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Acknowledgment of Country

We acknowledge that we stand and work
on the Lands of First Nations people across
South Australia. We pay our respects to
Elders past, present and emerging.

We also acknowledge the work of LGBTI+
people who have contributed to better lives
for our community through their advocacy
and activism.



Welcome to the Rainbow Dog Project Report: Older LGBTI+ Peoples’
Experience of lliness and its Impact on Mental Health.

Older LGBTI+ people, within our lifetime, have been subjected to
federal and state laws of discrimination, religious persecution, and
societal intolerance and bigotry.

The Rainbow Dog Project was successful because it was guided by a
strong partnership between Rainbow Hub SA (RHSA) and our LGBTI+
community.

| hope you find this report an informative, powerful, and heartfelt
document that captures the voices of older LGBTI+ people. The report
reflects a strong emotional thread, which is intentional as it has come
from the lived experiences of the participants.

The findings from our study have placed us in a better position to
understand the relationship between ill health and its impact on
mental health and mental health care.

We hope this report can be used as a launching pad for other studies
and for further exploration of our findings.

As a voice for rainbow people aged over 50, Rainbow Hub SA will work
towards a supportive future ensuring the safety, equality, respect and
professional understanding of the health and mental health needs of
older LGBTI+ people in partnership with community and providers.

Peter Jones
Chair, Rainbow Hub SA
(July 2025)
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Our sincere thanks go to all the following:

Our very special thanks to all the
participants we interviewed. This project
would not have been possible without
you. Thank you for trusting us and
allowing us to hear and share your stories.
The information you have given us is
helping to shape the future direction of
Rainbow Hub SA and will help us lobby to
build safer services and spaces for our
LGBTI+ community.

The Fay Fuller Foundation for the funding,
advice and support of a Spark Grant
which enabled us to undertake the
Rainbow Dog project.

CQOTA SA for all their support in helping
to acquire the funds and for the early
management of the project. We look
forward to having an ongoing working
relationship with you.

COTA SA Rainbow Hub Advisory Group
who oversaw the development of the
project and its first stage.

Rainbow Hub SA Committee for your
ongoing support in completing the
project which has enabled priorities for
action to be developed.

The Rainbow Dog Community
Consultative Group (CCG) As part of our
LGBTI+ community you joined us the very
beginning of the project and are still with
us. You helped us shape the project’s
vision, its directions, provided feedback
on the findings and helped develop our
future priorities.
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Our allies in the LGBTI+ space who
have supported us in our first year
as an independent organisation. We
look forward to working with you
more in the future.

Lastly our very grateful thanks

to Cris Davis, a member of the
project team, who sadly passed
away during the project’s life.

Cris's commitment to the LGBTI+
community, her wisdom, knowledge
and expertise, not only brought this
work to life, but also helped secure
the funding for the project to be
undertaken.

This report is structured to be a learning
document that not only describes the
project and its findings but also describes
in more detail what we learnt along

the way.

For example:

How did having an LGBTI+ CCG walking
the journey with us contribute to our
thinking and actions?

How did using a community
development framework guide our
project steps?

How has listening to the voices of
LGBTI+ people over 50 with lived

experience influenced our future

direction?

Throughout this report, LGBTI+ has

been used as the acronym to represent
this diverse population. The team
acknowledges that this group is not
homogenous, and the experiences of
lesbian, gay, bisexual, transgender, and
intersex individuals are varied. The plus is
intended to encompass non-binary and
gender diverse people, including queer
identifying. The Q has been intentionally
omitted as feedback has indicated that
“queer” was often used as an offensive
term for the older generation and as such
may not resonate with our community.
We use the chosen acronym of other
organisations when referring to them.
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Please note that this report reflects
the stories of real individuals.

To respect what they shared with us,
we have not amended these stories in
any way. Some of the stories identify
themes of suicidality, mental illness
and grief and loss.

Support is available through:
QLife (1800 184 527),

Bfriend (08 8202 5190),
Shine SA (1300 794 584),
Lifeline (13 1114),

Beyond Blue (1300 224 636).

As part of conducting ethical
research, we strived to protect
participant anonymity throughout
this process. To support this, the
quotes shared in this report have
not been attributed specifically to
the participants to reduce the risk
of re-identification or association
between the participant and the
story they shared.

This report intends to provide
implementable recommendations,
and as such the team has identified
key lessons learnt and key findings
to best support that.

Contributors

Research Team: Pat Pearson, Pam Price,
Cris Davis, Jackie Wurm, Peter Jones,
Sarah McMullen-Roach, Robyn Lierton.

This report can be found at
www.rainbowhubsa.com.

We welcome the chance to discuss
follow-up action with you.

Please contact info@rainbowhubsa.com.


http://www.rainbowhubsa.com
mailto:info%40rainbowhubsa.com?subject=
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1. Executive summary

Rainbow Hub SA (RHSA) is a
community-led organisation
in South Australia supporting
LGBTI+ people aged 50+.

