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Background: Despite national policy recommendations to enhance healthcare access for
LGBT+ (lesbian, gay, bisexual, transgender, and those who do not identify as cisgender
heterosexual) people, education on LGBT+ issues and needs is still lacking in health and
social care curricula. Most of the available resources are focused on primary care, mental
health, and sexual health, with little consideration to broader LGBT+ health issues and needs.
The limited available educational programmes pertaining to LGBT+ individuals outside the
context of sexual or mental health have mainly focused on cancer care or older adults.

Aim: To support palliative care interdisciplinary teams to provide LGBT+ affirmative care for
people receiving and needing palliative and end-of-life care.

Methods: A 1'2-h workshop was developed and evaluated using Kotter’s eight-step process
for leading change. Across four hospices, 145 health and social professionals participated in
the training. A quasi-experimental non-equivalent groups pre-post-test design was used to
measure self-reported levels of knowledge, confidence, and comfort with issues, and needs
and terminology related to LGBT+ and palliative care.

Results: There was a significant increase in the reported levels of knowledge, confidence,
and comfort with issues, needs, and terminology related to LGBT+ and palliative care after
attending the training. Most participants reported that they would be interested in further
training, that the training is useful for their practice, and that they would recommend it to

colleagues.
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Conclusion: The project illustrates the importance of such programmes and recommends that
such educational work is situated alongside wider cultural change to embed LGBT+-inclusive
approaches within palliative and end-of-life care services.
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Introduction

Lesbian, gay, bisexual, transgender, and those
who do not identify as cisgender heterosexual
(LGBT+) individuals represent a significant
underrepresented and underprivileged group,
with distinct healthcare needs.! There is evidence
that the prevalence of ongoing discrimination and
marginalisation on the basis of sexual orientation
and gender identity directly affects the health and
well-being of many LGBT+ people.? LGBT+

people report worse healthcare experiences? and
poorer general health,* have a higher life-time risk
for certain types of cancer,>”’ are less likely to
attend routine health screening, and are more
likely to present with advanced illness compared
with cisgender heterosexual people.!® Moreover,
LGBT+ people are more likely to experience
mental health problems and engage in risk behav-
iours, which are attributed to stress from stigma,
discrimination, and marginalisation.®-12 Stigma,
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discrimination, and marginalisation can have a
significant impact on the person’s health and
well-being, leading to minority stress.!> The
minority stress model illustrates the harmful
impact of internalised homophobia, biphobia,
and transphobia.!®!> The negative societal atti-
tude towards an LGBT+ identity places the
LGBT + individual at an increased risk of experi-
encing poor psychosocial outcomes, including
anxiety, depression, substance use disorder, and
suicidality.!1:16:17

Much of the literature indicates that LGBT+
people are less likely to access health and social
care services especially when they are most vul-
nerable,!® such as when needing palliative and
end-of-life care.®1920 This is mainly associated
with lack or biased understanding of LGBT+
distinct needs, overpowering heteronormative
behaviours, discrimination, homophobia, and
transphobia within the health services.8320,21
Evidence suggests that some care professionals
discriminate against patients based on their sex-
ual orientation and gender identity.22 This is sup-
ported by the findings of an international survey
which illustrated that heterosexual healthcare
providers implicitly favour heterosexual individu-
als on gay men and lesbian women.?? Previous
negative experiences with health services due to
discrimination and stigmatisation result in
delayed or no access to care and timely treat-
ments,?425 resulting in poorer health outcomes
and worse healthcare experiences.* Furthermore,
LGBT+ individuals expressed concerns related
to bereavement, including but not limited to,
unrecognised needs of the bereaved partner, lack
of acknowledgement of the loss, and exclusion of
the ‘family of choice’ from decisions and advance
care plans.?6 Therefore, LGBT+ individuals are
at a higher risk of experiencing disenfranchised
grief?” and suboptimal bereavement outcomes.26

