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Abstract

Objective: Reports show that LGBT+ people may face several struggles during their end-
of-life (EOF) preparations, reporting higher rates, for example, of harassment and fear of
feeling pain during these moments. We thus aimed to investigate variables related to EOF
preparations among LGBT+ people and compare them with heterosexual cisgender individuals.
Methods: This is a cross-sectional study in which Brazilians aged 50 or older were invited to answer an
anonymous online survey between August 2019 and January 2020. The survey was widely distributed
in neighbourhood associations, nongovernmental organizations, and social media. Those who
identified as homosexual, bisexual, pansexual, non-heterosexual, transgender, zravesti, or non-binary
were grouped as LGBT+; cisgender and heterosexual participants were grouped as non-LGBT.
Results: The questionnaire was answered by 6693 participants with a median age of 60 years.
Out of all respondents, 1332 were LGBT+ (19.90%) and 5361 were non-LGBT+ (80.10%).
Compared to their non-LGBT+ peers, LGBT'+ people reported higher rates of loneliness
(25.30% vs 16.32%, p < 0.001), fear of dying alone (15.69% vs 9.79%, p < 0.001) or in pain
(35.21% vs 25.74%, p < 0.001), and less social support (19.44% vs 13.48%, p < 0.001).
Conclusions: Being LGBT'+ was associated with challenges and inequalities regarding EOF
preparations and discussions. Sexuality and diversity should be addressed in palliative training
programs to address the needs of the LGBT'+ population and to provide them with a dignified death.

Keywords: palliative care; terminal care; sexual and gender minorities; aged; long-term care.

Resumo

Objetivos: Estudos observacionais mostram que pessoas LGBT'+ enfrentam diversas barreiras e
desafios em suas preparages de fim de vida, como, por exemplo, taxas maiores de discriminagio e
medo de sentir dor nesses momentos. Dessa forma, nosso objetivo foi investigar varidveis relacionadas
as preparagdes de fim de vida entre pessoas LGBT+ e compard-las com as de individuos nio LGBT'+.
Metodologia: Este foi um estudo de corte transversal, no qual brasileiros com 50 anos ou mais
foram convidados a responder a um questiondrio on/ine anénimo entre agosto de 2019 e janeiro
de 2020. O /ink para respostas foi distribuido amplamente em associagdes, organizagdes nio
governamentais e midias sociais. Aqueles que se identificassem como homossexuais, bissexuais,
pansexuais, ndo heterossexuais, transgénero, travestis ou com género nio bindrio foram agrupados
no grupo LGBT+; pessoas cisgénero e heterossexuais constituiram o grupo nio LGBT+.
Resultados: O questionirio foi respondido por 6693 participantes, com mediana de idade de
60 anos. Entre eles, 1332 eram LGBT'+ (19,90%) e 5361 niao LGBT+ (80,10%). Comparadas
com seus contemporineos nio LGBT+, as pessoas LGBT+ referiram maiores taxas de soliddo
(25,30% ws. 16,32%, p < 0,001), medo de morrer sozinhas (15,69% wvs. 9,79%, p < 0,001) ou
com dor (35,21% wvs. 25,74%, p < 0,001) e menor suporte social (19,44% wvs. 13,48%, p < 0,001).
Conclusoes: Ser LGBT+ esteve associado com iniquidades e desafios relacionados as preparages
e discussdes de fim de vida. Sexualidade e diversidade devem ser abordadas em programas
de formagio em cuidados paliativos para se acessarem as necessidades e particularidades da
populagio LGBT+ e, dessa forma, ser proporcionada uma morte com dignidade a todos.
Palavras-chave: cuidados paliativos; assisténcia terminal; minorias sexuais e de género; idoso;
assisténcia de longa duragio.
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Palliative care over the rainbow

INTRODUCTION

Sexuality ought to be understood as a nuclear component of
all human beings and therefore must be included in pallia-
tive care plans. It does not simply encompass the sexual act,
but also intimate contact, physical proximity, and emotional
connection, which can become more important in the lat-
ter stages of life.!

