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Abstract

Lesbian, gay bisexual, transgender, and queer or questioning (LGBTQ) older adults have unique health care
needs, especially in the palliative care and hospice setting. In this article, we present a male patient with
metastatic ovarian cancer, admitted with worsening dyspnea, now at the end of life. Only his wife was aware of
his identified gender, and nondisclosure was very important to him. As he continued to decline, the team
navigated LGBTQ-sensitive care within the health care setting, insurance inequalities, and support and com-
munication to his family. This case study summarizes clinical recommendations for the LGBTQ individual in
the hospice and palliative care setting, suggesting how our patient’s care may have been improved. With the
changes in social acceptance and attitudes, the LGBTQ community has become more visible and their numbers
appear to be growing. It is important, therefore, that hospice and palliative care providers be educated on their
needs to provide competent and inclusive health care.
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Introduction

The number of older adults identifying as lesbian, gay
bisexual, transgender, and queer or questioning (LGBTQ)

is rising; the current 2.4 million LGBTQ U.S. adults older than
the age of 50 years are expected to double by 2030.1 With this
growth comes a need to ensure competent and inclusive care
for LGBTQ older adults who face unique challenges compared
with their heterosexual counterparts.2,3 Many avoid or delay
seeking medical care and are reluctant to disclose their LGBT
status to their providers due to a lifetime of discrimination and/
or poor care within the health care system (* N.B. Authors of
references cited do not uniformly use ‘‘LGBT’’ or ‘‘LGBTQ.’’
We therefore use whichever abbreviation appears in the ref-
erence(s) cited).3–6 People identifying as LGBTQ have higher
rates of aberrant substance use and mental health disorders.4,5

A 2011 federally funded study found that 82% of LGBT older
adults had been victimized at least once, with verbal insults
being most common, followed by threats of physical violence
and police harassment.7

LGBTQ older adults are more likely to live in poverty; in
40% of LGBTQ adults, >80 live at or below the 200% pov-
erty level, and 25% cannot afford to see a doctor.3,7,8 Before
marriage equality, this population was also more likely to be

single and less likely to have children. They either age alone
or rely on chosen families, and a higher percent rely on
friends for caregiving needs.9–11

We present here an older adult dying from metastatic cancer
and discuss the most recent palliative and end-of-life care
recommendations for LGBTQ older adults. Because identity is
unique to each individual, categorizing may not be appropriate.
Our patient did not identify as transgender; therefore, we will
not use ‘‘LGBTQ’’ or ‘‘trans’’ terminology to describe him.

Case Description

B was a 67-year-old male with metastatic ovarian cancer
admitted to the hospital in 2014 with shortness of breath. B
was assigned female at birth although identified as male and
had been using exogenous testosterone. He had not under-
gone any gender confirmation surgery. B did not identify as
transgender and did not want to disclose his gender identity to
his friends or to his family, with whom he had not been in
contact for many years. B was legally recognized as male.

B had been married for 10 years to his wife BA, a second
marriage for both. BA was aware of his sex assigned at birth.
B did not have biological children, but was very involved
with his wife’s son and daughter.
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B was a self-employed photographer, who had been without
reliable work since his cancer diagnosis. He therefore had not
been able to pay the payroll tax for 10 years, which would have
qualified him for Medicare. Although B and BA were legally
married, they now resided in a state that did not recognize
transgender marriage. As an unrecognized spouse, B did not
qualify for Medicare Part A under BA’s plan either. Also, be-
cause B and BA were not considered legally related, BA was not
eligible to take leave under the Family and Medical Leave Act.

The medical teams, aware of B’s identified gender, were
vigilant in using inclusive language and agreed upon termi-
nology per his preferences. His cancer was referred to as a
‘‘germ cell tumor’’ and male values for hemoglobin and
hematocrit reflected his testosterone therapy. B was in a
private room, and sensitive information about his personal
care was addressed only with him and BA.

B’s respiratory status was deteriorating, despite drainage
of bilateral pleural effusions and oxygen. Intermittent con-
tinuous positive airway pressure with ‘‘as needed’’ oral
opioids helped, but home hospice care was not possible be-
cause of insurance barriers and BA’s need to continue to
work. This was frustrating for B and BA and the medical
team, who were unable to disclose the Medicare barriers to
home hospice care with the son and daughter.

A family meeting was held with B, BA, and the palliative
care and oncology teams to clarify his goals of care. B and
BA knew that his time was getting shorter. His goals were to
improve his breathing so he could comfortably talk with BA
and not be a burden to his family. He wanted quality time
more than quantity. It was important to him to be remem-
bered as a strong and capable provider for his family.

