known as provider order for life-
sustaining treatment in other states (POLST), is 
a similar yet unique portable document that takes 
into account the patient’s wishes and preferences 
for care in very specific medical situations.51,52 
MOLST AND POLST forms are very targeted 
on interventions including antimicrobial therapy 
use, transfusions of blood products, artificial 
nutrition/hydration, and code or resuscitation sta-
tus. The state-specific HCP form or durable 
power of attorney (POA) for health is the desig-
nated spokesperson and decision maker for an 
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incapacitated patient. The person(s) chosen 
could be family members, relatives, and friends. 
In 2012, Cartwright cited specific challenges to 
successful documentation of care preferences. 
These included inadequate knowledge on EOL 
legal rights, lack or prioritization, proper timing 
of conversations, and heteronormative assump-
tions made by medical providers.53 Hughes and 
Cartwright54 found that TGNC patients avoided 
EOL care decision making. Having an under-
standing of overall goals of care in the setting of 
big picture planning will allow for appropriate uti-
lization and delivery of palliative and hospice care 
services that may be provided in a variety of set-
tings such as home, inpatient, outpatient, and 
long-term care facilities depending on other 
variables.

Mental health disparities
LGBTQ people also suffer from unwanted and 
distressing mental health outcomes that have 
been associated with chronic traumatic discrimi-
natory practices toward them.6 Same-sex attrac-
tion was once described as ‘paraphilia’ or ‘sexual 
orientation disturbance’ in the psychiatric litera-
ture.55 Consequentially, aggressive psychiatric 
interventions such as conversion and shock thera-
pies to ‘correct or cure their mental disorders’56,57 
have resulted in negative and traumatic experi-
ences for this population. In the past, DSM 
referred to Transgender Identity as a ‘Gender 
Identity Disorder’ until it was renamed Gender 
Dysphoria 8 years ago.58 This term describes the 
persistent emotional discomfort and stress that 
occurs among individuals whose anatomy does 
not match their gender identity. Although the 
current terminology maybe less stigmatizing, its 
purpose as a pathologic classification allows for 
transgender persons seeking medical care to 
access insurance coverage and reimbursement for 
transition-related medical and surgical therapies.

There is some evidence that links genetic vulner-
ability or susceptibility to these experiences. Overt 
acts of abuse lead to depression, anxiety, suicide, 
and other mental health issues.59 Bisexual patients 
showed worse psychological outcomes compared 
with gay men and women. Gay and bisexual men 
were observed to have greater risk for depression, 
suicidal ideation, and alcohol abuse compared to 
lesbian and bisexual women.59 Furthermore, 
Wight’s study confirmed more depression for gay 
men who have experienced internalized gay age-
ism.60 For the transgender population, they have 

a great degree of poor psychological outcomes 
compared to cisgender patients.39 In fact, 
Fredriksen-Goldsen found that transgender 
patients reported to have more depression than 
the rest of the SGM cohorts.39 A 2013 study spe-
cifically looking at suicidal ideation showed that 
about a third of SGM participants thought about 
committing suicide.39 It is important to note that 
the occurrence of suicide attempts was more 
apparent in SGM respondents younger than 60 
years old.2,59 A large study of transgender respond-
ents showed that 41% of respondents reported 
suicide attempts over their lifetime that were 
associated with external stressors such as unem-
ployment, physical harassment, poverty, and 
physical and sexual assault.61 This was affirmed 
4 years later by the 2015 US Transgender 
Survey.28 Moreover, there are two other major 
health problems linked to psychological distress 
including substance use disorder (SUD) and 
high-risk sexual behavior that are commonly 
influenced by numerous factors such as mood 
disorder, abuse, and discrimination, among oth-
ers.62 Despite the statistics shown, there is a 
higher likelihood for LGBTQ persons seeking 
professional help compared to non-LGBT 
group.63,64