Despite national policy recommendations to
enhance healthcare access and provision for
LGBT+ people, lack of awareness about the
heteronormative practices that can exclude
LGBT+ persons persist.2® To promote an
improved healthcare experience and person-cen-
tred care, it is crucial to have responsive and
inclusive health services, led by knowledgeable
and skilled healthcare professionals. Therefore,
healthcare organisations and higher education
providers have an important role in supporting
the development of LGBT +-inclusive education
programmes. Most of the available resources are

focused on mental health and sexual health,29:30
with little consideration to the broader LGBT +
health issues and needs. While a wide range of
educational resources are available for the work-
force providing care for people with advanced ill-
ness, very few consider the specific needs of the
LGBT+ population. The limited available edu-
cational programmes pertaining to LGBT+ indi-
viduals outside the context of sexual or mental
health have mainly focused on cancer care2!:3! or
older adults.!8

Aim

The aim of the project was to support palliative
care interdisciplinary teams to provide LGBT+
affirmative care for people receiving and needing
palliative and end-of-life care:

e Develop an education programme for
health and social care professionals provid-
ing palliative and end-of-life care for
LGBT+ people.

e Evaluate the education programme based
on self-reported knowledge of general
LGBT+ issues and needs, knowledge of
LGBT + issues and needs specific to pallia-
tive and end-of-life care, confidence in pro-
viding palliative and end-of-life care for
LGBT + people, comfort with using termi-
nology related to sexual and gender identi-
ties, usefulness of the training to practice,
interest in further training, and whether
participants would recommend the training
to others.

Methods

Project development

The project was developed using Kotter’s eight-
step process for leading change, which provides
the following roadmap to initiate, manage, and
sustain change: create an urgency, form a power-
ful coalition, create a vision for change, remove
obstacles, create short-term wins, and build and
anchor the change (Figure 1).32 The nexus of the
project was based on the Care Quality Commission
(CQCQC) report on inequalities in end-of-life care,!®
which led to informal discussions with stakehold-
ers to create an urgency for change. The CQC’s
thematic review of inequalities in end-of-life care
demonstrated that service providers and com-
missioners do not have a good understanding of
the different groups within the communities that
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|
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e Develop a 90-minute training
e Evaluate the training in five hospices
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|
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!
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!
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|

e Embed the training in

Build on and anchor the
change .

undergraduate and postgraduate
palliative care programmes
Develop a national interactive

online version of the training that
is freely accessible

Figure 1. Developing the project using Kotter’s eight-step change model.

they serve. The review also highlighted that many
service commissioners believed that sexual orien-
tation and gender identity have no impact on pal-
liative and end-of life care service access and
provision. In addition, there was limited evidence
that service providers are engaging with the
LGBT+ community and considering their spe-
cific needs. As a result, an interdisciplinary task
group was formed to provide leadership and
guide the development of the programme and
implementation of the project. The task group
consisted of people in key leadership positions in
hospice and palliative care settings, members of
the LGBT+ community, clinicians, service man-
agers, commissioners, and academics.

The project developed a 1Y2-h workshop which
consisted of an informative presentation and
interactive discussion. The content of the curric-
ulum focused on terminology and definitions
related to gender and sexual identities; general
LGBT+ issues and needs; LGBT+ issues and

needs relevant to palliative and end-of-life care;
and approaches to providing LGBT +-affirmative
care at individual and organisational levels. The
format of the training was interactive and included
the trailer of Gen Silent documentary, which fol-
lows the lives of older LGBT people in the Boston
area. The programme was designed to meet the
needs of health and social care professionals from
diverse backgrounds, and to provide a basic level
of knowledge and understanding of LGBT+
issues and needs in the context of living with
advanced illness.

Project implementation

The delivery of the programme began in January
2017. Each workshop was delivered by one trainer
and one facilitator. The workshop was delivered to
and evaluated by 145 participants at four hospices
across London and Essex, UK. The target popula-
tion was health and social care professionals work-
ing with people living with advanced illness. The
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Table 1. Clinical role and demographics. aim of the education programme was to increase
health and social care professionals’ awareness
about the specific issues and needs of LGBT+
145 100 people and their families and partners living with
advanced illness. It was also aimed at providing
participants with strategies for recognising barri-