The Rainbow Dog project
aimed to explore how sudden
lliness affects the mental health
of older LGBTI+ people and

was guided by a Community
Consultative Group throughout.

Fifteen (n=15) in-depth
interviews and four workshops
were held with LGBTI+ people
aged 60-80 years. An ethical
framework shaped questions
around the impact of illness on
mental wellbeing, healthcare
experiences, personal identity,
and community perceptions.
Workshops helped define

the project’s purpose, refine
feedback, set priorities, and
co-design actions.

Participants reported a range of
health issues—from acute and
chronic conditions to dementia
and mental illness. Most shared
negative healthcare experiences,
citing poor communication, lack
of LGBTI+ understanding, mental
health neglect, ageism, and
delayed care. Where positive
support was identified, it came
from either friends or partners
and was often able to be
planned before the health event
occurred.

lliness often led to loss of
independence, a loss of identity,
and a lack of emotional support,
with some expressing suicidal
thoughts. Many described

the LGBTI+ community as
fragmented but emphasised
the value of mutual care and
advocacy.



Key actions from the co-design This project shows the strength of a
workshop included: peer-led model for change and calls for
government engagement and LGBTI+ allies and
communities to drive these actions forward.

Create and embed “About Me” forms to
support affirming self-identifying care.
Rainbow Hub SA has a track record of working
successfully with older LGBTI+ people in South
Australia to provide information, advocacy,
connection, and support. With appropriate
funding, we are well placed to continue this
preventative and sustaining work.

Interactive Rights Workshops for older
LGBTI+ people to ensure they understand
their rights when they access services.

A peer-led Palliative Care Support Group
to support carers.

Recommendations from the findings

See pages 30-31 for the detailed
include:

recommendations.
Strengthen mental health identification

and care planning within acute and primary

health sectors.

Improve post-discharge coordination
between hospitals and community services.

Address ageism and LGBTI+ discrimination
through training and inclusive policies.

Support LGBTl+ community-driven advocacy
and conversations around ageing.

Improve the funding and resourcing of
LGBTI+ organisations to reduce isolation
and promote mental health.

Rainbow Dog Project Report 9



2. Introduction to Rainbow Hub SA

| Rainbow Hub SA (RHSA) is a community-led, independent
organisation providing a voice for lesbian, gay, bisexual,
transgender and intersex (LGBTI+) people aged 50+ in South
Australia, advocating and building community though action,
events and information sharing.

... In 2017-2018 the LGBTIQ People Ageing Well
"% Project' (funded by the South Australian
Government and sponsored by COTA SA and

raln ow hub .‘ SA Rainbow Advocacy Alliance) engaged with

SOUTH AUSTRALIA .'0'.. - ".. older people from SA’s rainbow communities
o o to find out what mattered most to them as

they age. The aim was to better inform policy
and create a groundswell for a change to the
policies that impact the lives of older LGBTI+
people. This project also celebrated their lives
and contributions and led to the formation

of COTA SA's Rainbow Hub Advisory Group
which offered various programs, services and
activities for the older LGBTI+ community.

In 2024, Rainbow Hub SA (RHSA) became an
independently incorporated community-
led organisation and have since developed
a 2025 - 2027 Strategic Plan.

See www.rainbowhubsa.com

10 Rainbow Dog Project Report


https://rainbowhubsa.com

Photographer: Top photo by Sue Gallpen, others by Jackie Wurm Rainbow Dog Project Report 11



3. Project development

Background and Aims

This project originated from discussions we
had about preventing deteriorating mental
health in relation to physical health as people
age. We wanted to explore the impact sudden
illness has on mental and emotional wellbeing
and an individual's sense of identity.

The trigger for this thinking was the experience
of a woman from our community who found
herself:

"...9oing from a healthy, active
independent person to a blubbering,
suddenly chronically ill person and
the nosedive effect it had on my
mental health, and the sense of lost
identity was terrifying. If it had not
been for my two davghters pushing
for a mental health review and then
getting a GP-led mental health care
plan followed by good commonity-
based counselling, | woold have
floondered for moch, moch longer
than | did."

Discussing this incident with her led us to
compare her situation with that of many
members of the 50+ LGBTI+ community. In a
sense, she was in a privileged position.

She had ongoing, well-established, positive
relationships with her two daughters, both
who work within the health sector. They knew
about mental health care plans and reviews,
knowledge they could use when their mother
struggled with the consequences of sudden
serious ill-health.
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The experience of needing support from
outside herself, of needing other people
and processes to intervene in her drift into
depression and anxiety, is the important
message.

By contrast, older LGBTI+ people, although

as varied as any other community, are more
likely than the general population to be single,
live alone, be childless, and be estranged from
their biological family?3. This means that, as
they age, they are less likely to access the
intergenerational family support and advocacy
when dealing with health and aged care
services”.

