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AS A LGBTI PERSON WITH
DEMENTIA OR AS A LGBTI

CARER FOR SOMEONE WITH
DEMENTIA, YOU WILL FACE A

LOT OF CHALLENGES ALONG
YOUR JOURNEY. THIS BOOKLET
PROVIDES SOME GUIDANCE FOR
YOU ON THAT JOURNEY. MANY
OF THESE CHALLENGES WILL BE
THE SAME AS THOSE FACED BY
ALL PEOPLE IN THIS SITUATION.
HOWEVER, AS AN LGBTI CARER OR
LGBTI PERSON WITH DEMENTIA,
YOU MAY ALSO HAVE PARTICULAR
CONCERNS OR ISSVUES.

CHALLENGES
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RECOGNISE AND ACT
ON THE EARLY SIGNS

Signs of dementia, such as changes

in memory, language skills, mood and
behaviour, often appear gradually over a
number of years. It can be all too easy
either just to accommodate these early
changes or dismiss them as simply signs
of normal ageing. Dementia is not a part of
normal ageing.

Consult a doctor or health professional
when you see these changes. They can
refer you on to a memory clinic for a full
assessment. Early diagnosis gives you
the best opportunity to prepare, plan and
explore what help is available and to find
out what treatment

options exist.

You can learn more about the signs of
dementia on the Alzheimer’s Australia
website: www.fightdementia.org.au

ACCESS QUALITY HEALTH CARE

Over their lifetime, many LGBTI people
may have accessed routine health care
less often than other people out of a
concern they would be identified as LGBTI,
receive inadequate treatment or face
discrimination. However, if dementia is
diagnosed, it is essential to seek ongoing
supportive health care. You may want to
seek a medical provider who is known to
be sensitive to the needs of the LGBTI
community.

PLAN FOR THE
FUTURE

It is important for the person with
dementia to have financial, legal and
medical documents in place to protect
their interests and detail their wishes for
care as the disease progresses. Depending
on where you live, an Advanced Care
Directive, Enduring Power of Attorney,
Enduring Power of Guardianship or Medical
Power of Attorney, and a valid Will, need

to be put in place while the person is still
considered legally competent to make such
decisions. Discussion about burial or funeral
wishes is important too.

With this kind of planning ahead, you can
ensure that the person with dementia will
have optimum support and their wishes
carried out throughout their journey with
dementia. It will also ensure that their carer,
if you, has the level of access and authority
in that care planning process desired by
you both.

As a carer, 100, you need to think about
what you want to happen to ensure the
person with dementia will be well cared for
in case something happens to you.
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DON'TDOIT
ALONE

Many LGBTI people have experienced
difficult and alienating relationships with
family, friends, employers and service
providers. Some have felt the need to
move away from their families of origin,
often to keep hidden that they are LGBTI or
to distance themselves from discriminating
and prejudiced situations. As a result they
may have limited family or social supports
to call on in a time of health crisis.

Many LGBTI people, too, will become
caregivers for a partner, friend or biological
family member with dementia. While
caring can be rewarding, it can also be
isolating and exhausting.

Don't do it alone. There is help out there.
Find out about options for support, such as:

* Respite care or day care programs for the
person with dementia

* |In-the-home assistance

e Education and support groups for both
carers and the person with dementia

¢ Information and personal counselling

¢ Residential care

MAKING DECISIONS ABOUT
RESIDENTIAL CARE

At some point, as dementia is usually
progressive, the question of accessing
residential care or palliative care for the
person with dementia will probably have to
be faced. This decision can be emotional
and difficult for both the person and their
carer. Talk about it well before the need is
there and consider the following issues:

Involving Children and Biological Family

Fractured relationships can make this
difficult but wherever possible ensure that
you involve other members of the person’s
family in matters related to their care
planning. Should difficulties arise later they
will be less likely to feel aggrieved if they
were consulted along the way.

However, where a partner is concerned,
everyone should regard you as the next
of kin. But you are probably going to have
to push and keep pushing to be sure this
is not only acknowledged but acted upon.
Remember, the care facility is simply an
agent employed by you to provide care.
The excellent quality of the care you have
provided in the home and may continue to
provide should be fully recognised.
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Choosing the Right Place

Look at a range of places to get a feel
for the different accommodation options
available.

Talk to friends and family, especially those
who are LGBTI, about their experiences
of different places as well. They may
have had friends or family in care in

those facilities or even acquaintances
that work or worked there. Of course,

the presence of LGBTI members of staff
does not guarantee a safe and inclusive
environment. However, it might give you
some confidence.

Ask for a tour of the facilities you visit and

stay long enough to get a feel for the place.

Have a look at their activities or lifestyle
program and facilities.

Ask to see their access and equity, privacy
and confidentiality, and bullying and
harassment policies and procedures.

Get a copy of their residents’ rights
and responsibilities booklet.