Clinical role

Chaplain 2 1.38 ers to inclusion and develop the skills required to
provide LGBT+ -inclusive service using a pallia-
Complementary therapist 1 0.69 tive care approach.
Counsellor 23 15.86
Doctor 10 6.90 Project evaluation
The project evaluation started in January 2017
Healthcare assistant 21 14.48 and ended in July 2017. The project employed a
Nurse 57 3931 quasi-experimental non-equivalent groups pre—
post-test design. It measured the overall self-
Occupational therapist 4 2.76 reported knowledge of general LGBT+ issues
and needs, knowledge of LGBT+ issues and
Others 15 10.34 needs specific to palliative and end-of-life care,
Physiotherapist 5 3.45 confidence in providing palliative and end-of-life
care for LGBT + people, and comfort with using
Psychologist 2 1.38 terminology related to sexual and gender identi-
Social worker 5 345 ties. Participants (N = 145) were asked if the

training was useful for their practice, if they would
Age recommend it to colleagues, and if they would be
interested in further training on the topic.

18-29 8 5.52 Participants completed self-report questionnaire
30-39 15 10.34 before and after the training. Age was collected
using five age groups (see Table 1). The distribu-

40-49 45 31.03 tion of the evaluation variables was compared
50-59 " Leh over the different age groups, which identified
that the main differences were between the oldest

60 and over 13 8.97 two groups against the younger three groups.
Therefore, for the purposes of comparative analy-

Gender sis, age was re-coded into two groups, ‘18 to 49’
Male 9 6.21 and ‘50 and over’. Data were analysed using IBM
SPSS Statistics v.26. The statistical tests used

Female 136 93.79 were appropriate to the data type, study design,

distribution, and included descriptive statistics,

Sexual orientation chi-square, and Wilcoxon Signed Rank Test.

Lesbian 2 1.38
Bisexual 1 0.69 Results
Heterosexual 141 9794 Table 1 summarises the demographic profile of

participants. The cohort consisted of 145 partici-
Pansexual 1 0.69 pants, of which 136 (93.8%) reported their gen-
der as female. The cohort included a range of
clinical roles, with the most frequent being nurses
Black/Black British 5 3.45 (n = 57, 39.3%), followed by counsellors
(n =23, 15.8%) and healthcare assistants

Ethnicity

Asian/Asian British 3 2.07 (n = 21,14.5%). A total of 141 (97.2%) reported
. . . their sexual orientation as heterosexual, and 131
C White British 131 90.34 . . . 2 .
aucasian/White Britis (90.3%) reported their ethnicity as Caucasian/
Other b 414 White British.
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Table 2. Knowledge, confidence, and comfort pre- and post-session.

Pre-session Post-session p value
n % n %
145 100.00 145 100.00
Knowledge of general LGBT+ issues and needs
p < 0.001
Not knowledgeable 48 33.10 1 0.69 (Z = -9.135)
Somewhat knowledgeable 84 57.93 73 50.34
Knowledgeable 13 8.97 71 48.97
Knowledge of LGBT+ issues and needs in palliative and end-of-life care
p < 0.001
Not knowledgeable 81 55.86 2 1.38 (Z = -10.019)
Somewhat knowledgeable 60 41.38 71 48.97
Knowledgeable 4 2.76 72 49.66
Confidence in providing palliative and end-of-life care for LGBT+ people
p < 0.001
Not confident 48 33.1 5 3.45 (7 = -7.957)
Somewhat confident 62 42.8 56 38.62
Confident 35 241 84 57.93
Comfort with using terms related to sexual/gender identity
p < 0.001
Not comfortable 8 5857, 1 0.69 (7 = -3.699)
Somewhat comfortable 30 20.69 20 13.79
Comfortable 107 73.79 124 85.52

LGBT+: lesbian, gay, bisexual, transgender, and those who do not identify as cisgender heterosexual.

Table 2 shows the comparison of the overall knowl-
edge of general LGBT + issues and needs and overall
knowledge of LGBT + issues and needs in palliative
and end-of-life care, confidence in providing pallia-
tive and end-of-life care for LGBT+ people, and
comfort with using terms related to sexual and gender
identities before and after the training, using the
Wilcoxon signed rank test. There was a significant
increase in the reported overall knowledge of general
LGBT+ issues and needs (Z = -9.135; p < 0.001,
overall knowledge of LGBT+ issues and needs in

palliative and end-of-life care (Z = -10.019;
p < 0.001), confidence in providing palliative and
end-of-life care for LGBT+ people (Z = -7.957;
p < 0.001), and comfort with using terms related to
gender and sexual identities (Z=-3.699;p < 0.001).