Many lesbians, gays, bisexuals, and transgender people
(LGBTH+) report fear of suffering discrimination and a lack
of confidence in health care centres, even in contexts of pal-
liative care; this can consequently be associated with failure
to provide a dignified death.? Fear of dying alone, in pain, or
suffering discrimination at the time of death are frequently
described concerns.? They also show inequalities in access
to health care and assistance, less social support, and greater
chances of living alone, being childless, and not having any-
one to call in case of emergency, which are issues that play
a pivotal role in this phase of life.**

Other observational studies report greater difficulty,
when compared to non-LGBT'+ persons, in discussing issues
regarding end-of-life (EOF) with health care providers.>’
'The lack of welcoming long-term institutions also compels
these individuals to remain at home even when care and
assistance are inadequate.®

Few studies have been published on this subject, especially
in the Brazilian medical literature.?’ Therefore, we aimed to
investigate the ageing and EOF perceptions of older LGBT+
adults and to compare them with a corresponding hetero-

sexual, cisgender sample.

METHODS

Study design and population

'This study is part of a bigger questionnaire that aimed to
investigate inequalities in access to health care. A cross-sec-
tional study involving Brazilians aged 50 years or older was
conducted. Participants were invited to answer an anony-
mous online survey developed and managed using REDCap
resources'® between August 2019 and January 2020. They were
encouraged to answer the questionnaire following a snowball
sampling recruitment strategy." ‘The study was also adver-
tised in medical associations, patient organizations, neigh-
bourhood associations, nongovernmental associations, and
social media. The study received unofficial support by import-
ant Brazilian LGBT+ associations such as GGB (Grupo
Gay da Bahia), ESOU (Associagio EternamenteSOU), and
ANTRA (Associagdo Nacional de Travestis e Transexuais),

which increased its propagation among LGBT+ communities.

To reduce the risk of recruitment bias, the study was
disclosed under the most generic scope of the research: the
investigation of sociodemographic aspects associated with
health care access, whose questions could be answered both
by LGBT+ and non-LGBT+ people. Questions related to
sexual orientation and gender identity were placed at the
end of the questionnaire.

Data collection
Participants filled out a thorough questionnaire detailing
sociodemographic and clinical characteristics, use of health
care services, and previous discriminatory and victimiza-
tion experiences.

Our main independent variables were gender (cisgen-
der male, cisgender female, transgender male, transgender
female, travesti,’? non-binary, other) and sexual orienta-
tion (heterosexual, homosexual, bisexual, pansexual, asex-
ual, other). For analysis purposes, we created an additional
variable grouping non-LGBT+ (cisgender male, cisgender
female, heterosexual) vs LGBT+ participants (transgender
male, transgender female, #ravesti, non-binary, homosexual,
bisexual, pansexual, other).

Statistical analysis
We described our data using central tendency and dispersion
measures, counts, and proportions. We compared LGBT+
and non-LGBT+ participants using contingency tables,
chi-squared tests, Fisher’s exact tests, Student’s t-tests, or
Wilcoxon’s rank-sum tests as appropriate. Statistical analy-
ses were performed using Stata SE 15 (Stata Corp, College
Station, TX). All statistical tests were two-tailed, and an
alpha error of up to 5% was accepted.

As this article is based on a secondary and exploratory
analysis of a larger study that aimed to investigate inequalities
in access to health care, no other associations were performed.

Ethical aspects

'The Institutional Review Board of Universidade de Sao Paulo
Medical School (FMUSP) approved the study — (approval
number: 3 492 814 on 08/08/2019). The online survey
required eligible patients to read, understand, and accept a
consent form to participate. The questionnaires were anon-
ymous and de-identified.

RESULTS
After excluding incomplete data (1.82%) and those who did
not consent to participate (4.84%), our final sample included
6693 participants: 1332 of them were in the LGBT+ group
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(19.90%) and 5361 were in the non-LGBT+ group (80.10%).
Regarding sexual orientations in the LGBT+ group, 70.49%
were homosexual, 16.29% were bisexual, and 3.75% were
pansexual. Most of them identified as cisgender (81.30%).

