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Introduction

LGBTQ+ communities experience inequity in
dementia health and care services.

The aim of this project was to address this issue
of social justice by giving voice to people from
these communities.

Visual illustrations of lived-experience of
dementia were co-designed by members of the
LGBTQ+ communities, a visual artist and our
research team at University College London.

They were showcased at community events to
raise awareness (photos on the previous page).

We present the storyboards here, in the hope
that people will appreciate that dementia does
not discriminate and that there are unique
challenges that LGBTQ+ communities
experience when faced with dementia.



Daithi’s Story

1 was assigned male at birth. But I have a memory: I would
dance in my sister’s petticoats, 3 years old, around the
kitchen. We had a woman who came in to help my mother
and she would clap. That's a very affirming memory that

I still have.

66 years later, even though my brain is atrophying
from dementia, that’s a very pleasant memory that
I can retreat to.

I went to univergity in Texas. This was in 1974, 1975, and
I met my first boyfriend there. His name was JP. And oh, I
remember the first kiss. It's in my memory, and hopefully
it always will be, We were in a relationship with each other
for 16 years.
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I moved to New York City in 1977, and that was the

height of the disco era, before the AIDS epidemic.

I was young and in my 20s and had a fabulous time.
\

In the late 90s I left America
to teach English abroad...

I loved teaching and travelling. I taught English- all over Europe.
I was in Brazil for 3 years. I was in southern Mexico, in Oaxaca.
Imoved a lot because I would teach and travel. I lived like a queen!

first noticed something was wrong
when I forgot a pan of boiling water
I'd left boiling on the hob.

For better healthcare, and also to escape the
rising tide of hatred spreading across the US.

At that time, the dementia 2
diagnosis also gave me ;
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permission about my gender My GP had very little understanding

1dentity. T thought, fuck 1t] i of LGBTQIA people or Dementia.
I've got nothing else to lose. So 5;)\ QIA peop ' Z

Ibegan that journey in | |
Ireland. But I didn’t find a lot
of support.

sl
Hans, a wonderful volunteer I had |

told me I would get much better
gender care in Belglum... |
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And it's really one of the best decisions
I've ever made, it's a very affirming place. &

I'm getting great care,
Ilove all my neighbours
and my little town ,

everyone is very supportive

"~ I'm able to experience trans
Jjoy here every day in big and
small ways.

If I can give advice to somebody about end
of life care, it's to really do some advanced
care planning and put it into writing. I have ==
been queer from the cradle, and I want to be
queer to the grave.
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Idon’t want my identity, my queer identity s

erased by well-intentioned but heteronormative
caregivers, and I've made it very clear with
my caregivers here.
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Dementia, I think has taught, and is teaching me patience to be patient,
to slow down, and to be mindful of glimmers of joy, large and small,
the snow falling, the sunshine, all of that.




John and I started a relationship in
1974, Life was very different for
Those who were gay then. Although
homosexuality was recently
decriminalised, we had witnessed
people being prosecuted for their
sexuality.

Neil’s story /

John has several health issues. He suffered §
from a nervous breakdown , a heart attack &
and from psoriasis at various points in his 4
life. I think it was due to the stress of hiding

his sexuality and our relationship.

behaviour started to change...

_—— caused.

B We had a civil partnersh'l in 2067@1‘, around then John's
| He was always controlling but soon we couldn’t have friends over
—— and he insisted I padlocked all our cupboards. Once he went out

and was missing for hours, unaware of the panic and worry he

He was diagnosed with dementia in 2014.
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Many people felt they had to hide their
sexualities. Neither of us ever came out
as gay to our families.
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When John eventually moved
into the care home there was
the added pressure of being
gay in care. There were no
pictures in his room to
indicate that I was his
partner.

I found that people of a certain age
were visibly uncomfortable to learn
that we were a couple. They didn’t

know how to respond.

At the age of 71 1 officially &)
“came out’ as gay after 7
attending a Pride event
in Toronto. At last I was
free to be who I am.

~ I am now a strong advocate for LGBTQ+
people living with dementia. I travel the
country to present at conferences my
lived experience of caring for my gay

husband.

John died in November 2015 from
complications arising from his

dementia. We were together for 41
Years.
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Iwas 30 years old and I was
confident and if I wanted
to do something I'd just go and
doit!

§ 1 worked ixi retail and TV production,
Iran a £10 million account for London
2012...

I stood up straight...l was in
good shape and smiled.

And nor,hln could stop me!
I was just a really confident,
great brained individual.