The reported levels of knowledge, confidence,
and comfort were compared by age groups. To
avoid sample size issues, age was collapsed into
two categories, ‘18 to 49’ and ‘50 and over’.
These were analysed in two ways. First, reported
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Table 3. Knowledge, confidence, and comfort pre- and post-session within age groups “18 to 49" and ‘50 and over'.

Age in two groups p value Age in two groups p value
Pre-session Post-session Pre-session Post-session
18-49 18-49 50 and over 50 and over
n % n % n % n %
Knowledge of general LGBT + issues and needs
Not knowledgeable 27 39.7% 0 0.0% p<0.001 21 27.3% 1 13%  p < 0.001
Somewhat knowledgeable 33 485% 32 47.1% 51 66.2% 41 53.2%
Knowledgeable 8 11.8% 36 52.9% 5 6.5% 35 45.5%
Knowledge of LGBT+ issues and needs in palliative and end-of-life care
Not knowledgeable 46 67.6% 0 0.0% p < 0.001 85 45.5% 2 2.6%  p < 0.001
Somewhat knowledgeable 21 30.9% 33 48.5% 39 50.6% 38 49.4%
Knowledgeable 1 1.5% 85 51.5% 3 3.9% 37 48.1%
Confidence in providing palliative and end-of-life care for LGBT+ people
Not confident 26 38.2% 3 4%  p<0001 22 28.6% 2 2.6%  p < 0.001
Somewhat confident 27 39.7% 26 38.2% 35 455% 30 39.0%
Confident 15 22.1% 39 57.4% 20 26.0% 45 58.4%
Comfort with using terms related to sexual/gender identity
Not comfortable 3 4.b% 0 0.0%  p < 0.005 5 6.5% 1 13% p<0.05
Somewhat comfortable 19 27.9% 12 17.6% 11 14.3% 8 10.4%
Comfortable 46 67.6% 56 82.4% 61 79.2% 68 88.3%

LGBT+: lesbian, gay, bisexual, transgender, and those who do not identify as cisgender heterosexual.

ratings before and after the training were directly
compared within each age group. Second, a com-
parison between the two age groups before the
training was made and the same comparison was
made after the training. The results of the first
comparative analysis by age can be seen in Table
3, which shows that the levels of knowledge, con-
fidence, and comfort significantly improved post-
training within all age groups. The second
comparative method by age showed that the over-
all knowledge of LGBT + issues and needs in pal-
liative and end-of-life care was significantly higher
before the training in the age group ‘50 and over’
than the younger age group (y? = 7.364, df = 2,
p < 0.05).

Table 4 shows that most participants rated the
overall quality of the training as ‘excellent’

(n = 115, 79.3%), reported that the training was
useful for their practice (n = 143, 99.3%), and
that they would be interested in further training
(n = 138, 95.1%). All participants reported that
they would recommend this training to others.

Discussion

While there are commonalities between LGBT+
and cisgender heterosexual individuals in relation
to their needs being met by palliative and end-of-
life care, as identified above, there are additional
barriers facing LGBT+ people and evidence that
the care that LGBT+ people receive is subopti-
mal. This may be due to LGBT+ people fearing
disclosure of key aspects of their identity which
may negatively impact their care. Much of the lit-
erature indicates an association between positive
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psychosocial adjustment and a person being able
to disclose their sexual identity.33:3% As a result,
individuals who choose to hide their sexual iden-
tity due to fear from discrimination may not have
the same potential for positive psychosocial func-
tioning compared with those who do not face
similar challenges.?> Suboptimal care may also be
due to healthcare providers assuming heterosexu-
ality, negative attitudes, and behaviour towards
people who are identified or perceived as being
LGBT+. Awareness of and addressing these
potential barriers are largely dependent on the
knowledge and attitudes of healthcare profession-
als, hence the importance of training to facilitate
high-quality provision of care for LGBT+ people
in need of palliative and end-of-life care. The care
of the dying is said to be a good indicator of the
care for all sick and vulnerable people.3¢ It is a
crucial time to deliver good-quality care to enable
LGBT+ people to live and die in comfort and
with dignity because, to paraphrase Dame Cicely
Saunders (recognised as the founder of the mod-
ern hospice movement), how someone dies
remains a lasting memory for the individual’s
friends, family, and the teams involved in their
care.3” All individuals should be afforded care,
compassion, and dignity through life and at the
end of life. Addressing the distinctly complex and
multiple needs of LGBT + people hold the poten-
tial to develop non-discriminatory services that
will benefit all.