Overall, the median age was 60 years; 68.39% of the par-
ticipants were female and 78.76% were White. Participants
had high literacy levels, with 78.76% having completed uni-
versity or graduate courses. LGBT+ participants were more
frequently single (37.53% vs 10.27%, p < 0.001) and used the
public health system more often. They were also more likely
to live in a rental (18.24% vs 10.25%, p < 0.001) and earn
less than the minimum wage (9.53% vs 6.24%, p < 0.001).

LGBT+ participants were more likely to report that they
did not have anyone to assist them if they became bedrid-
den (19.44% vs 13.48%, p < 0.001) and that they feared
dying alone (15.69% vs 9.79%, p < 0.001), in pain (35.21%
vs 25.74%, p <.0001), or while depending on others (41.59%
vs 37.41%, p = 0.005). They would also more frequently pre-
fer to die than live in a long-term facility when compared to
their non-LGBT+ peers (7.58% vs 5.46%, p = 0.006).

We also completed a sensitivity analysis modifying our
primary independent variable to transgender people, non-bi-
nary genders, and other genders as non-cisgenders. The ten-
dency of data was maintained after excluding these groups.

DISCUSSION

The data found in this study are consistent with findings of
other observational investigations on the topic.*"!* In our
sample, we found a greater proportion of LGBT+ people
who expressed fear of dying in pain, alone, and dependent on
others. Such findings reinforce the importance of discussions
about inequalities in health care access, social support, and
the knowledge of health care professionals on issues related
to sexual and gender minorities.

Loneliness and social isolation can have a negative impact
on the management of people in life-threatening situations.
North American data show that 80% of older LGBT+ peo-
ple are single, 90% are childless, and 75% live alone. In the
general population, these numbers reach 40%, 20%, and
33%, respectively.’

Another specificity of this population refers to the impor-
tance of the concept of “family of choice” at their end of life.
As such, it is up to the professionals to respect these relation-
ships and/or provide guidance for the making of legal docu-
ments that guarantee their voice and preferences.

The numbers related to perceptions on living in long-
term facilities are also relevant, since it is not uncommon for

older people to live in these places at moments of greatest

vulnerability or at the end of their lives. The higher pref-
erence for dying rather than living in such an institution
observed among LGBT+ people may be justified by the
tear of suffering discrimination or needing to “go back
into the closet” and by the hetero-cis-normative way these
places are organized.

In this context, a survey performed in the United States
with institutionalised older LGBT'+ adults showed that 23%
had suffered verbal or physical harassment from other res-
idents and 14%, by health care providers.® Another study
showed that the employees of these institutions were better
prepared to respect cis-heterosexual relationships than those
between two men or two women.!’

'This set of findings reinforces that issues related to sexual
and gender diversity should not only be part of macro-pol-
itics within the debate on public policies aimed to reduce
inequality, but also of micro-politics, reflecting upon the
creation of welcoming institutions and the inclusion of this
theme in palliative care training programs.

Our study has limitations. First, our sample was subject
to possible biases intrinsic to snowball sampling and the use
of social networks to encourage participation. These include
literacy and socioeconomic levels that were above the mean
Brazilian indicators. Second, the fact that we used an online
questionnaire may also have affected the engagement of older
contributor age groups.

On the other hand, our work also presents import-
ant strengths. We included a considerable number of
participants, both non-LGBT+ and LGBT+, and exam-
ined numerous aspects of our respondents’health. Another
essential element of our survey was the participants’ ano-
nymity, which enhanced the likelihood of receiving accu-
rate answers concerning subjects that are usually considered
taboo. Furthermore, we had a high percentage of complete
responses and minimal exclusion of missing data, which
asserts the quality of our data.

CONCLUSION
LGBT+ Brazilians aged 50 years or older presented a higher

prevalence of experiencing fear of dying alone, in pain, and
dependent on others. The fear of having to live in a long-
term care facility also had a negative impact on their lives,
considering the higher prevalence of those who would rather
die than live in such an institution.

Public policies and training programs in palliative care
aimed at alleviating vulnerabilities are essential to include
these people in health care facilities so as to enable the pro-
vision of a dignified death.
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