LGBTI+ people over 50 are also more likely
to have experienced significant trauma with
associated suicidal thoughts and actions
due to marginalisation and discrimination in
all its manifestations, which impact on their
resilience in times of stress®.

They may also experience a reluctance to
access supportive and preventative mental
health services due to their LGBTI+ identity
being pathologised under the Diagnostic and
Statistical Manual of Mental Disorders until
1973°¢. The prevention of mental ill-health and
the maintenance of positive mental health
for older rainbow people as they engage with
health and wellbeing services is critical to
ensuring their overall quality of life.

The story told above sharpened our awareness
that an important aspect of ageing is the
shock and worry about reduced capacities
brought about by sudden illness and
associated changes in health, mobility and/or
independence, and we believed that required
further exploration.



The focus of the project was to find out more
about the drift into mental ill-health and how
we could work towards preventing it, especially
taking account of the historic and ongoing
experiences of older LGBTI+ people with
institutions and organisations and the fact that
some return to the closet as they age.

In order to do this, we applied for, and won,

a Fay Fuller Foundation Spark Grant, which
allowed us to explore, through a series of 1-1
interviews, the lived experience of older LGBTI+
people who had been in similar situations to
the lesbian above.

The beauty of the Grant was that it allowed
us to just explore, with no hard and fast
objectives attached. The freedom that gave
us was a joy to work with.

Rainbow Dog Project Report
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3.1 Community development approach

The overarching principle guiding our project was

"Nothing aboot vs without vs...
policies and decisions shovld not
be made withoot the full and direct
participation of people affected by
these decisions."”

While this principle originated within the
disability movement in the 1980s, it has now
spread to other marginalised groups and
particularly those who have been, and still are
discriminated socially, politically, and in some
cases legally, such as the LGBTl+ community.

As a community-led LGBTI+ organisation, we
held strongly to the view that collaboration
and consultation were fundamental stepping
stones of the project, and we were peers
working with our peers, either community
members or allies.

In line with this view, the first step we took was
to develop a Community Consultative Group
(CCQG) from within our LGBTI+ community.

Community consultation involves recognising
the unique expertise, perspectives, and
experiences of the community?®. This
approach contributes to better informed

and implementable research outputs®. This is
considered to be especially important when
working with groups who have historically
experienced being marginalised and had their
voice taken from them. We recognised the
importance of this approach as it empowered
both the participants and the CCG in every
step of the project’s life, as well as being
pivotal in the decision-making process that led
to the subsequent priorities developed.
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In line with our power sharing model of
working, we took all this early thinking to
our first CCG Workshop.

Together in that workshop, we shaped our early
thinking about:

+ The project’s direction and process.
* What questions we might ask.

+ Finding people who may wish to share
their story.

+ How we would support the people being
interviewed.

+ What we would do with the information
gathered.

* Invite people to come on the journey
with us.

We also considered it important to view
the project through a ‘Lived and Living
Experience’ lens.

The UK's Wyatt Trust’© defines Lived and
Living Experience as

"...direct and indirect expertise gained
from navigating adversity."

This approach values, acknowledges and
believes the experience that people have
had is described in their own words with no
scripting from outside. It recognises that
no one knows what is required, better than
those who are experiencing ill health, and
its subsequent emotional or mental health
effects.



Hodges and Reid" propose a model of Lived

Experience that is

"...a collective movement that
allows leaders to recognise that
leadership is shared."

This approach adds weight to the
power-sharing of ideas, questions, and
possible solutions that come from working
with community members as partners
and allies.

As a result of this approach, we were able
to retain a CCG that had 20+ individuals,
who have worked with us throughout the
project’s life, and continue to be with us
as we move towards implementation of
the priority areas developed. Individuals in
our CCG brought their diverse experience
and expertise, including aged care workers,
members of the LGBTI+ community aged
50+, researchers, and people who had
experience from the health, education
and welfare sectors.

Lessons learnt:

+ Utilising a lived experience

approach was critical to valuing
the stories in the participant’s own
words.

* Using a community development

approach ensured LGBTI+ voices
from the community were the
primary drivers of the project,

not only in developmental and
implementation stages, but also in
ongoing Action Groups to help drive
the priorities identified forward.

Rainbow Dog Project Report
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3.2 Considering the ethics

Whilst considering the nature of the study

and what we wanted to explore, we were Lessons |earnt:

conscious of the need to develop both a

risk analysis and an ethical framework which * It was important to conduct

would guide the project. It was of primary a risk assessment given

importance for us to follow the principles the nature of the project to

of ethical research, respecting individual identity strategies used to keep

autonomy, beneficence, justice and non- participants and interviewer as

maleficence, or ‘do no harm™2. psychologically safe as we could,
particularly during the interview

Given we were going to ask people to share
their stories of illness and the effect it had
on their mental and emotional wellbeing, we
developed a risk analysis that would help
support both the interviewees and the team
members who would conduct the interviews.

stage.

