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KEY POINTS

o Palliative care is a type of specialized medical care for people living with serious illness.

e A history of trauma or discrimination in life and in health care can lead to avoidance or
reluctance to receive care at the end of life.

Lesbian, gay, bisexual, transgender, queer or questioning, or another diverse gender iden-
tity (LGBTQ+) people are more likely to have alternative family structures. It is important to
engage in advance care planning to understand their values, clarify surrogate decision
makers, and contribute to goal-concordant care at the end of life.

e Clinicians can follow recommendations in this article to ensure they are providing LGBTQ-
inclusive palliative and hospice care.

INTRODUCTION
What Is Palliative Care?

Palliative care is a type of specialized medical care for people living with serious
illness. Historically, palliative care focused on people with cancer, but it increasingly
is available for people with other serious diagnoses such as dementia, heart failure,
and chronic obstructive pulmonary disease. The goal of palliative care is to improve
quality of life by providing support and relief with both the symptoms related to serious
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illness as well as the stress often associated with it. It is sometimes described as an
extra layer of support. Unlike hospice care, which is a benefit for people in their last
6 months of life, palliative care can be provided at any stage of iliness, including right
after diagnosis.

Palliative care is provided by multidisciplinary teams, often including doctors,
nurses, social workers, chaplains, and pharmacists. It can be provided to people in
their homes, in the hospital, and other settings of care (ie, assisted living facilities,
board and care homes). Good palliative care focuses on getting to know patients as
people and understanding their values and what makes life worth living. This focus
helps provide holistic, comprehensive care that is tailored to the individual. Beyond
clinical care, palliative medicine looks to better understand, connect, and support
not only the patient but also their support network.

The philosophy of palliative care aligns with providing high-quality, patient-
centered, and trauma-informed care to lesbian, gay, bisexual, transgender, queer or
questioning, or another diverse gender identity (LGBTQ+) people. As Kimberly Acqua-
viva' wrote in her book LGBTQ-Inclusive Hospice and Palliative Care, the goal should
be to “shift from providing special care to LGBTQ+ people to instead providing inclu-
sive care to all people, including those who are LGBTQ+.” This does not mean treating
everyone the same but, instead, means creating space for, respecting, and incorpo-
rating differences into care plans using cultural humility.

Locations of palliative care

Palliative care can be provided anywhere, though there distinguishing factors between
primary and specialty palliative care. Primary palliative care refers to when palliative
care elements such as advance care planning, assessing and management symptoms
are completed by the primary care team or specialists.? Specialty palliative care refers
to when palliative care is delivered by dedicated teams trained in palliative care. Many
hospitals have inpatient palliative care consult teams. Increasingly, outpatient clinics
offer specialty palliative care in clinic, by phone, and by video, which helps to support
people in earlier stages of serious iliness. Hospice care, which focuses on comfort and
quality of life for people with a prognosis of less than 6 months, can also be provided in
many settings.

The vast majority of people receiving hospice care receive it in their home through a
home-visiting interdisciplinary hospice team. There are also options for hospice care
in skilled nursing facilities and in dedicated hospice facilities for people whose care or
symptom needs are greater than can be managed at home. As people with serious ill-
nesses experience disease progression, they may transition from outpatient palliative
care and other alternative home-based palliative/home visit programs to hospice,
whetherhome or inpatient. For older LGBTQ+ adults, these transitions often involve
meeting and establishing trust with a new health care team and a reluctance to enter
long-term care facilities or other settings fearing they would need to conceal their sex-
ual and/or gender identities to prevent discrimination.