B remained in the hospital for terminal care. His dyspnea
improved and he spent quality time with his family, dying a
week later with BA at his side. B’s sex assigned at birth was
never disclosed, and his goals were achieved. He died peace-
fully, protecting his wife, family, and himself, in his own way.

Discussion

Reflections from the palliative care team

Following B’s death, members of his team came together
for reflection. Many felt that by not allowing them to dis-
close his sex assigned at birth to his children, B left undone
important end-of-life work, work where the palliative care
team could have helped. The team wondered: Was he ex-
periencing distress from his estranged relationship with his
biological family? Did BA receive enough support for her
loss as a ‘‘disenfranchised spouse’’? Does she need extra
help in her bereavement? Was there a better way to navigate
the family’s questions and frustration while maintaining his
privacy?

Unfortunately, B was referred late to palliative care, with little
time for B and BA to build trust in the team or to explore the
underlying reasons he resisted sharing the barriers to Medicare
and thus home hospice with their children. Part of the regret of
the palliative clinicians was that they were limited in their ability
to make psychosocial assessments of B and BA or explore B’s
relationship with his family of origin and family of choice, either
of which might have been helpful for him and BA, especially for
her bereavement as suggested by the guidelines in Table 1:
Clinical recommendations for sexual and gender minorities in
the hospice and palliative care setting.12–19 The psychologist

Eric Erickson noted that as patients approach the imminence of
death, they review their lives and feel either great accomplish-
ment or despair. A transgender person may question, ‘‘Who am
I?’’ which can lead to memories of a life lived without true
connection to others and a deep sense of alientation.20,21

Support and bereavement in the geriatric LGBTQ
patient

While the end of someone’s life is often a time for recon-
ciliation, it is also a time when difficult family dynamics come
into play.22 Strained relationships can impact medical decision
making, lead to contention of wills/assets, and exclusion from
memorial services.12,13,23 Lack of acknowledgement of a re-
lationship by the family of origin or health care team can lead
to disenfranchised grief in the survivor, grief that is not ac-
knowledged or perceived as legitimate, limiting the individu-
al’s access to support in the grieving role.12–14,22

Bristowe et al. discuss how the experience of LGBTQ in-
dividuals is shaped by whether the relationship was disclosed
and acknowledged, and by how disclosure or its absence im-
pacts bereavement and access to care. While the bereaved who
are ‘‘out’’ and accepted may have the most support, they still
may feel the need to provide details of the death that they
normally would not share to avoid assumptions (e.g., that the
death was from HIV/AIDS) and stigmatization.12,13 Bereaved
partners with an unspoken and unaccepted relationship are
more vulnerable. The isolation of grief may be so over-
whelming that it forces them ‘‘to come out’’ in bereavement to
get support.12 Since B’s sex assigned at birth was only dis-
closed and acknowledged with BA, she did not know whether
his family of origin would emerge in the wake of his death and
whether they would accept his relationship with her and her
children, or provide support.

Unique strengths of LGBTQ older adults

Although LGBTQ older adults face many adversities,
identifying as LGBTQ has helped these individuals develop
resilience. A 2011 MetLife study asked how being LGBTQ
prepared one for aging. Respondents reported more expe-
rience with overcoming adversity, increased inner strength
and self-reliance, having more acceptances of others, and
being more careful in legal and financial matters.11 As a
sexual minority navigating intense feelings and alienation
from family, LGBTQ older adults may gain a better per-
spective to face other life crises.24

B’s was a powerful generation, one that fought prejudice
and succeeded in changing social attitudes. No longer is
homosexuality seen as a psychiatric condition. LGBTQ civil
rights are acknowledged, and, with the landmark civil rights
case, Obergefell v. Hodges ( June 26, 2015), the United States
Supreme Court legalized same-sex marriage in all 50 states.25

Advance care planning and end-of-life concerns
in the geriatric LGBTQ patient

In 2011, the Institute of Medicine issued a report that high-
lighted the health disparities of sexual and gender minorities;
they and the American Geriatric Society and the American
College of Physicians published position statements regarding
the needs of the LGBTQ population.2,26,27 These statements
acknowledge the need for equal treatment with regard to laws,
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health insurance, and social service programs; improved edu-
cation and cultural competence in LGBTQ health concerns;
creating a culture of respect in supportive living situations;
recognition of preferred name, gender identity, and chosen
family; and increased research. Needs specific to the hospice
and palliative care setting included the following: lack of social
support and legal protection and completion of advance care
directives. The 2015 Centers for Disease Control and Preven-
tion report on sexual and gender minority cancer patients in the
palliative and hospice care setting offered guidance on best
practice and future direction of care.15,16 The recommendations
are categorized as clinical practice, research, education, health
care organizations/payors, or quality of care.15 Table 1 sum-
marizes best practices as suggested in the literature.12–19