Palliative care implications on mental health out-
comes. It is undeniable that the implications on 
mental health are quite jarring given the data that 
exist in the literature. That said, there are a num-
ber of positive coping and resilient mechanisms 
that palliative care clinicians should be knowl-
edgeable about. Examples include community 
support networks, spiritual affiliations, and resil-
iency.65 Monin and colleagues66 concluded that 
older SGM veterans are at greater risk for social 
isolation though more resilient overall compared 
with the younger cohort. The interprofessional 
members of the palliative and hospice care teams 
such as social workers, chaplains, and bereave-
ment counselors are well positioned to offer tre-
mendous support by identifying supportive 
resources that will allow a multidimensional 
approach to medical care. Timely referrals to psy-
chologists, psychiatrists, and other mental health 
experts can assist the LGBTQ population with 
serious illness by recommending counseling, psy-
chotherapies, and pharmacotherapy when neces-
sary. Early referrals to support groups can be 
offered as well. Mobilizing statewide mental 
health organization referrals may also allow for 
additional structured community supports to 
patients and their caregivers. In a 2020 study by 
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Stein and colleagues,67 among 865 hospice and 
palliative care providers and clinicians, 53.6% of 
them thought that LGB patients were more likely 
than non-LGB patients to experience discrimina-
tion at their institution while 15% of them 
observed that the spouse/partner of LGBT 
patients had their treatment decisions disregarded 
or minimized or overtly disrespected. It is also 
important to address grief and bereavement 
including disenfranchised grief for patients and 
families experiencing serious illness. Concrete 
interventions include timely referral to bereave-
ment counselors, support groups, mental health 
counselors, and chaplaincy among others.

Regulatory and policy challenges and 
limitations
The evolving trajectory of governmental regula-
tions on expanding protective policies for this 
population has been rooted in years of restrictive 
laws and practices that have resulted in further 
marginalization of this population. As the country 
progressed however, we have seen significant 
strides in the creation and implementation of reg-
ulations, policies, and practices that reflect more 
inclusivity and acceptance. A specific example is 
the 2014 California Assembly Bill 496 that required 
clinical providers to receive cultural competency 
training on SOGI information.53 This orches-
trated a call to address gaps in the medical provid-
ers’ training in LGBTQ medicine as well as the 
provision of relevant resources.68,69 Despite these 
changes, there is an ongoing fight for civil rights 
and equity especially seen in the current pandemic 
of COVID-19 and the aftermath of the George 
Floyd tragedy. With the previous Trump presi-
dency, there have been numerous attempts to 
amend state and federal legislative policies against 
the protection of LGBTQ individuals by invoking 
religious rights and beliefs to justify the refusal and 
abandonment of health and psychosocial ser-
vices.70,71 This included sweeping revisions and 
further restrictions on health care access such as 
medical insurance and other service benefits.71 In 
addition, the Trump administration had argued 
before the Supreme Court that gender-based pro-
tections under Title VII of the Civil Rights Act of 
1964 do not apply to claims of discrimination 
based on sexual orientation or gender identity.67 
Moreover, there is also the application of the con-
science rule which serves as an inflammatory prac-
tice that allows healthcare professionals receiving 
federal support to decline medical care that goes 

against their moral or spiritual beliefs.67 Finally, 
there is a roll-back on data collection of SOGI 
information in national surveys and government 
programs that will impact their visibility as essen-
tial members of this country.70,71 With US presi-
dent Biden, there is renewed hope that more 
inclusive and affirmative healthcare policies for 
the LGBTQ population will be reinstated. A cou-
ple of major landmarks are the 2020 US Supreme 
Court ruling that employers cannot discriminate 
employees based on their SOGI. In April 2021, 
the Equality Act has been passed in the House of 
Congress. If passed by the US Senate, this will 
provide federal protections for the LGBTQ popu-
lation in various aspects of life such as housing, 
education, employment, public accommodations, 
and healthcare among others.71–73