Background of lesbian, gay, bisexual, transgender, queer or questioning, or
another diverse gender identity people and palliative care

People’s experience with serious illness is deeply influenced by their prior experi-
ences with health care. In the case of LGBTQ+ individuals, it is unfortunately com-
mon to have experienced discrimination or bias in health care that may make people
reluctant to seek needed care. This makes it that much more important to provide
LGBTQ+-inclusive palliative care to create an environment where everyone feels
safe and able to access palliative care. Even as recently as 2023, there are studies
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demonstrating that LGBT patients receiving palliative care were faced with inade-
quate, disrespectful, and even abusive care, even higher amongst transgender
and gender diverse people.>*

Family of choice and advance care planning

LGBTQ+ people are more likely to create their own families, choosing their family
members in families of choice. A family of choice is one that is inclusive and based
on emotional relationships, rather than only on legally recognized or biological rela-
tionships. LGBTQ+ older adults are more likely to be unpartnered, not have biological
children, and live alone compared to the general population.® It was not until 2015 after
the Supreme Court overturned the Defense of Marriage Act that marriage was legal for
same sex couples in all 50 states. Before this, there was not a legal pathway to be
recognized as a family for many LGBTQ+ couples. Historically, this meant many could
be denied benefits or even visits from the next of kin who were not legally recognized.
The implications of this denial of equality and discrimination faced by older LGBTQ+
adults cannot be overstated, particularly because it influences their interactions with
health care to this day.

The fact that LGBTQ+ people are more likely to have alternative family structures
highlights the importance of advance care planning and especially designation of a
surrogate decision maker. Advance care planning is the process by which an indi-
vidual can: 1) designate who they would trust to make medical decisions on their
behalf if they no longer were able to do so themselves and 2) indicate their values
and preferences around health care. This process can be important for everyone
with serious illness and especially people who want to designate a nonfamily mem-
ber to be their decision maker. Though it differs from state to state, most default
hierarchies for surrogate decision makers are based on next of kin, prioritizing bio-
logical or legal family. Unfortunately, the rate of advance care planning remains low
in the LGBTQ+ population, with one study from 2006 demonstrating that fewer
than half of the people surveyed had an advance directive or durable power of at-
torney for health care.®

Considerations

LGBTQ+ people face unique challenges while receiving palliative care and hospice
services. Studies have shown LGBTQ+ cohort experience lower quality of care and
there is a dearth of literature on experience of LGBTQ+ patients and their family mem-
bers receiving hospice care.’

Barriers to care

Systemic barriers occur at the systems level (representing systems, institutions, and
services) and the individual level (characteristics directly impacting those seeking
care), and combined, they provide a barrier to LGBTQ+ wishing to access end-of-
life care. Some examples of these barriers are described in Table 1.

Intersectionality

The heterogeneity of LGBTQ+ older adults across populations, countries, and cul-
tures highlights the important role of intersectionality. Intersectionality can be defined
as the interconnected nature of social categorizations applied to a given individual or
group, that creates overlapping and interdependent systems of discrimination, disad-
vantage, and marginalization. This can be sociopolitical and personal and, unfortu-
nately, may also lead to internalized negative feelings associated with identity, such
as internalized homophobia.
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Table 1

Potential Health Care Organization Barriers

Potential barriers to palliative and hospice care

Potential Consequences

Heterosexist assumptions of patient’s sexual
and gender identity

Lack of inclusion of families of choice in
decision-making

Lack of provider training about caring for
SGM patients

SGM patients’ needs may not be understood,
and they may experience bias from their
provider (conscious or unconscious)

Lack of culturally competent caregiver
support and bereavement groups

Higher levels of caregiver strain and
disenfranchised grief

Lack of integration and availability of
resources for SGM people

Lower levels of satisfaction with care

Potential sexual and gender minority barriers

Potential consequences

Estrangement from family of origin

Incorrect assumptions in regard to surrogate
decision-making

Higher rates of mistrust of health care
systems

Delayed uptake of medical care

Nondisclosure of SGM status

Higher levels of disease-associated distress

Fear of discrimination by health care
providers

Nondisclosure of SGM status and need to
distance from friends and community

Complexity of relationship with religious-
based organizations

Delayed access to care; reluctance to use
pastoral care resources

Isolation and lack of social support

Greater levels of disease-associated distress

Potential societal, health care insurance, and
legal barriers

Potential consequences

Variability in and potential fragility of legal
protections

Loss of access of SGM spouses or partners to
health care insurance

Lack of comprehensive legal protections

Child custody not formalized; burial rights
for transgender individuals not observed

Abbreviation: SGM, sexual and gender minority.