We needed to ensure the key principles of
trust, safety, transparency, and confidentiality
would be in place for people to feel safe
enough to want to be involved, for example,
offering a gender choice of interviewers.

In terms of the interviewers, we:

+ Explored who in the project team had
experience in conducting sensitive
interviews.

+ Ensured all the interviewers were part of the
LGBTI+ community.

+ Ensured we had a debrief system in place
should the interviewers need it.

In assessing these needs, we found we had all
these skills within the existing project team,

and an LGBTI+ lead researcher with significant
qualifications and experience who was able to
both guide and support the project’s thinking.
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4. Project implementation

The project consisted of holding fifteen
interviews and four workshops with LGBTI+
people 50 plus over a period of eighteen
months.

Having built the foundation of the project,
we were ready to begin implementation.

The CCG had now endorsed the project and
its directions, added some questions to be
asked, explored and debated the use of the
information gathered, and showed interest in
joining the journey of the project. In addition,
some people volunteered to be interviewed.

In light of this endorsement, we felt confident
to move to the next stage, which was to
recruit more people we could interview and
conduct the interviews.

The questions were designed to explore the
health issues people had experienced and
more importantly, what effect they had on
them.

We wanted to know:

+ The effect a particular health issue had on
their mental wellbeing and their experience
of the health system?

« The effect the health issue had on their
own individual lived experience?

+ How they felt they were perceived in their
own LGBTI+ community?

Following consultation with the CCG, two
further questions were added around:

+ What type of emotional or physical
support they received, if any, and the
role this played?

* What could have worked better for them
to help them cope and what ideas did they
have for future prevention?

Lessons learnt:

+ Having the CCG review, add and

verify the questions was important
as it provided assurance that

the questions were appropriate,
sensitive and met the project aims.

» Allowing this level of review helped

reassure the project team they
were on track with what questions
to ask as well as being cognisant to
the effect the questions may have
on participants.

Rainbow Dog Project Report
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4.1 Recruiting participants

Through our own LGBTI+ networks and working
with those on the CCG, information about the
project was disseminated, and this resulted in
people expressing an interest in sharing

their stories.

Through our various recruitment strategies, we
were able to recruit and interview fifteen (n=15)
participants with various experiences of health
issues and the health care system.

Ages ranged from 60 to 80, with the majority
of participants identifying as lesbians (n=11),
then gay men (n=3), transgender (n=1).

Participants were then contacted by phone
or in person by the interviewer, who explained
the project in more detail, sought consent
and gave the questions to the participants.
Participants were also given time to consider
their involvement before the interview, and
reassured that they could opt out of the
project at any time.

Participants were given the choice to have
someone with them at the interview and
where they would like to be interviewed.

They were given information about free post-
interview counselling that had been negotiated
with another service. The confidentiality
requirements in the study design were
explained, including how their information may
be used anonymously in the public report.

In addition, people were offered the choice
of joining the CCG so they could be further
involved in hearing the feedback from the
project and be part of exploring solutions.
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A series of fifteen (n=15) one-hour (on average)
recorded interviews were held over a two-
month period, with the majority conducted in
people’s homes. A small number were held in
organisations chosen by the participants with
which they already had an established ongoing
safe relationship.

Lessons learnt:

* There were challenges
with recruiting a broader
representation from all groups
in the LGBTI + community,
particularly from the intersex
and non-binary communities.

* It was important to spend
time with participants prior to
the interview to help people
understand and build trust, this
was highlighted by the zero-
participant withdrawal rate.



5. Data analysis approach

In analysing the interviews responses, we
used a qualitative methodology™ which
captures phenomena like language, feelings,
and experiences that can't be quantified.
This methodology is often used in small in-
depth studies as it provides insights from
which themes can be developed.

Narrative inquiry was chosen as the
overarching methodology for this research
as it enabled participants to be the
storytellers of their own experience. This
supported the research team to develop
in-depth and unprompted understandings
of the lived experience of participants.

This methodological approach also draws on
the strengths of individuals, as they recount
their own perceptions and experiences of
an event.

This aligned us strongly to the Lived and
Living Experience principle, in that it helped
us to understand the deeper insights

of what we were hearing and how the
participants had been affected.

Reflexive thematic analysis' was used

to identify codes and categories before
enabling the development of themes across
the interview responses.

The coding process was done in duplicate,
and the development of themes was done
through the research group and community
consultation to reduce the impact of bias.
This was useful in giving us a starting point
for developing priorities for action.

Lessons learnt:

« It was important to utilise the
lived experience approach during
analysing the data to ensure
participants’ voices were not lost
and nuances of their stories were
captured.

Rainbow Dog Project Report
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6. Data results

The interview responses highlighted the
participants’ experiences which when
analysed could be viewed under three
different lenses.

These were:
* The health system
+ Participants’ own lived experience

+ Through their own LGBTI+
communities.