Find out what training staff receive about
diverse groups and cultures.

Make sure you get a copy of their
admission or intake forms. Are these LGBTI
inclusive?

Note if their promotional materials include
pictures of LGBTI people and couples or if
they say they are LGBTI inclusive?

First reactions are often a good indication
of whether the residential facility will be
appropriate. Does it feel home-like? Is it
busy and cheerful?

Do members of staff seem happy? How do
they deal with your questions? How long
have staff worked there? Does the culture
of the place give you confidence that

LGBTI people will be welcomed? Are there
private areas for visitors to talk to residents,
especially if residents do not have single
rooms? Will you be able to express your
relationship without threat and be the same
respect as heterosexual couples or non
LGBTI people?
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MAKING DECISIONS ABOUT
RESIDENTIAL CARE (continued)

Choice of Medical Practitioner

In many instances people moving into
residential care are not able to continue
with their trusted General Practitioner
simply because the residential care facility
is not within the doctor’'s home visiting
region. Residential care facilities usually
do have an arrangement with one or

more local doctors who will take on new
residents as patients and visit them at

the care facility. Residential care facilities
will often point out the convenience of
such an arrangement for all. But for LGBTI
people this may be unhelpful and anxiety
provoking. If you are considering accepting
a doctor who visits the facility, make a

time to meet them beforehand to reassure
yourselves that this will be a relationship
that works and that they are informed about
LGBTI issues or at the very least open to
learning about them.

Of course, you can choose to continue
with your existing doctor. However, be
aware that transport to or from all external
medical appointments is the responsibility
of the carer or the family of the person with
dementia and not the residential facility.

DISCLOSING SEXUAL
ORIENTATION, GENDER
IDENTITY OR INTERSEX
STATUS

Consider whether or not you plan to be
open with service or care providers about
the person with dementia being LGBTI
from the outset. Of course, some LGBTI
people will not have this choice because
of how they present, because of their legal
documentation, because of their medical
records and treatment regimes, or even
because dementia has already affected
their capacity to conceal their gender
identity, sexual orientation or

intersex status.

If you are a partner and/or carer and you are
LGBTI too, you need to think about what
you are going to tell workers or, in care
facilities, staff and residents, about your
relationship with the person with dementia.
Some LGBTI people prefer to avoid this
issue and just not invite questions. The
carer becomes known as the person’s
‘friend’ and service provision and care
continues on that basis. Others choose to
be recognised as LGBTI from the outset.
Some reveal this information after a period
of getting to know care workers or facilities.

If the person with dementia is in a
residential care facility and if you are LGBTI
or take LGBTI friends with you when you
visit them, you may well be noticed. The
relatives and friends of other residents will
make contact and will want to place you

in context. In other words, if you haven’t
already, you will quite likely face the
challenge of ‘coming out’ or ‘being outed'.
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Given this likelihood, you might want to
consider letting at least a few selected
people at the facility know that you or your
friends are LGBTI. It will help staff to get to
know you and your partner (or the person
you are caring for) better, and promote the
level of care that your loved one receives.

Above all, trust your judgment about
what to disclose and to whom, and be
comfortable about the information
you share.

Remember, too, in Australia, under the
Sex Discrimination Act (1994), it is illegal
for someone providing a service to treat
anyone less favourably — to discriminate
against them — on the grounds of sex,
sexual orientation, gender identity or
intersex status. This applies both to the
granting of services or a care placement in
the first instance and to the quality of the
service or care provided.

FURTHER INFORMATION

ALZHEIMER’S AUSTRALIA

Alzheimer’s Australia welcomes and
supports everyone, regardless of sex, age,
race, religion, sexual orientation, gender
identity or intersex status.

While LGBTI specific services may not be
available everywhere, Alzheimer’s Australia
is here to help you find the right care and
support options.

OTHER USEFUL
ORGANISATIONS

My Aged Care, Department of

Social Services

1800 200 422 (Mon - Fri 8am to 8pm & Sat.10am to 2pm)
www.myagedcare.gov.au

Aged Rights Advocacy Service Inc
(in South Australia)
www.sa.agedrights.asn.au

Seniors Information Service
www.seniors.asn.au

Australian Human Rights Commission
www.humanrights.gov.au

For details of Alzheimer’s Australia locations and services in your state
and for information about a wider range of dementia related topics, visit:

www.fightdementia.org.au

CONTACT US

National Dementia Helpline
1800 100 500 (Office hours only)

The National Dementia Helpline is an initiative of Australian Government

DBMAS

The Dementia Behaviour Managment Advisory Services

1800 699 799 (24 HOURS)

Alzheimer’s Australia South Australia Inc 2014

ABN: 79 625 582 771 Printed 30th July 2014

This publication has been adapted, with permission, from a similar document
produced by the Alzheimer’s Society, U.K (alzheimers.org.uk)
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