LGBTI fact sheet 11 - Care relationships

The importance of care
relationships

Older LGBTI adults are at greater risk
of isolation than their counterparts.
Gay, lesbian and bisexual people
are less likely than heterosexual
people to be living with a partner (1-
3).

e LGBTI peoples may have been rejected by
their biological families many years earlier
and are less likely to have children and/or
significant others.

LGBTI peoples may refer to their ‘family of
origin’ or biological family which may or
may not be a part of their everyday lives,
and their ‘family of choice’ which may
include a same-sex partner, friends, a
previous partner and/or members of their
community (4, 5).

There are many caring relationships
involving older LGBTI peoples, including:

LGBTI peoples providing care for their
partner (living together or separately),
LGBTI peoples providing care for
heterosexual parents or other relatives,
LGBTI or heterosexual adult children
providing care for lesbian or gay
parents or co-parents,

Heterosexual people providing care for

an ex-partner, friend or parent who has
‘come out’ as LGBTI later in life (6).

Older LGBTl peoples may have been
rejected by, or have rejected, their families
of origin (7, 8). For some, the rejection by
their family may have happened when
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they were much younger and may
have occurred in response to their
‘coming out'. Others may have ‘come
out’ or been ‘outed’ by others later in
life and then been rejected by their
adult children (6).

Support from family of choice and their
connection with a partner is often
paramount for LGBTI peoples with
dementia, particularly where they do
not have the support of their biological
families (9-15).However the expression of
support from a loving partner through
touch and affection may be lost to the
person with dementia when reactions
from others around them are negative
(3).

It is important to use terms like ‘family’
inclusively. LGBTI elders’ designated
family of choice must be treated as
equal in importance to biological family
members and given the opportunity to
be included in care planning (15, 16).

*Note: It is particularly important for
LGBTI peoples to put advance care
plans in place prior to the point when
the severity of their dementia makes
this impossible.

Same sex partners and carers are
vulnerable to being marginalised,
discredited and ignored if their role in
decision-making is not documented or
appropriately authorised as their legal
next of kin (17, 18).

Advance care planning will help the
person with dementia’'s family of
choice, biological family, healthcare
team and aged care providers to make
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appropriate decisions on their behalf (19).

*Note: An Advance Care Plan or
Advance Care Directive enables a
person to document their healthcare
wishes, have their values respected and
ensure they receive the healthcare they
choose should they be unable to instruct
medical professionals at that time.

Where this is not in place and the biological
family does not support the sexudlity,
intersex status or gender identity of a
person who is L, G, B, T or |, dementia can
mean they are vulnerable to the decisions
of family members who do not value who
they are (11, 18).

These experiences may prompt
behavioural and psychological symptoms
of dementia (BPSD) such as depression,
anxiety, delusions, agitation or aggression.

LGBTI peoples with dementia may become
increasingly reliant on their partner for care
when fear of discrimination, around
disclosure of their sexual orientation,
gender identity or intersex status delays
contact with service providers (4, 11, 20-22).

Carers of people with dementia frequently
experience issues such as stress and grief as
well as poorer health and wellbeing as a
consequence of the physical and
emotional demands of their role. LGBTI
carers may face additional issues:

o Increased isolation due to fear of
discrimination or being outed by service
providers
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Lack of family support and respite
increasing the person with
dementia’'s dependence on the
carer

Reluctance to access support or
health services due to fear of
discrimination; subsequent delays in
addressing their needs may
compound health issues and
increase cost implications

Lack of relevant carer support to
enable discussion of the specific
challenges of their caring role

Delays in accessing services increases
the person with dementia’s
vulnerability to premature admission
to permanent residential care due to
carer burnout and iliness (21, 23).

Discrimination at various levels of service
provision can lead to barriers for many
LGBTI carers exacerbating stress and
negatively impacting on their quality of
life and that of the person with
dementia (24, 25).