Palliative care implications on the regulatory and 
policy barriers. Healthcare organizations that 
offer hospice and palliative care services could 
ensure inclusivity and equity by upholding non-
discrimination and zero-tolerance to prejudicial 
policies within their respective systems. There 
should be a safety net for all staff, patients, and 
their families/caregivers to report evidence of dis-
criminatory and hostile practices without fear of 
retaliation and punishment. There should also be 
systems of accountability within the organizations 
that will include additional measures of remedia-
tion and further training and education.47 It is 
vital to implement visible indicators of inclusion 
such as rainbow flags and system policies online 
and on-site within care settings to reassure the 
LGBTQ patients that they are in a safe environ-
ment. Ongoing staff training is necessary to 
affirm commitment to high-quality care. It is also 
worthwhile for these organizations to build a 
community outreach and partnership so that 
appropriate services and resources could be 
offered in a meaningful and effective manner. 
Beyond the institutional settings, leaders of pallia-
tive care organizations such as the American 
Academy of Hospice and Palliative Medicine and 
the Center to Advance Palliative Care should 
continue to engage in efforts to advocate and 
lobby for major changes to the provision of equi-
table healthcare at the state and federal levels.

Economic factors
A major contributor to the existing healthcare 
inequities involves economic factors such as the 
presence or absence of financial resources. The 
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geriatric LGBTQ adults face economic hardships 
more than their younger counterparts.61 About 
30% of them live at or below the economic thresh-
old.65 Older transgender adults are even more dis-
proportionately affected by financial constraints.38 
Hence, access to appropriate medical and surgi-
cal treatments remain challenging for this popula-
tion. In one study, significant differences were 
noted in the diverse subgroups of SGM older 
adults.74,75 The expansion of the Affordable Care 
Act allowed for non-discriminatory health care 
by: (1) providing protection on medical insurance 
plans, (2) expanding Medicaid programs to all 
persons at or below 133% of the federal poverty 
level, and (3) providing financial subsidies to help 
those making between 100% and 400% of the 
federal poverty level purchase insurance on the 
federal and state market place exchanges.76

Palliative care implications on economic barriers.  
A major step in providing inclusive and affirma-
tive palliative care is to reassure LGBTQ patients 
that they will receive high-quality care without 
regard to their financial status and insurance cov-
erage. The palliative care social workers have a 
vital role in exploring the financial situation of 
patients and their families/caregivers especially 
when this affects the provision and extension of 
healthcare services as well as transitions in care 
settings along the continuum of care. Healthcare 
organizations at large have unique positions to 
expand coverage of hospice and palliative care 
services regardless of financial capabilities and 
insurance coverage.77,78 Often times these organi-
zations accommodate indigent and undocu-
mented patients through charity care services that 
would eliminate interruption in palliative care 
services. With federal protections looming in the 
horizon, there is hope that all affirmative medical 
and surgical therapies for LGBTQ patients will 
eventually have medical insurance coverage.

Affirmative, inclusive, compassionate,  
and interprofessional approach to  
high-quality palliative care
The provision and delivery of affirmative, inclu-
sive, compassionate, and interprofessional high-
quality palliative care builds on the construct of 
cultural humility which posits that openness, self-
awareness, egoless, and supportive interactions 
marked by self-reflection and self-critique by the 
clinical providers is a fundamental responsibility 
for care toward SGM patients.79 By incorporating 

the salient conceptual frameworks of intersec-
tionality, minority stress, lived experiences, 
stigma, and resilience, palliative care providers 
are well positioned to create inclusive and affirm-
ative healthcare practices and environments that 
will bridge the gap of the disparities in health-
care experienced by the LGBTQ population. 
This section provides recommendations for 
these strategies in affirming commitment to 
holistic, culturally humble, compassionate high-
quality palliative care. This is a compilation of 
resources from various studies47,78 and comple-
mented by anecdotal experiences. Moreover, 
though these strategies are applicable to both 
LGBTQ and non-LGBTQ population, some 
nuances in the approach have been highlighted.

Best Practice Strategies for ALL disciplines:

 • Taking cultural competency courses and 
being trained in proper communication will 
be advantageous to establishing rapport 
and developing a collaborative and trusting 
relationship. Getting certified in continuing 
medical education courses and workshops 
boosts the competency training.79

 • Collect SOGI at the first visit and on intake 
forms from the outset. A few examples of 
appropriate scripting are as follows: ‘How 
do you want to be called/addressed? What 
pronouns do you go by? How do you iden-
tify in terms of gender identity (e.g. male, 
female, non-binary, transgender, other) 
and sexual orientation (e.g. gay straight les-
bian bisexual, pansexual, asexual, other)?’