From Maingi S, Bagabag AE, O’'Mahony S. Current Best Practices for Sexual and Gender Minor-
ities in Hospice and Palliative Care Settings. J Pain Symptom Manage. 2018 May;55(5):1420
-1427. https://doi.org/10.1016/j.jpainsymman.2017.12.479. Epub 2017 Dec 27. PMID: 29288882,
with permission

By acknowledging intersectionality, we can understand its impact in the experience
of receiving health care and palliative and end-of-life care.

One framework for evaluating intersectionality is the ADDRESSING mnemonic,
demonstrated in Box 1.8 Intersectionality and cultural humility are reinforced when cli-
nicians are open to attending to the many complexities of intergroup and intragroup
differences. Only the patient can tell you which sets of identities are most salient to
them and in what ways (for more on cultural humility and affirming care, please see
N.M. Javier & R. Noy’s, “Affirming Care for LGBTQ+ Patients”, in this issue).

To illustrate the point of intersectionality within the LGBTQ+ population, consider
the identity “Gay Asian American.” This term encompasses numerous religious,
geographic, acculturation levels as reflected in the ADDRESSING mnemonic. Thus,
there is no such thing as a homogeneous LGBTQ+ Asian American approach to
end-of-life decision-making. Culture and intersectionality inform decision-making
but does not determine it.

Serious and progressive illness create priorities at the end of life that may be univer-
sal.® These include comfort and not being in pain, good communication between

Descargado para Biblioteca Medica Hospital México (bibliomexico@gmail.com) en National Library of Health
and Social Security de ClinicalKey.es por Elsevier en mayo 13, 2024. Para uso personal exclusivamente. No se
permiten otros usos sin autorizacion. Copyright ©2024. Elsevier Inc. Todos los derechos reservados.


https://doi.org/10.1016/j.cger.2023.11.002
https://doi.org/10.1016/j.jpainsymman.2017.12.479

End-Of-Life & Palliative Care for LGBTQ+ Adults

Box 1
ADDRESSING mnemonic for elements of culture and intersectionality

e Age and cohort effects

o Degree of physical ability

Degree of cognitive ability

Religion

Ethnicity and race

Socioeconomic status

e Sexual orientation and gender identity

Individualistic life experiences (such as trauma or level of acculturation)

National origin

e Gender role expectations

patient and clinicians, maintaining hope, honoring spiritual beliefs, fixing relationships,
making plans, and saying goodbye. These human values, however, are also colored
by a wide array of intercultural and intracultural variations. It is only by asking about
culture, identity, and values that we can begin to understand a person and provide
patient-centered care.

Case Presentation
Mr S is an 80-year-old male who was recently diagnosed with stage IV non-small cell lung can-
cer with metastases to brain. He is at his outpatient palliative care clinic appointment.

His chief complaints are worsening memory, pain, anorexia, and weight loss. He is accompanied
by Mr P, a 66-year-old Filipinx male, who is his partner of 15 years. The palliative care nurse com-
mented to Mr P, “You are doing such a great job taking care of him. Are you a nurse? Also your
English is so good. Where are you from? Is there someone else who makes decisions for him if
he were unable?” He did not correct her.

Minority Stress

The case presentation illustrates “minority stress,” the excess stress that individuals
from stigmatized social categories are exposed to because of their social minority po-
sition. One definition of minority stress widely used is “the chronic, cumulative stress
associated with stigma, due to objective events such as discrimination and victimiza-
tion and psychological responses to these events such as internalized shame.” %12
The cumulative stress caused by stigma and social marginalization is a set up for
chronic stress and related health problems.

Microaggressions

Microaggressions are brief verbal, behavioral, or environmental indignities, whether
intentional or unintentional, that communicate hostile, derogatory, or negative slights
and insults. They also can fracture patient-provider relationships and limit the trust that
is so important in palliative care relationships.

It is important to recognize that by the time a person is engaging with palliative care,
they likely have a long history of experiencing microaggressions and this can impact
their openness to care.
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Clinical Pearl
Microaggressions often occur toward people of sexual and gender minorities and can nega-
tively impact people’s openness to care, even at the end of life.