While the lack of legal recognition of their marriage con-
tributed to B and BA’s legal and financial barriers, B had
completed an advance care directive, protecting himself and BA
from further challenges to her role as authorized surrogate de-
cision maker. One US study of 1000 LGBT adults aged 50–61
found that although 73% of the participants had discussed end-

of-life preferences with someone, only 42% had completed an
advance directive.11 Many reasons for this are similar to those in
the non-LGBTQ community, including no immediate need, not
wanting to think about end of life, lack of understanding of
where/how to complete, and finding time. But a unique barrier
in this population is whom to appoint as the health care proxy
(HCP), for fear that the choice will disclose a previously hidden
relationship.13,22 The 2010 ‘‘Hospital Visitation memorandum’’
required federally funded hospitals to respect visitation prefer-
ences of LGBT patients and to honor documentation regarding
surrogate decision making. While this granted greater visitation
rights for same-sex partners, it also caused confusion within the
LGBTQ community. Many thought that documenting visitor
preferences also served as completion of a HCP and that formal
HCP designation was unnecessary.28

B’s care was delicately balanced around his nondisclosure
preference. Maintaining this can be challenging when caregiv-
ers, not part of the family of choice, are involved. A 2010 study
looking at LGBT older adults’ experiences in long-term care
facilities revealed that those who did not disclose did so because

Table 1. Clinical Recommendations for Sexual and Gender Minorities in the Hospice

and Palliative Care Setting
12–19

Palliative care referral
� Provide timely referral to culturally competent palliative care provider to reduce distress, improve symptom

management, and increase retention in treatment
� Ensure existing quality standards for pain and symptom management are met

Culturally competent care
� Use inclusive language, including how to elicit the preferred name and pronoun as well as how to communicate that

information
� Avoid heterosexist assumptions
� Explore sexual and intimacy needs
� Recognize a lack of specific guidelines and standards of care for transgender patients in palliative and hospice settings
� Address patient preferences for unique topics such as wound care, bathing, toileting, dressing, and discontinuation of

hormone therapy
� Understand the impact of insurance barriers and be familiar with billing guidelines to avoid gender mismatch
� Individualize care plans with regard to disclosure or nondisclosure of sexual orientation and/or gender identity
� Provide ongoing training to all hospice/palliative care staff for all care settings, including hospice, long-term care, and

skilled nursing facilities

Psychosocial assessment
� Recognize the mental health impact of discrimination and stigmatization and assess for psychosocial distress and

suicide risk
� Explore the relationship of family of origin and current family of choice
� Acknowledge that reconciliation with families of origin may or may not be welcomed or needed and should be

discussed and pursued per patients’ wishes

Spiritual assessment
� Address complex spiritual needs of patients and their families of choice
� Recognize potential fear and distrust of faith-based organizations
� Respect choice of not wanting spiritual/pastoral care

Advance care planning
� Proactively screen for financial distress and assist with financial planning
� Discuss and formalize surrogate decision making, including medical proxy documentation, formalization of custody of

dependent children, burial right forms, and hospital visitation forms
� Explore preferences for burial and death rituals
� Ensure discussions and documentation reflect changing laws and regulations at the national, state, and institutional levels
� Realize that advance directives and Physician Orders for Life Sustaining Treatment (POLST) should follow patients

across multiple care settings

Bereavement
� Provide culturally competent and/or LGBT-specific bereavement programs for patient’s chosen support network
� Recognize increased risk for disenfranchised grief and survivor guilt
� Realize the impact caregiving and bereavement can have on the chosen family’s privacy and disclosure
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they feared isolation, discrimination, and abuse. Those whose
status was disclosed reportedly experienced verbal and physical
harassment; caregivers refused to use the patient’s preferred
name or pronoun or provide basic services or care.29 Such
treatment led LGBTQ patients to fear displaying personal
items, feel the need to go back into ‘‘hiding,’’ and even to
plan suicide.23

Conclusion

As palliative care providers, we must be alert to the specific
needs of LGBTQ patients and their families. Central to this is
acquiring an understanding of their unique needs and having
the training to explore sensitively and provide affirming health
care. The palliative care team was able to provide such care for
B and BA, despite the barriers. Our challenge for the future is
to empower all clinicians to improve their palliative and hos-
pice care for people in the LGBTQ community. To begin their
education, clinicians may find a recent book from Dr. Ac-
quaviva, a valuable resource.19
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