 • Avoid heteronormative assumptions and 
misconceptions toward patients and their 
caregivers. Take time out to apologize when 
the wrong name, pronoun, or false assump-
tions are used.

 • Take time out to include both patients and 
families/caregivers in clinical visits and 
explore the support system.

 • Clinical providers along with interprofes-
sional team members can create an open 
and safe forum to discuss complex cases 
including LGBTQ issues to help improve 
care for future patients.

Best Practice Strategies for: Physicians, Nurse 
Practitioners, Physician Assistants

 • Holistic approach to history taking and 
physical examination including psychoso-
cial, mental, sexual health, and well-being
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 • Follow standards of care with an evidence-
based approach on total pain and symptom 
management with considerations to sociocul-
tural and mental health factors that may 
impact total pain control such as the LGBTQ 
population’s experience of inadequate pain 
assessment and treatment access to opioids 
(e.g. insurance issues) and preconceived judg-
ments on their lifestyles (e.g. substance use).

 • Understanding the LGBTQ patient medi-
cal needs in the context of minority stress is 
essential in offering holistic approach.80

 • Be proactive in referring patients and their 
families/caregivers to other members of the 
interprofessional palliative care team after 
the needs assessment. These may include 
but not limited to social workers, chaplains, 
psychologists, rehabilitation therapists, 
child life therapists, creative arts specialists, 
integrative therapists, and so on. when 
these resources are available.

 • Engage patients and families/caregivers in 
ACP discussions and proper documentation.

Best Practice Strategies for: Social Workers, Grief 
Counselors

 • Explore psychosocial history including sup-
port networks. Be sensitive to families of 
choice. Understanding the lived experi-
ences and unique journeys is the founda-
tion for inclusive care.81

 • Assistance with patient and caregiver burn-
out as families of choice might not be rec-
ognized as partners in care even though 
they may directly provide care for the 
patient. Furthermore, they are at risk for 
disenfranchised grief.

 • Assist in goals of care conversations includ-
ing filling out of relevant forms such as 
HCP and living will.

 • Assistance with funeral planning, disposition 
of remains, permanency planning, hospital 
visitation, custody of children, and so on.

 • Optimal and appropriate use of psychody-
namic therapies within the scope of social 
work expertise. Examples include biofeed-
back and cognitive behavioral therapy. These 
are standard therapies that are not only 
offered to cisgender and heterosexual patients 
but to all patients regardless of SOGI.

 • Provision of anticipatory grief and bereave-
ment services are two key palliative care strat-
egies for patients, families, and caregivers. 
Disenfranchised grief and survivor guilt espe-
cially for families of choice are significant 
issues that need professional support.

Best Practice Strategies for: Chaplains and Spiritual 
Care Counselors

 • Understanding the life story and assisting in 
life review may be therapeutic for patients 
and families. Involving families of choice 
and caregivers in comprehensive assess-
ment of spiritual needs is necessary to pro-
vide holistic care.78

Exploring spirituality and spiritual journey when 
applicable can be helpful for patients and fami-
lies/caregivers. Use of the FICA tool could prove 
useful. FICA stands for Faith, Importance, 
Community, and Address spirituality.82 The 
LGBTQ population has been subjected to rejec-
tion and bias from faith-based communities and 
organizations that perpetuate mistrust toward 
healthcare systems affecting the provision of opti-
mal pastoral care for those interested in it. 
Understanding different coping strategies prac-
ticed by patients can allow the chaplain to con-
sider them when offering management strategies. 
In addition, positive coping strategies and resil-
ience should be explored as well.21,22

 • May use Chochinov’s Dignity Question: 
‘What should I know about you to help me 
provide the best care for you?’83

Best Practice Strategies for: Hospice and Palliative 
Care Organizations/Institutions

 • Implementing policies against discrimina-
tion and bias while keeping up-to-date with 
expanded legal protections conveys an 
affirming message of support to all LGBTQ 
patients and employees.