20 Rainbow Dog Project Report

6.1 The lens of
the health system

The illnesses and conditions experienced by
our participants, or their partners, ranged from
stroke, heart, and respiratory disease, cancers,
Alzheimer’s disease, anxiety disorders, and
post-traumatic stress disorder.

Participants’ interactions with the health
system were with the acute sector, including
hospitals and palliative care. Primary care
centres, including General Practitioners (GPs)
and community-based care such as home
nursing services, were also mentioned.

A small number of participants expressed very
positive experiences with the health sector,
and an overall gratitude for the quality of care
they received.

"It is remarkable in 2023 you

can be an open gay woman and

can acknowledge that, in medical
settings, and, in my experience,
without any negative response
whatsoever!"

However, the majority of participants’
experiences were more negative. Poor
communication between hospitals, GPs,
and community-based primary health care
programs was frequently mentioned and
negatively impacted their continuity of care.

The feeling of not being valued or negated
because of age was another common thread
noted.

"| don't want to feel old, which to me
means being treated like | am stopid.
Being overlooked totally, belittled

and diminished."



In relation to mental health, a few participants
expressed the view that their mental health
was not considered or taken seriously in

their interactions with the health system, and
particularly when an inpatient in hospital,
which meant delays in diagnosis.

"In spite of having panic attacks

two nights ronning and doctor being
called and given valiom, no one asked
me how | was feeling, they kept

asking me my pain score.”

"| have finally been diagnosed with
mental health issves after 10 years
of not knowing what was wrong."

The requirement for the health system to
improve follow-up care with community
support agencies was identified as a need to
ensure that continuity of care post-discharge
is seamless.

Examples were given of people having to find
their own community resources, having lengthy
waits for community-based mental health

care assessments, and the provision of GP-led
Mental Health Care Plans.

"We were not informed aboot
existing support services especially in
our commonity. We were expected to

initiate follow vp service ovrselves.”

Key findings:

The acute health sector did not
always identify the mental health
status of inpatients as part of
routine assessments. This led to
a delay in mental health issues
being managed in the community
by general practitioners and
community mental health care
services.

Communications and referrals
between hospital and community-
based services were not always
seamless or time appropriate which
led to delays in initiating the follow
up care required post discharge.

Health care providers need to have
a greater understanding of the
detrimental effect ageism has on
older people’s care and wellbeing.

Rainbow Dog Project Report
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6.2 The lens of the participants’ own experience

The majority of participants’ responses
pertained to their own lived experiences.

These included changes in living options,
decision making, financial pressures, grief and
loss, feelings of changes to self-identity, levels
of anxiety, and mental health deterioration.

Changes in physical capability and the need
to seek help from others often elicited not
only feelings of diminished self-worth, and
dependence but also changed the way they
believed they were perceived by the

outside world.

"(Worse than that - [ have to vse

o wheelchair when | go ovt — and
something happens when you vse

o wheelchair - | am an intelligent
woman, but everyone treats yoo like
you are a child, yov lose yoor statos.”

Participants often felt powerless when needing
to ask for help and engaging with a health
system which didn’t always respond to their
needs specifically as LGBTI+ people.

Some participants specifically described
experiences of discrimination or homophobic/
transphobic behaviours.

"Coming out means a person has

to accept it for first themselves ...
everyone thinks we have come a long
way bot there is still a long, long way
to go."

"As a trans person growing vp in the
1950s you grow vp with an instinct
that you are like everyone else,
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so0 you hide yoor difference ontil

you have had enoogh and you out
yoorself. [ lavghed hearing gay men
talk about how hard it is to come out
as those men can walk down Rundle
Mall and no one would have known!
You have no idea! | walk ovt that door
and | am out!"

While the need for support was seen as a
burden they placed on others, the ability to
reciprocate that support reignited a feeling of
self-worth and dignity.

"If [ felt [ could give back to others
who had given to me, | felt moch
better"

Suicide ideation was raised by the participants
involved in the study. This is related mostly

to their sense of social isolation and grief

and loss, with some receiving mental health
support and others not.

"| don't want to be more of a borden
to my partner and family — | woold
svicide, but my fear is | may make
things worse."

The loss of independence and a sense of
the world becoming smaller was highlighted
particularly around the loss of a driver’s
licence, and the growing inability to socialise
in the community due to deteriorating
physical ability. While many of the
participants expressed sadness at the loss
of independence, others gave examples of
how they handled that loss. This included
comments around becoming more driven



and opinionated because of a disability, pacing
themselves to a new challenge to gain a new
identity, and experiencing positive emotional
changes as they got older.

For many in the study, decreasing health
means giving up the independent freedom
that being self-supporting had always
given them.

" have always been fiercely
independent, and it takes a lot for me
to accept help from other people.”

The level of support the participants received
varied greatly and came mainly from partners,
family, existing friends, acquaintances and
agencies.