Additionally, carers may take on the
additional responsibility of ensuring the
safety of the person with dementia,
aftempting to protect them from
discrimination and heterosexism in the
context of aged care (25).

LGBTI specific carer support groups are
lacking (26). Carer support groups
targeting the wider community may
unintentionally reinforce
heteronormative  perspectives and
assumptions where members are in
heterosexual relationships or of binary
gender only.

This may discourage LGBTI carers from
disclosing and sharing honestly and in

UNoW




11- Care relationships

turn, they may not receive much-needed
support (11).

e Taking on a caring role may present

opportunities to revisit and re-evaluate
previously difficult and damaged or
damaging relationships with members of
the person with dementia’s biological
family.

e The quality of a care relationship is often

shaped by the person with dementia and
the carer’'s previous acceptance of each
other’s sexual orientation, gender identity
and/or intersex status (10). Examples
include adult children having difficulty
accepting their parent’'s decision to
transition later in life or a person with
dementia who has never accepted their
child’'s LGBTI identity where dementia
requires them to take on a caring role.

A person with dementia may forget at
times that their family carer, e.g. son or
daughter is a person who is L, G, B, T or |
which may prompt a change in their
behaviour and response to the carer.

The death or incapacity of a partner may
prompt the move of a person with
dementia who is L, G, B, T or | info
residential care or to live with ftheir
biological family who may not
acknowledge or respect the relationship.

‘Disenfranchised grief’ occurs when a
person is grieving but they cannot talk
about their pain because those around
them do not consider it valid.

LGBTI peoples can experience
disenfranchised grief when they cannot
openly acknowledge the loss of a partner
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because their relationship is not
recognised as legitimate.

Where a relationship is not socially
endorsed or a death is not publicly
mourned the surviving partner is at risk of
complicated grief (27-34).

Where those in a long term LGBTI
relationship lose their parther but have
never felt safe to identify themselves as
such, they may have nowhere to turn to
for support.

e They may not feel part of the LGBII
community because of their lifelong
secret and yet they may also lack
support from others outside the LGBTI
community (22).

*Note: Unresolved or complicated
grief in dementia may prompt
intensified reactions to the loss and
consequent BPSD such as depression,
anxiety or aggression.

Some LGBTI peoples may have
experienced invalidafion of  their
relationships throughout the lives in that
their relationships may not have been
accepted legally or socially.

e This can further complicate their grief
and the bereavement experience (27),
increasing their vulnerability to BPSD.

Apart from his closest, long term friends, lan
had more or less lived 'in the closet'
throughout his working life. He felt that he
would risk losing his career and his network
of work friends if he were to be 'out' about
his bisexuality. For some years he had been
looking forward to retrement when he felt

UNoW




11- Care relationships

he could finally be open about who he was.
After 'coming out' when he retired at age 60,
lan was finally enjoying life as part of the LGBTI
community. Sadly, he was diagnosed with
young onset dementia a few years later. He
lost the capacity to make decisions and care
for himself quite quickly.

Although they had little contact as adults,
lan's sister Debbie was his only next of kin. lan
had not previously given Power of Attorney to
any of his close friends or members of his
‘family of choice'.

Debbie had never accepted or supported her
brother's sexual identity, however she was
determined to take conftrol of his care. lan
was placed in a care facility close to Debbie
but far from his friends and his LGBTI support
network. Debbie also insisted to the nursing
home staff that should lan talk about his
sexual identity staff must not acknowledge it,
claiming that this thinking is due to his
confusion and advancing dementia. lan is
now isolated from the people he was closest
to and presents as depressed.

Discussion points

e Consider the steps your organisation could
take to allow lan to have contact with his
close friends and support from the LGBTI
community.

How could Debbie be supported to
respect who lan is even if she doesn't
understand his sexual identitye

Consider the steps individual staff
members can take such as seeking further
education around the rights of residents
who identify as L, G, B, T or | and examining
their individual approach to lan to help
him feel less isolated.
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See Fact sheet 1 — Overview for details.
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