 • Identification, assessment, and management 
of unconscious bias using tools that will 
allow to capture this data in order to address 
barriers to diversity, equity, and inclusion.

 • Mandatory cultural competency training 
for all providers and staff with opportuni-
ties for continuing medical education is 
vital to all-inclusive palliative and hospice 
care. The creation of a standard LGBTQ 
educational curriculum with ongoing evi-
dence-driven revisions should be part of 
this cultural competency training. This 
could be available online for easy access by 
staff. In addition, opportunities for certifi-
cation and recertification should be part of 
professional growth for all providers.

 • Standardization and normalization of SOGI 
data collection allows everyone to be sensitive to 
an LGBTQ individual’s personhood and cre-
ates a trusting relationship with the provider.
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 • Having internal resources to safeguard and 
address complaints and concerns toward 
outright discrimination and prejudice on 
patients and staff is an advantageous step 
impacting meaningful change toward wel-
coming environment.

 • An investment in research studies regarding 
the palliative care needs and preferences for 
the care of LGBTQ patients should be car-
ried out given that there are existing gaps in 
addressing them.

 • A collaborative partnership with local, 
national, and international hospice and pal-
liative care organizations should be forged 
to unify standards of medical care. Examples 
include the American Academy of Hospice 
and Palliative Medicine, Center to Advance 
Palliative Care, and the National Hospice 
and Palliative Care Organization.

 • Use of visible indicators in offices, hospi-
tals, clinics, and other health care settings 
that promote a welcoming environment. 
These include rainbow flags, LGBTQ-
related brochures, magazines, and so on.

 • Healthcare organizations can also partici-
pate in open-access registries that monitor 
quality metrics pertaining to culturally 
competent LGBTQ patient care and receive 
accreditation for their strong efforts in 
advocating for this vulnerable population.

Palliative care considerations in special 
populations (minority within a minority 
population)
This section aims to provide an overview of the 
palliative care considerations in special LGBTQ 
adult populations to include the older adults, 
people with HIV/AIDS, and the TGNC popula-
tion, all of which have unique needs and concerns 
that should be taken into account when providing 
high-quality palliative and hospice care. These 
groups are truly minorities within minorities, hav-
ing to face multiple and intersectional layers of 
internal and external stressors, stigmas, and prej-
udices leading to significant physical and mental 
health outcomes.

Older adult population
In general, the aging health concerns of the 
LGBTQ population exist in a continuum from 
pre-hospital to hospital and post-acute care 
including palliative and hospice care. Much like 
their younger counterparts, older LGBTQ adults 

have multiple intersectional identities, minority 
stressors, and experiences of stigma that render 
them vulnerable to disproportionate healthcare 
access. The disability that comes with chronic 
and serious illness impacts which care settings 
they are eligible for. A key palliative care consid-
eration is goal-concordant medical care in the 
appropriate care setting such as home or facility.84 
Institutionalized older adults have expressed con-
cerns about how they might be treated by other 
residents and staff.85 The desired visibility and 
presentation of older patients consistent with 
their preferred gender expression or as a manifes-
tation of a specific stage in medical transition (e.g. 
TGNC) can draw attention and make them easy 
targets for further stigma and abuse while already 
living with serious illness.85 Moreover, care pro-
viders might not be properly trained to advocate 
for and provide safety nets for them. An impor-
tant affirmative strategy is the organization of 
support groups with a large network of allies and 
advocates. The literature is clear that there is 
some form of abuse that occur in long-term care 
facilities such as the lack of SOGI recognition and 
not honoring ACP documents.85 Organizations 
should step up and institute non-discriminatory 
policies and practices in place. When geriatric 
LGBTQ patients experience serious illness, doc-
umentation of ACP discussions should take place 
as early as possible. It is not surprising that the 
care preferences could be reframed around qual-
ity of life rather than life-extending therapies. 
Rawlings found that SGM patients are at high 
risk for disparate persecution and devaluation.86 
Therefore, ACP is a top priority, and immediate 
designation of a HCP (e.g. friend, family of 
choice) could not be overlooked. This is further 
supported by the Metlife study that affirmed the 
role of informal caregiving to another ailing SGM 
person.87 That said, older LGBTQ adults have 
developed affirmative and protective strategies as 
a result of resiliency and robustness built over 
decades of oppression and discrimination in order 
to survive and live their authentic selves.88,89 This 
crisis competence is observed in a 2015 
Fredriksen-Goldsen and colleagues’ study on a 
multidimensional Resilience Framework in which 
the findings point to the interconnections between 
successful aging, physical and mental health out-
comes, and social connectedness within the con-
text of the unique experiences of older LGBTQ 
adults (e.g. positive sexual identity and lifetime 
victimization). Physical activity, leisure activity, 
and substance non-use were related to better 
mental and physical health-related quality of life. 
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In addition, a better positive self-evaluation led to 
better mental health.44 Several studies have also 
reported resiliency and successful coping among 
older gay men with HIV. Strength-based resources 
observed include self-acceptance, optimism, will 
to live, self-management, relational living, and 
independence. Furthermore, other stress buffers 
include gay community supports, knowledge on 
HIV/AIDS, and other self-care activities.90