Many of the participants received practical
help, such as house cleaning from agencies,
while support with food, shopping and
transport generally coming from friends.

While the principal source of emotional
support came from partners or very close
friends, a recurring theme showed how the
level of emotional support from broader
friendship circles changed and became smaller
at times when iliness occurred, and this played
a pivotal role in increasing their sense of social
isolation in a time of real need.

While this was seen by some as non-
intentional, participants talked about how they
believed other people were unsure how to deal
with iliness, and particularly dementia, so they
stayed away.

"| am pretty moch on my own and |
can't talk to people about it, | don't

want to be borden on them."

" have to weigh vp a lifetime of
negative experiences before | coold
imagine support.”

Others in the study received very good
support, with some of it being planned before
ill health occurred as in the case of planned
surgery, where complications then arose.

" had a strong network of friends
who provided both practical and
emotional svpport. | woould not have
coped as well withovt them."

For some participants, it seems that the
network of lesbian support had changed over
time, with memories of the past when a lesbian
got sick and they all rallied around and created
a network of friends to support.

Others commented that their illness or disease
provided an opportunity to open up to friends
and share a vulnerability that deepened their
relationship.

"It has given some of my friends an
opportonity to be verbally open to me
about their feelings for me. | do not
want to stand vp at anyone's foneral
and say something aboot them | have
not said to their foce."

Key findings:

* The loss of independence and
impact on self-identity due to
illness was the most challenging
issue most participants raised.

« Participants who were able to
reciprocate care for others were
less likely to feel like a burden to
others when they needed care.

*  When well-planned support
was in place participants had
better outcomes and improved
mental health.
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6.3 The lens of what we learned about our

LGBTI+ communities

Each of the questions yielded interesting
patterns and insights. The responses

showed the fragmented nature of the LGBTI+
community, made up of loose friendships held
together at times tenuously.

Participants talked about their community
consisting of small subgroups, with some
parts being accustomed to being invisible,
and some of them not expecting anything
from the broader LGBTI+ community or
mainstream services.

On a positive note, the community shared
more than they did not, and when they come
together, they deeply enjoy shared meanings
and experiences.

However, alongside those feelings is often
ignorance of each other’s motivations and
concerns which can make shared advocacy,
for example, awkward at times.

Some expected their history of activism
to entitle them to support, but ended

up disappointed.

"l am vsed to not talking to people
aboot myself as | am vsed to not
trosting. | am ovtside the grouvp.”"

There was a lack of trust felt by some of the
participants gained from previous experiences
of discrimination from outside the LGBTI+
community, which led to a sense of isolation.
"Everybody then who was diagnosed
with HIV suffered — it was a very

lonely time for everybody.”
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A few participants expressed gratitude that
they didn't experience homo/transphobia
and their same sex partners were respected,
while commenting that “..straights can just
expect that”.

A view expressed repeatedly was the need

to address and tackle the issue of ageing and
finding people they could trust. The need

for advocacy, whether having the ability to
advocate for themselves, or having the skills
and/or permission to advocate on behalf of
others was seen as a positive step forward.

" don't think we talk about ageing
enoovgh. There are so many ageing
now and we need to be open aboot it

and how we want to live our lives."

"We need to vnderstand more

about how to advocate not only for
ourselves bot also for others.”

The need to prepare for ageing and the
changes that would bring could be assisted by
finding people in their communities that they
could trust and be vulnerable with.

"(We need to be prepared to stand vp
and advocate for ovrselves and ovr
friends...develop friendship groups
to discuss these issves and how to
ask for help and establish a practice
of taking care of each other when
needed."

Having discussions around how to support
others when needed and to accept help if
required would help to create safety and trust.



Key findings:

* There is a need for the broader
LGBTI+ communities to have
conversations about ageing and
how to prepare for the later stages
of life.

* Training and education need to
be improved around the effects
ageism has on older people to
increase a sense of safety, inclusion
and wellbeing.

+ There is a need to explore how
community-driven advocacy
models can be created to help
build community-based support
networks.
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In the fourth and final workshop of the
project, we focused on creating programs
and services tailored to the mental health and
wellbeing needs of LGBTI+ people aged over
50. Ten members of the CCG and four RHSA
Committee members worked together and
identified three key areas for action.

These were:
“About Me” forms
Run interactive workshops

Community based palliative
care support group.

7.1Develop
“"About Me” forms

These forms would be designed and used

in health and aged care settings. The forms
would provide a mechanism whereby LGBTI+
older people don't have to continuously
repeat their story and can provide additional
information (if they want and feel safe to do
so) about themselves, which is not already
routinely collected.

Topics identified include details such as
preferred names, contacts whose information
can be shared with (beyond next of kin), and
health aspects specific to LGBTI+ identities for
consideration when undertaking procedures
such as pap smears, and the use of hormone
therapies.

The forms will be distributed to primary health
care settings and aged care settings by the
Department of Health, to ensure consistency
across the South Australian health care sector.