These include

e Endorsement of heteronormative or gender normative culture and behaviors (eg, assuming
someone of the opposite sex is a patient’s partner in a family meeting rather than asking for
introductions and relationship to the patient)

e Discomfort or disapproval of LGBTQ+ experiences

e Assumption of a universal LGBTQ+ experience (eg, assuming an LGBTQ+ patient on hospice
does not have any children or that sexual orientation is a big part of who they are)

Exoticization

Denial of the reality of heterosexism and genderism (eg, not asking about someone'’s
experience of prejudice or trauma related to their identities)

Assumption about someone’s sexual orientation or gender identity based on appearances
(eg, assuming someone who has a partner of the opposite gender is heterosexual when in
fact they may be bisexual)

Case Continued

Mr S was hospitalized after a seizure and the inpatient palliative care team was consulted. The
inpatient team recommended discharge to a skilled nursing facility for rehabilitation. Mr S dis-
cussed this with Mr P and their friends. They recognized that he was weaker and might need
more care than at home, but he ultimately declined referral to the skilled nursing facility based
on the negative experience of a friend who died in a nursing facility during the acquired im-
mune deficiency syndrome (AIDS) epidemic.

Social Safety

Social safety refers to reliable social connection, inclusion, protection, and degree of
social belonging, which are core human needs that are imperiled by societal and inter-
personal stigma. Lack of social safety exacerbates the chronic threat vigilance of mi-
nority stress and compounds the negative long-term effects on cognitive, emotional,
and immunologic functioning.'®'* Many LGBTQ+ individuals may have both minority
stress and lack of social safety creating cumulative effects in their experience with
serious illness. Taking a patient-centered approach, palliative care teams view the
person beyond the disease and can help address social safety concerns, improve
their quality of life, and empower families of choice.

Recommendations

In order to best serve LGBTQ+ older adults, the authors recommend a trauma-
informed care approach and better understanding the biases in end-of-life care.

Trauma-Informed Care

Trauma-informed care is an organizational approach to care that assumes that
everyone who encounters the system might have had a past traumatic event. The
goal is to enact practices to avoid retraumatization.’® This approach is critical in palli-
ative and end-of-life care because past trauma plays a role in how people react to and
cope with pain, serious illness, change in function, and loss.
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Utilizing the ADDRESSING model in Table 1, clinicians can explore individualistic
life experiences that might contribute to trauma including childhood and adult physical
abuse, emotional abuse, sexual abuse, neglect, intimate partner violence, and com-
munity violence, as well as structural violence in our society including racism, sexism,
xenophobia, homophobia, and transphobia.

Maladaptive responses to trauma experiences that lie dormant for long periods may
emerge later in life or when facing serious diseases. The possibility of death itself is a
trauma and a history of psychological trauma can make managing the symptoms of
end of life more challenging. This challenge arises from the association of trauma his-
tory with post-traumatic stress disorder (PTSD) and higher levels of chronic pain. Also,
life review is a common practice that focuses on meaning-making and closure among
people who are dying, and this may include the integration of past traumatic events
which may retraumatize the individual. Prior trauma can also resurface in family mem-
bers or even the care team. For palliative care and hospice providers, such experi-
ences may be particularly difficult due to repeated exposure to death and
reactivation of prior trauma.

Clinical Pearl: Look for Markers of Trauma

e Certain conditions that are highly correlated with recent and past trauma include heart,
lung, and liver diseases; obesity and diabetes; substance abuse and overdose; and mental
health issues such as depression, PTSD, and anxiety.

o If these are on a patient’s problem list, consider screening further for a history of trauma.

Trauma-informed care can help mitigate disparities and create a space of safety
and support. For LGBTQ+ older adults, histories of trauma, including minority
stress/discrimination and adverse childhood events, are strongly associated with
future burden of physical and mental ilinesses. This means that past or present trauma
may be an active factor in decision-making for any patient facing a serious illness and
more so when the serious illness is combined with other societal experiences as in
LGBTQ+ older adults.