HIV disease
Historically, the first experiences on the provision 
of hospice and palliative care in the LGBTQ pop-
ulation started in the 1980s at the height of the 
HIV-AIDS epidemic and before the introduction 
of the anti-retroviral therapy (ART).78 Much of 
the research studies centered around the care of 
gay men and their caregivers who had to endure 
the stigma around how they were viewed and 
managed medically. The barriers to care included 
estrangement from families, lack of respect by 
providers on chosen families to make medical 
decisions even if clearly appointed by patient, 
visitation restrictions on the chosen families and 
caregivers, discrimination by health care staff, 
variable levels of SOGI disclosure, strong mis-
trust in faith-based organizations who frowned on 
their lifestyles, and lack of legal protections.78,91 
Collectively, these spurred the need for inclusive 
and culturally competent palliative care, caregiver 
support, bereavement services, and creation of 
protective policies. The general palliative care 
strategies for the LGBTQ adult outlined previ-
ously mirror the approach to palliative care for 
the LGBTQ adult with HIV/AIDS. However, 
there are some nuances given that there are two 
stigmatizing dimensions affecting this population 
with their set of upheavals and impact. It is impor-
tant to note that with the advent of ART, HIV 
patients are living longer and the disease is no 
longer considered terminal. Having said that, this 
immunodeficiency syndrome now invariably 
affects the life course of the individual who may 
be faced with tremendous symptom burden with 
risk for advancement of disease if not treated.92

Recommendations on Best Practices for LGBTQ 
Adults with HIV/AIDS

 • Collaboration with HIV experts and pri-
mary care providers is critical to ensuring 
seamless collaboration with the palliative 
and hospice care providers.

 • For comprehensive planning, focus on 
quality-of-life indicators such as pain and 

symptom distress, illness trajectory and 
future planning, overall well-being and 
mental health, addiction, and suicide risk, 
among others.

 • Engage in early advance planning discus-
sions by completing advance directive 
forms, for example, healthcare proxy and 
living will. Completion of a MOLST/
POLST form is prudent as well. Two older 
studies showed that gay and bisexual men 
were more likely to have a prior directive or 
more likely to discuss EOL care.93,94

 • Regarding continuation or cessation of 
anti-retroviral therapy (ART), this becomes 
a shared decision-making approach depend-
ing on overall goals of care in the setting of 
disease trajectory and complications.