I'had a breakdown caused
by an abusive relationship,
that’s when the symptoms §
started.
And then suddenly from being young and
free, you take half an hour to sort out

s pages 1-5 because you can'’t figure it out
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Something was wrong with me,
4 so I went for tests

My experience with the diagnosis was
dreadful, I had a homophobic
psychologist who ignored my issues

S
‘hHe said he'd never had a conversation
with me, so I couldn’t get my diagnosis
and care plan

Iwas comElete]y igolated
because no one wants to date
someone with dementia
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I've learnt not to talk about
dementia with my friends

I only talk about it in a work
aspect
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I¥’s too much for the:
wants to think abo
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AndAwhen you have no support it kills you.
That'’s what caused me to turn back to
substances.

I
Ihad a few friends who
cared about me, and my
parents and brother were

Covid almost killed me, I didn’t see
my family for 4 years, I didn't think
I would survive it

When I put myself in drugs, I put |
myself in a happy bubble and pretend
: Everything is ok

9 That was the only way I could cope
and manage

they were thousands of =
miles away and we were
in lockdown

¥ drug abuse became bigger and eventually
I jugt fell apart..I started to think about -

_euthanasia.

JI'm single, I live by myself, who's going

to take re of me? -

I don’t want to suffer. I will end my own

* life before that takes place.

But that is something people can’t
understand...they want you to s
alive...

But are you here to help me out
in the mornings? To pick me up
when I fall down?

They don't know what
it really is like.

The way the world is at the moment. I find it very
unsafe, a lot of my trans friends have said
to me now is not a good time.

And I though “Oh, my God! What would
happen if I'm transitioning?

Why would I want to put myself in

that situation in these times we are living in?”

At by www.adajusic-Com



I (Sue) had emigrated to Canada 1982-1996.
While living in Vancouver, I was directing an

amateur theatre company and I cast Annina
show. That's how we met.

I then ran Theatre Terrific, a company of disabled actors, for 9
years. Ann was the stage manager and drove the bus when we
were touring around British Columbia. We performed to 25,000
children in primary and secondary schools so I was immersed in
advocagy efforts right from the 1980s.

We came to England in 1996. At the
time the Conservatives didn’t recognise
same sex partnerships and I (Ann)
would have been deported. But after
Labour came into power in 1997, they
recognised LGBT+ partnerships and I
could apply to live and work here.

2 19
We were part of the pilot project We were interviewed on TV and made clear
in 003 and were one of the first how important it was for all legal aspects of
civil partnerships in York in civil partnerships to equal those of marriage.
20085.

e
'M 65 ycaRs oLp_
WHEN WiLL

BE SAFE To (OMG X,

- ©®

In 2012 we created Paper Bag People. The
image of the paper bag on a person's head was
based on something we saw at a Pride Parade
in Vancouver - an old woman wearing a
brown paper bag over her head which read
“I'm 80 years old - when will it be safe to
come out?” This is now part of Free to be Me.

A current important initiative is AWOC
(ageing without children). There are milliong
of people ageing without children or nearby
family support. This could be due to choice,
circurmstances, infertility, bereavement,
disability, mental health issues...

...or estrangement. You don't like them or
they don’t like you so you're cut off and left to
live alone. That's what happens to so many
LGBT+ people.

Or distance. Your children have gone away.
That's the big one. They've gone off to London
or Australia, or wherever they've gone off to.
Or you just don't want to be a burden on them.

\ And social services can’t keep up with all the
people who've gone into hospital and can't be
ent home because, as awocs, they have no
one to look after them.

We created a show with our women's theatre group, Real People
Theatre, called Dementia and Me which had tremendous impact.
3 stages of dementia between a mother and daughter: on
diagnosis, reality slippage, out of touch. Each stage was followed
by a discussion with the audience. Some people were living the
experience, so it was very cathartic for them and for all those
living in fear of dementia. Life goes on.

As part of the York LGBT Forum, we've been presenting Free to be Me in care since 2015,
providing training in care homes on how best to support their LGBT+ residents. When they ge
dementia they're frightened - who will be there for them? Who will speak up for them? The
majority of LGBT+ people are estimated to be ageing without children.

3jusic.Com



Iwas first concerned about what =
it's like being a boy at the age of 10.
I was in a college, and I hated it.
It was when teachers could still

- hit you, before it was illegal.