Several evidence-based approaches to trauma-informed care have been devel-
oped. An important element in all of these approaches is the initial screening for his-
tories of trauma, which ideally should be done as early as possible. Universal
screening reduces the risk of providers making assumptions about burdens of trauma
merely because of a patient’s racial, ethnic, and/or sexual identity.

For palliative care, the authors recommend using the 5 principles of trauma-
informed care that include providing safety, establishing trust, enabling patient choice,
facilitating collaboration, and empowering the patient. Utilizing the framework of
trauma-informed care, there has been an important shift from considering “what is
wrong with you?” which can trigger past trauma or lead to shame to “what has
happened to you and how can our team best support you and your family of choice?”
Open-ended, nonjudgmental questions in a safe, affirming clinical space can prove
crucial in learning about a patient’s trauma history. To set this stage, one might share,
“Difficult life experiences, like growing up in a family where you were hurt, or where
there was mental iliness or drug/alcohol issues, or witnessing violence, can affect
our health. Do you feel like any of your past experiences affect your physical or
emotional health?” After experiences are shared, make sure to support the patient
and acknowledge the bravery of sharing.
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For palliative medicine patients experiencing progressive and serious illnesses on
top of normal aging, an awareness of the presence of psychological trauma is impor-
tant. Traumatic events including engagement in the health system (ie, ICU, hospital,
clinic), interpersonal and intrapersonal stigma (ie,internalized homophobia), historical
events (ie,the AIDS epidemic and survivorship), and other serious illness end-of-life
experiences can compound the expression and experience of total pain (ie,physical,
psychological, social and spiritual) and symptom burden. This reality highlights the
importance of adopting affirming care, since these elements of someone’s health
may be unknown and unaddressed unless they are screened (see N.M. Javier & R.
Noy’s, “Affirming Care for LGBTQ+ Patients”, in this issue).

Recognizing Bias and Earning Trust

Trust is the cornerstone of a successful clinical relationship with a patient facing a
serious illness. Yet stigma and the multitude of isms and phobias (ageism, racism,
transphobia, homophobia) are ubiquitous within society as well as within medical in-
stitutions. These forms of historical and present discrimination perpetuate health dis-
parities and contribute to worse health outcomes.'®"” As discussed earlier, this is
especially true for sexual and gender minority people and bias can show up and create
barriers to care. The SEEDS model describes different forms of bias that might show
up in palliative or end-of life care, including 1) similarity bias where people have differ-
ential responses to people who are more similar to them, 2) expedience or confirma-
tion bias such as a lack of openness to hearing from something from a patient that
goes against what the provider expects or believes, 3) experience bias where people
may project their own assumptions about quality of life on their patients or may as-
sume they know about the patient because of past interactions with similar patients,
4) distance bias where priority may be given to the most vocal family member over
what has been documented about a patient’s longstanding values, 5) safety bias
such as favoring choices based on risk aversion or sunk cost, or based on misleading
way of framing (eg, “Should we do everything for your loved one or should we switch to
comfort care?”).'8-22

Being aware of bias, the presence of microaggressions, and the impact of verbal
and nonverbal language is essential. This is especially true when an individual is con-
fronted with a serious illness, letting us view their coping through the lens of minority
stress and social safety. A nonjudgmental, culturally humble approach is recommen-
ded to best support the individual being cared for at the intersection of their identities
and their illness.

Approach Decision-Making with Cultural Humility

What are the specific ways in which specific LGBTQ+ cultural identities inform
decision-making at the end of life? Because there is ho one-to-one correspondence
between cultural identity and decision-making style, here the authors will highlight
the patterns of decision-making themselves. These are some of the main questions
and possibilities to assess with each individual patient and family.