To our knowledge, this project developed the first
education programme for health and social care
professionals in the United Kingdom, focusing on
palliative and end-of-life care for people with
diverse sexual orientations and gender identities.
A crucial component in the development of this
programme was the direct involvement of mem-
bers of the LGBT+ community as active contrib-
utors to the development of the curriculum and
implementation of the project. As such, values,
needs, and preferences of people from diverse
sexual orientations and gender identities were
represented to inform the planning, development,
and implementation of the project; with the
intended goal of developing a curriculum that will
support health and social care professionals to
provide an LGBT+-affirmative palliative and
end-of-life care.

The findings demonstrate that there is a need for
mainstream palliative and end-of-life care educa-
tion programmes to include topics related to peo-
ple with diverse sexual orientations and gender

Table 4. Quality and usefulness of the training,
interest in the training, and recommending the
training to others.

n %
145 100
Overall quality of the training
Excellent 115 79.31
Good 28 19.31
Poor 0 0.00

Usefulness of the training to own practice

Yes 143 99.31

No 1 0.69
Interest in further training

No 6 414

Yes 138 95.17
Recommend the training to others

Yes 145 100.00

No 0 0.00

identities. Although the results demonstrate that
participants were more knowledgeable, confi-
dent, and comfortable with issues, needs, and ter-
minology related to LGBT+ and palliative care
after the training, the majority expressed a desire
for further training and that they would recom-
mend the education programme to colleagues. As
a result, and to build on and anchor the change,
an online interactive version of the training was
developed for the national e-learning programme,
End of Life Care for All (e-ELCA), which is freely
accessible by all health and social care profession-
als working in the National Health Service and
hospices across England. In addition, the training
became embedded as a core element in the inter-
disciplinary undergraduate and postgraduate pro-
grammes in palliative and end-of-life care at
London South Bank University.

Westwood and Knocker3® highlight some limita-
tions to this type of training. They argue that there
are still wider issues to be addressed, such as
organisational issues within the workplaces of
healthcare professionals and socio-cultural system-
atic disadvantage.3® Furthermore, it is challenging
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to fully address the diversity among and between
LGBT+ individuals in a short educational pro-
gramme. The small sample size and the lack of
diversity among participants, where the majority
identified as White cisgender heterosexual females,
limits the generalisability of the findings. The eval-
uation of the project consisted of a single-item
measure, and it was beyond the scope of the pro-
ject to assess the impact of the training on practice.
Further research evaluating the training using reli-
able and valid measures and exploring the effec-
tiveness of such training programmes on practice is
needed. Nevertheless, our results indicate that this
project is a positive example of partnership work-
ing between stakeholders to enhance care of
LGBT+ people with advanced illness. It has been
presented in a national report as a case study of
best practice.?® In addition, this project provides
an example of how such initiatives can be adapted
and replicated in different contexts and countries
to achieve a wider impact. For example, the cur-
riculum was adapted to the Lebanese context and
piloted in Lebanon as part of the Lebanese Medical
Association for Sexual Health’s annual LGBT+
Health Week. The results of the pilot were posi-
tive, and a key finding was the desire for further
training and to learn more.40

Conclusion

The project provides an example of how partner-
ship working between different stakeholders can
help respond to a real need within the health ser-
vices to positively impact the care provided to
marginalised populations. It shows how such ini-
tiatives can be adapted and replicated in different
contexts to achieve a wider impact. Our findings
demonstrate that participants developed a better
awareness of the additional issues that may face
their LGBT+ patients and feel better equipped
with the skills, knowledge, and tools to discuss
personalised care and help LGBT+ people make
informed choices in a palliative and end-of-life
care context. This illustrates the importance of
such programmes and recommends that such
educational work needs to be situated alongside
wider cultural change to embed LGBT+-
inclusive approaches within palliative and end-of-
life care services.
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