26 Rainbow Dog Project Report

7. 2 Develop and run
interactive workshops

A series of workshops would focus on
educating LGBTI+ people over 50 about their
rights as they age, particularly when they need
to access primary health care services or aged
care services. This action area would build on
work already undertaken in the Rainbow Rights
Toolkit® and include the role of advocacy.

These workshops which would be led by
people over 50 who have had a lived
experience of exercising their rights and
could cover:

Housing options including residential care
Health
Planning ahead.

Participants will have the opportunity to
role play exercising their rights in a range
of settings, including residential aged care,
primary health care settings, and within
intimate relationships.

1.3 Develop a
community based
palliative care
support group

This proposal is based on the need to increase
the level of informal support available from
within the LBGTl+ community, for partners of
people who are in palliative care or have had a
partner recently pass away.



This group will be supported by members of
the LGBTI+ community only and initially be
restricted to support around dementia, but
may be expanded to other palliative care
conditions.

The group will be trialled initially and may
include monthly face-to-face meetings and/
or a private Facebook group. The group will
provide members with the opportunity to
provide emotional support to each other,

as well as sharing resources that may be

of benefit, such as current research and
information about services available in the
community.

Partners that may be approached to support
the LGBTI+ Palliative Care Support Group
include:

* Primary Health Care networks including GPs
- Dementia Australia

+ Training organisations

+ Gerontologists

- Aged Rights Advocacy Service (ARAS)

+ Carers SA.

The Rainbow Dog Co-Design Workshop
showed how powerful co-design and
community collaboration can be in addressing
the mental health and wellbeing of LGBTI+
people over 50.

By promoting understanding, making services
accessible, and offering support through
tailored programs and resources, these actions
aim to create a more inclusive and respectful
environment for older LGBTI+ people, which
ensures their rights, dignity, and mental health
are prioritised in health and aged care settings.

These proposals are a promising step forward
and will be part of RHSA's ongoing work,
highlighting the importance of visibility and
care for LGBTI+ people over 50.

"It was so affirming to be part of the
commonity consoltative group from
the beginning. | felt as though | was
on a learning corve with other people
like me and we worked together really
well in the workshops which felt very
safe to be in.

The project team, while providing the
guidelines for the project, gave real
space for vs as a grovp to participate
and | felt personally very well
involved and listened to.

Being part of a large grovp of
LGBTI+ people, empowered me to
deal with what was happening to me,
it clarified my thooghts and changed
my perspective of myself as | was
having complications at the time.

| felt moch stronger going onto my
second surgery and was able to talk
to the doctors differently as | was
moch better equipped to deal with
what was happening.

It has been an empowering
experience, and | feel confident we
can make changes and look forward
to being part of the ongoing Action
Group that has now been set vp."
LGBTI+ Community Consultative Group

member’s comments on their involvement in
the Rainbow Dog Project.
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This project was designed to explore the
impact ill health had on the mental and
emotional well-being of the LGBTI+ community
over 50.

The establishment of an LGBTI+ Community
Consultative Group which guided the project
was especially powerful in that it allowed

the Lived Experience voice to be heard
throughout.

Conducting semi-structured interviews
exploring the health issues experienced, the
effects it had on participants’ mental wellbeing,
their experience of the health sector, and

how they were perceived in their own LGBTI+
community, enabled the responses to be
coded and developed into common themes.

Through the development of these themes
and consultation with the CCG, we were able
to identify the need for services to be more
proactive in identifying mental health concerns
as a part of routine assessment and ongoing
care, and the need to improve communication
between hospitals and the primary care sector
and especially GPs.

Participants identified areas that could be
improved by education and training of health
sector employees, and an improvement in
referral methods that are timelier in practice.

The impact of ageism, and the effects it had
on some participants, was common and
contributed to their loss of independence and
sense of wellbeing. While some participants
reported good continuity of care, others,
particularly from rural areas, found this lacking.
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From the perspective of participants’ own
experience, common experiences included
grief and loss, a changed perception of their
own identity, a loss of independence, and an
unexpected reliance on others, including the
difficulty of asking for help.

Where good support was in place participants’
mental health was reported to be more stable
and the ability to provide support to others

in a reciprocal manner was seen as a way of
giving back to the LGBTl+ community.

The final area explored was what participants
learnt about their own LGBTI+ community. The
responses showed the fragmented nature

of the LGBTI+ community, made up of small
subgroups held together at times, tenuously by
friendship groups. There were low expectations
held by some participants of what they could
expect from their own community and of
mainstream services.

An added complication was the feeling of
invisibility and the lack of trust resulting from
years of discrimination, which contributed
towards a sense of social isolation.

On a positive note, their LGBTI+ community
had stronger commonalities in terms of their
shared meanings and experiences, while
seeing advocacy for themselves and others as
a strong area for future development.