First, who makes the medical decisions? In Western bioethics and legal systems, if a
patient has mental capacity and legal competence to make medical decisions, that is
their unassailable right. Yet patients of different cultures choose to involve families of
choice or community in their decision-making to a lesser or greater extent. Studies
have shown that the majority of participants across all demographic groups preferred
an approach of shared decision-making.?°

Second, how much information should be disclosed to the patient? Once again,
Western bioethics and legal systems have 1 clear approach: it is the patient’s right
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to know everything. Yet some patients will prefer not to know all their diagnostic and
prognostic information, and that is also their right. In some communities, there is a
belief that bad news or discussing death will hasten death.?"

Third, what are the health disparities and associated barriers to care? How can
they be addressed? As cited earlier in the article, challenges with access to care,
acceptance, and stigma can create barriers seen more commonly in LGBTQ+
communities.

Fourth, what are the meanings ascribed to suffering, to dignity, and to death? How
do these differing meanings translate into differing priorities for end-of-life treatments
and trajectories? What takes priority: struggle or comfort?

In sum, these domains of difference give a sense of the great heterogeneity
both across and within the LGBTQ+ community. The clinician must, therefore,
adopt an open and nonjudgmental approach to respond appropriately to the cul-
tural nuances in the decision-making process and help create a patient-centered
care plan.

To reduce bias and stigma, the authors recommend incorporating standardized as-
sessments of such preferences into the care of every patient, instead of attempting to
guess when particular patients or families of choice might have divergent perspec-
tives. In Box 2, the authors describe best practices for addressing LGBTQ+-inclusive
decision-making or advance care planning.

DISCUSSION

The authors emphasize that any clinician, not just those working in palliative care, can
and should use an approach to shared decision-making that is informed by cultural
humility and structural competency.

Communication in serious illnesses and end-of-life care should be regarded as a
procedure that improves with practice and a standardized, patient-centered
approach. Studies show that patients wish to speak with clinicians frankly to receive

Box 2
Recommendations for addressing decision-making in serious illness

1. Adapt existing best practices around value-based, shared decision-making to mitigate bias
and foster person-centered care.

a. Resources: Prepare For Your Care (https:/prepareforyourcare.org/), ACP videos
(https://acpdecisions.org), Respecting Choices (https://respectingchoices.org), Vital Talk
(https://vitaltalk.org).

b. Techniques: Scripting, using in-person interpreters in settings of language
nonconcordance, drawing on cultural brokers within the health system or from the
patient’s community.

2. Clarify the different types of decision-making to the patient.
a. Include the family members of choice to the degree that the patient desires.

3. Acknowledge mistrust and stigma in the health care system.
a. Ask open-ended questions to determine whether the patient has experienced
discrimination or breaches of trust from any past or current providers.

4. Evaluate, acknowledge, and make strategies to address social determinants of health and
barriers to care, including but not limited to
a. Transportation options
b. Insurance needs
¢. Documented versus undocumented status
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as much information as possible and to feel that they have been heard as people rather
than patients. Yet clinicians use medical jargon, fail to recognize that the patient or
family is not following, miss cues that patients are experiencing emotions that affect
information absorption, or block patient questions and concerns. The result is diver-
gence in illness understanding between what physicians believe they have communi-
cated and what patients believe they have heard.??

There are numerous evidence-based approaches to communicating with patients
with serious illnesses to achieve goal-concordant care. In this article, the authors
will refer to the SUPER® model created by the Clinician Patient Communication and
Life Care Planning group of the Southern California Permanente Medical Group
(Fig. 1). This model incorporates ADDRESSING intersectionality, evaluating bias,
and trauma-informed care (Refer Box 3 for how to use the model).

SUPER?
Serious lliness Conversation

A Patient Physician
D * Experience
R * Health Literacy « Medical Knowledge
E * Knowledge + Medical Experience
s * Bias « Bias
s * Hopes and Fears « Hopes and Fears
|+ Trauma Informed
N Care
G

SUPERS3 conversation

Fig. 1. The SUPER® model (Adapted from the original content developed by the Southern
California Permanente Medical Group Life Care Planning Program)

Box 3
Sample scripting using the SUPER®> model

1. Setup
a. Assess decision makers, awareness of clinical circumstance, and evaluation of family:
i. "Who is someone you trust to make decisions for you if you are very sick?”
ii. “I'd like to talk about some decisions that people with your health conditions often
face—is that OK?"
iii. “How are health care decisions made in your family or support system?”
b. Ensure shared understanding of the decision maker role:
i. A person who knows your values, wishes, and what is important to you.
ii. A person who agrees to be your decision maker.
iii. A person who is able to make decisions in difficult situations
iv. A person who agrees to follow your wishes even if different from their own

2. Understanding
a. Assess patient’s or decision maker’s understanding of the situation and address gaps:
i. “What do you understand about your illness?”
ii. “What have the doctors told you about that?”
iii. “Do you feel that you have a good understanding of what to expect over time?”