TGNC population
TGNC patients continue to be understudied in 
the palliative care literature. Lambda Legal sur-
vey showed a high level of mistrust by this popu-
lation toward the healthcare systems at large.26 
Harding’s systematic review revealed that the 
presence of family and other support systems was 
important for emotional support and medical 
decision making even though a heteronormative 
assumption was observed among healthcare pro-
viders.95 The study also emphasized the impor-
tance of quality of life more than life-sustaining 
therapies at the end of life.96 Regardless, TGNC 
patients have reported concerns about consistent, 
respectful, and sensitive treatment approach 
especially in the areas of wound and genital care 
even in hospice and palliative care settings. There 
is no universal standard regarding continuation or 
cessation of hormonal therapy in relation to seri-
ous illness and the dying trajectory. The current 
practice hinges on shared decision making 
between patients and providers while taking into 
consideration the risks and benefits to hormonal 
use and quality of life metrics. In addition, the 
provision of palliative and hospice care in various 
settings poses tangible challenges toward SOGI 
use and physical care that might expose further 
vulnerabilities when faith-based organizations 
take the lead in their care. As a result, TGNC 
older adults are pressured to hide their authentic 
selves and not live openly about who they are.68 
There is a wide gap in the literature regarding 
EOL and post-mortem care for this population. 
There is grave concern that their SOGI and other 
preferences for care will be ignored.81 Use of the 
names assigned at birth might be engraved upon 
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burial. Their chosen families might not get recog-
nized in burial planning. Moreover, when after 
their demise if they become a coroner’s responsi-
bility, appropriate SOGI might not be reflected 
on their death certificates and autopsy results. 
The National Resource Center on LGBT Aging 
is a good resource to look into documents and 
videos detailing wills, social security benefits, and 
funeral directives.63

Recommendations on Best Practice Strategies for 
Palliative Care Clinicians

 • Clinicians can provide holistic care by 
understanding and validating the lived 
experiences of TGNC patients. Chochinov’s 
‘Dignity Question’ is always an effective 
tool to start the conversation on their lived 
experiences.

 • As described previously, during the physi-
cal examination of TGNC patients, it is 
respectful for the clinician to obtain permis-
sion before examining any body part; ask-
ing the patient to take the lead in sharing 
how they name their body parts; providing 
a thorough explanation of the rationale for 
the physical exam and any concerning find-
ings that warrant further investigation; and 
collaborating on the next steps in a tailored 
comprehensive plan of care.

 • Sexual issues in palliative care should be 
explored inasmuch as other physical needs 
are being addressed.97,98

 • It is advisable to closely collaborate with 
the primary care providers and endocrine 
specialists who are managing the hormo-
nal use of TGNC patients. Being familiar 
with the World Professional Association 
of Transgender Health (WPATH) and 
University of California San Francisco 
(UCSF) standard of medical care for 
TGNC patients may be helpful for the 
palliative care specialists to integrate cur-
rent medical therapies with symptom 
management.

 • ACP should be done as soon as possible. 
Filling out forms such as HCP, living will, 
and MOLST is necessary and best done 
while healthier.

 • Interprofessional support should be part of 
the care from the outset to explore psycho-
social, spiritual, and bereavement needs.

 • Planning around future finances, burial ser-
vices, adoption/custody issues for TGNC 
patients with children, and so on should be 
addressed as soon as possible.96

Conclusion
The provision and delivery of high-quality pallia-
tive, hospice, and EOL care starts with an under-
standing of the cultural framework that has 
shaped the life course of the LGBTQ population 
and the minorities within minorities subgroups. 
The long-standing prejudice, stigma, discrimina-
tion, and oppression have resulted in delays and 
avoidance in seeking medical care, disparate 
physical and mental health outcomes, and mis-
trust with the healthcare system as a whole. The 
barriers to comprehensive palliative care include 
gaps in competency training for providers, pau-
city in research studies, variable resource alloca-
tion, financial constraints, and non-protective 
regulatory policies and practices. There are key 
strategies to mitigate these barriers while provid-
ing affirmative and inclusive care toward SGM 
patients that can create a therapeutic alliance, 
improved patient and caregiver satisfaction, 
enhanced quality of life, and overall well-being. A 
holistic team-based approach coupled with 
empathic communication and non-judgmental 
mind-set are fundamental steps that offer an 
effective, successful, and trusting relationship to 
both patients and caregivers. There is renewed 
hope with the Biden administration that legal 
protections for the healthcare of the LGBTQ 
population in the United States will be enforced 
and expanded to affirm commitment for universal 
healthcare for all people irrespective of their 
backgrounds.
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