# I hated it then, and I hated being
" treated like that as aboy.

‘When I was 11 I went with a friend
who had been in the war to an air

this marvellous thing, the aireraft,
it came just over my back shoulder

show, and as we were watching this,

It was horrifying watching
people being killed. There
came a dislike for men,
creatures who created these
bloody, great things that killed
people. I just didn't want to be
aman, I didn't want to do the
things that killed people.

It killed 80 people.
Had I been in a slightly
different position, It took a long time to
I wouldn't be here today. realise that there was
an alternative.

1l
Fortunately, there was a doctor who
supported my transition, which :
started 20 years ago, after I retired {
from work.
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nfortunately, there were certain members of my
family working against me. At one point I came s \\‘\\ =
| home and found the door locked, and a note on the i N R
| door saying “go away”. ! -

They managed to take over

looking after me, which

meant taking all my money.

I realised after over 2 years

that of the income that was £,

. coming in, I was getting less 'Qx 4
\ than half. I went to the bank 2 %

and put a stop to it. That shut

them all up, but I'm hated

in my family now. Why are

people so stupid and nasty? 3 =

I've lost so much time.
I should have transitioned long ago
| and still hope to do it if I live that long.

I'm now in my 80’s and I know that's
still what I want to be before I die
because that will make me what I
want to be.

My big problem is that I have

little support to deal with all

the difficulties I am experiencing
right now with my memory.

Martina, my friend, she's absolutely
wonderful and tremendously helpful.
But I haven't got many friends of that
standard.

art by www.adajusic.com



When I was young gender dysphoria did not exist in my world.
Inow know I had it and it messed up my life from as early as I
can remember and played havoc with my adolescence. I found
bizarre ways to distract myself from my internal disharmony
which led me to the abuse of alcohol, to self-punishment, and
seeking out abusive relationships.

The police arrived and arrested me.
And I went into rehab. That was the turning point.

Something changed, and I went from wanting to
die, to wanting to live. Amazingly, I was 54 at the
time, when things changed.

It was a counsellor in rehab that said, “Have you
never considered gender realignment?”
And I hadn't.

I had never considered it.

Actually that question gave
me the permission to look at
myself.

That was in 2003

t from 2003 to 009
ing the various options
ere available.

I've sometimes referred

to my transition as getting
on the trans train of my life.

1 bought the ticket in 1968,

but I was too scared to get on
the train.

The train probably departed in
2004 when I started to go out
and explore...

To see if I could find nice
guys to treat me as a woman...

So I'would stop at different
stations to explore.

sometimes.

I had fun exploring the
possibilities now presented
tome...

In 2012 I decided I was going to live
the rest of my life as Martina, so I
changed my name.

I have a family that accept me. when I said I'm
exploring the possibility that I may be transgender
one said, “Can I do your nails?”

They would rather have, as one of them said,‘a happy
trans female father than a dead one?

person.

I first saw my doctor in 2009. But I had a bit of a battle ... Eventually I
ended up having realignment surgery in London in 2018. That time I
knew without a shadow of a doubt that I was doing the right thing.
And then suddenly, all the sort of internal disharmony that I felt was
removed. My body, my mind, my spirit, my soul, were as in sync as
they had ever been, and I was therefore happy in my own skin and in
my own head and in my own mind, my own heart. I felt a complete

With time I started to think about ageing.

I am very definitely aging without children.
Not because I'm rejected by them,

but because I feel sensitive when I'm

with them.

Ibecame involved in an organisation
called Aging Without Children York
(AWOK).

-

Imet the trustee of Demetia Forward
and learnt about dementia

And then I met a trans lady called
Eve who was segregated from her
family, she was 8 years older than
me and needed support

And so I gradually became Eve’s friend. She's
totally isolated and lonely. It makes me
grateful for the
family and fellowship support and very much
aware of the detrimental effects that can
develop as a result of the isolation of being
trans in a still occasionally transphobic
society.

A

I benefit by being able to provide:
her with the help and support
that I have had from other

people.
/il

Caring for Eve has been beneficial to>

me as well, to accept my own
mortality and to start thinking that
Ineed to tidy up this chaotic life that
Ilive in.

It’s made me more determined
to get things done.

“Martina, it's about time you took some
of your own advice here?

I'm not really isolated. I've got lots of
other connections, but I suppose there
is still a feeling of guilt toward my
family.

I know they are all very accepting of me,
but I feel like I drove a coach and horses
through their expectations of the life
we’d have...

So I am always a little bit on edge,
and fearful of saying something,
doing something.

At by www.adajusic.com
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