3. Past experiences
a. Assess prior hospitalizations, prior treatments, and context and experience with the
condition (eg, family members who went through a similar illness):
i. “Do you know anyone else with this condition?”
ii. “What did you learn from your last treatment? Last hospital stay?”
iii. “Have you had experiences with family members who were very sick? Family
members who were in the ICU? Who were on life support?”
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4. Elicit values
a. Assess personal goals, spiritual/religious affiliation, and other cultural influences:
i. "What abilities matter so much to you that you can’t imagine living without them?”
ii. “What do you look forward to each day?”
iii. “What does quality of life (living well) mean for you?”
iv. “Do you have spiritual or religious beliefs that might inform your medical decisions?”

5. Review/Recommend/Record (R3)
a. Review—recap the discussion to ensure agreement. You may need to provide additional
information to bridge any misunderstanding.
i. "It sounds like...”
ii. “What | heard was..."”
b. Recommend—seek to align patient’s goals and values with the treatment options being
offered, asking permission to provide your own clinical recommendation:
i. “Based on what we know about your health condition, and what | heard you say is
important, | have some recommendations. Would that be OK?"
ii. If the patient’s values lead you to recommend do-not-resuscitate (DNR) status:
1. “I recommend a natural dying process. We'll make sure to prioritize your comfort
and support your children. In medical language, this is a DNR order.”
2. "l wish intubation and tube feeding would cure the underlying
iii. “If you were to receive what would you expect?”
iv. “What concerns, if any, do you have about making this decision?”
¢. Record—make note of the information you have learned in the discussion somewhere it
will be easily accessible. It is essential to document any changes for treatment course or
code status.

"

6. Repeat as many times as necessary, as the disease and the situation evolve.

SUMMARY

Palliative care focuses on improving the quality of life for people with serious illnesses
and their loved ones. This article introduces considerations including barriers to care,
intersectionality, minority stress, microaggressions, and social safety that may impact
the experience and openness of people to receive this care. The authors outline tools
to address these challenges including trauma-informed care and how to recognize
bias and earn trust. The authors conclude by offering a model for incorporating these
assessments and tools with sample scripts to provide patient-centered and holistic
palliative care. Though this article focuses on palliative and hospice care for LGBTQ+
patients, the themes and tools can be extended to a broader patient population to pro-
vide high-quality and inclusive palliative care. When possible, the authors recommend
connecting LGBTQ+ patients with teams and resources known to support the
LGBTQ+ community. The use of out lists or tips for finding LGBTQ+ affirming care
(https://www.lgbtagingcenter.org/resources/resource.cfm?r=4) can help to ensure
appropriate and sensitive care for serious illnesses, end-of-life, and postmortem plan-
ning and care.

Further Learning
The authors recommend the following resources for people and organizations wishing to
improve the quality of palliative and hospice care provided to LGBTQ+ people:

e Acquaviva, Kimberly D., "LGBTQ-Inclusive Hospice and Palliative Care: A Practical Guide to
Transforming Professional Practice" (2017). Faculty Bookshelf. 107. https://hsrc.himmelfarb.

gwu.edu/books/107
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e Maingi S, Bagabag AE, O'Mahony S. Current Best Practices for Sexual and Gender Minorities

in Hospice and Palliative Care Settings. J Pain Symptom Manage. 2018 May;55(5):1420-1427.
https://doi.org/10.1016/j.jpainsymman.2017.12.479. Epub 2017 Dec 27. PMID: 29288882
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