This small study has allowed a deep insight
into the relationship between ill health and the
mental health wellbeing of older LGBTI+ people
using a qualitative descriptive methodology.

It tells a story using participants’ own words
and highlights recommendations for further
consideration.



From an RHSA perspective this
project has shown us a way forward
in the three areas identified in the
Co-Design workshop that have

now been incorporated into our
Work Plan.

We look forward to proudly working
with our ongoing Community Action
Group, our allies in the LGBTI+ space
and providers in the age care sector,
to help build more inclusive services
and places for our LGBTI+ older
community.

We agree with the vision of the
National Action Plan for the Health
and Well Being of LGBTIQA+ People”
that "LGBTIQA+ people achieve
equitable health and wellbeing
outcomes with access to safe,
respectful, high-quality and inclusive
health and wellbeing services.”
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9. Recommendations

The acute health sector needs to play a
more active role in identifying the overall
mental health status of inpatients so that
ongoing mental health care plans can be
established in conjunction with general
practitioners and community-based mental
health providers.

Communications and referrals between
hospital and community-based services
need to be more seamless and time
appropriate to prevent delays in initiating
the follow up care required for post-
discharge. This is particularly important
to ensure GPs have the information they
require for follow-up care.

Health care providers need to have a
greater understanding of the detrimental
effect ageism has on older LGBTI+ people
over 50. This needs to be addressed
through policy, training, and education.



Rainbow Hub SA has a track record of working successfully with older LGBTI+ people in South
Australia to provide information, advocacy, connection, support, and with funding, is well placed
to continue this preventative and sustaining work.

There is a need for the broader LGBTI+
communities to have conversations about
ageing and how to prepare for these later
stages of life.

There is a need to explore more about how
community-driven advocacy models can
be created to help build community-based
support networks.

The importance of specific resourced
LGBTIl+ community organisations being
available for reducing isolation and
amplifying the voices of older rainbow
people is essential to increase mental
health wellbeing as they age.
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"My decreasing health will mean
giving vp my freedom — | have
been very self-svpporting as it
was what | had to be. This woold
be most challenging to me to let
9o of my independence.”

"| am losing identity as | have
been disappointed in lack of care
from my commonity and | have
had to change who | am in the
world."



"t is not all negative as |
experience positive emotional
changes as | get older and my
world becomes smaller.

You see things differently and
decide what you want to spend
your time on and become more
discriminating.”

"[ didn't want to be seen as

an old person who cooldn't be
independent. | was determined to
challenge that image of me.

| will find a doctor who will
discuss and treat me as a
thinking person who wants to be
actively involved in my own care."

"Not being able to do things and
the health workers not giving me
a chance to do it on my own."

"What's important to me is to
keep my mind active and maintain
my political involvement as moch
as | can”

"Pacing myself was a big
challenge to how [ vsvally am in
the world. You have to fight yoor
head and get past it — it is very
hard to do."

"It was a period of self-reflection
that | didn't anticipate.”

"[ never thought | woold need
that amoont of help!"

"ln last 10 months my knee has
improved a bit bot | still live with
pain and, | feel a bit disabled and
o bit old."

"Not being listened to, being
believed, it is the first time [ have
experienced it."

"My sense of identity as a
gregariovs social person has
changed."
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10. Tableau of quotes cont.

"But if you live alone it is very
important to maintain yoor
independence.”

"| don't want to feel old which to
me means being treated like | am

stopid. Being overlooked totally,
belittled and diminished.”

" am fiercely independent, and |
don't want to be treated as old!"

"We went to see the specialist
and she said my wife had
Alzheimer's, and she did not even
look vs in the eye, it was the
worst moment of my life."

"Not into the LGBTI commonity
becavse we don't know any other
LGBTI people. As part of mental
health, | had to get out, we
volunteer.. they have been good,
amazing people we come as a
covple, ... we are changing minds
in that commonity.”
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"[ believe in the miracle of
modern medicine, acknowledging
the importance of loving care

it is inflicted on me by my
partner, close friends, my chorch
commonity and even by total
strangers - the kindness of
strangers is quite remarkable."

"Living in a spirit of gratitude
has become moch stronger —
the capacity to be gratefol. It
has been something that has
sustained me."

"The impact of good access and
smooth attentive care have been
very real things to be gratefol
for"

"Not disabled enovgh for NDIS
there is no where | can go, I've
been rejected three times by
NDIS in spite of GP support
and each time the criteria is
different, they say there is

now not enovgh evidence of

my disability.”



"[ also talk with one friend who

has something similar so | think

peer support works best for me
"l am someone who will tough it as she knows what | am going
out and be pragmatic.” through and how it feels.”
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"Friends left us alone apart
from one friend, people didn't
onderstand that | needed help,
people found the disease very
challenging and didn't bother to
make contact."
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"The emotional impact [ felt most
strongly was impact on others
close to me. It is hard to bear
and the emotional pain you are
inflicting on others."
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