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Research Inspiration

“l don’t know, | will have to ask Mum.”
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Australian Context

UN Convention on the Rights of People with a Disability
and

National Disability Insurance Scheme (NDIS)

!

Increased choice and control
for people with disabilities

and their families
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Understanding Self-determination

Functional Theory of Self-determination

“acting as the primary causal agent in one’s life and making choices and
decisions regarding one’s quality of life free from undue external influence
or interference” (Wehmeyer, 2003, p.177).
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Understanding Self-determination

Tripartite Theory of Self-determination

“individuals exercising the degree of control they desire over those areas of
life they consider important” (Abery & Stancliffe, 2003, p.44)
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Importance of family from perspective of adults with
intellectual disability
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Importance of family from perspective of parents
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Barriers to self-determination from perspective of adults
with intellectual disability
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Barriers to self-determination from perspective of parents
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Outcomes of barriers

Adults with intellectual disability may

* have little involvement in decision-making (Dyke et al., 2013; Knox & Bighy, 2007)

* Dbe actively persuaded to make decisions based on family values (Saaltink et al., 2012)
Parents may take on

* the role of ‘unauthorised decision-makers’ (Foley, 2013)

over-ruling the choices of their adult children (Pilnick et al., 2011)
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How can balance be achieved?

Rights Concerns

of individuals of parents

with and family

intellectual members
disabilities

E—
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Research Methodology

Qualitative Research

Interpretative Phenomenological Analysis (IPA) approach

— to understand the lived experience of adults with intellectual disability

— to make sense of the way the participants make sense of their experiences
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Participants

Name (alias) Living Situation
Male Female

Cameron X Family home

Stacey 29 X Family home

Helen 32 X Family home

Stewart 34 X Family home

Thomas 36 X Lives by self (rented unit)

Tara 44 X Lives in unit with a flat mate - run by disability

service
Sam 44 X Lives by self (rented unit)
Rosa 48 X Lives by self (rented unit)
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Research Analysis

Audio-recorded
‘ transcribed

‘ exploratory comments and notes

‘ emerging themes identified
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1. Strong connection to family

Life-long tie to family

Cameron :
| enjoy staying at home with my family. As the saying

goes — ‘family first’. Like my brother has a tattoo of

Family — a place of care,

that. So | agree with that so much. Like your family

alwave hac tn comae fircet

inclusion and equality

Reciprocal
relationship

Helen :

| really enjoy my family because family is important
to me, that’s what | see in life ... they always are
watching out for us and including us in everything
thev do

U

Tara :
Oh yeah and | stuck up for my 1

couple of times. We have our fi

Stewart :

What is so important about your family? Um, [pause]
they helps a lot.

Do you think you help them? Yes , um, doing the
housework for them.

just... clobber them. (laughs)

but if anybody goes against her I'll
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2. Family as a source of support

Support received

Negotiating the
right support

Helen :

| think my parents did a lot of caring and they supported me and
everything and they still are supporting me and ...l have extended
family that can look after me...when mum and dad aren’t around.

Sam :

So how did you organise things so that your mum would take
that over? [assist with financial management] Nagged her...I
nagged her big time ... she knew | would nag her all the
time.

Challenges

—

Stacey :

Their response is like 'you've got to learn to... to like be with your own
friends’ or ‘you gotta just get along on your own' because they say
somewhere down the line ...they will no longer be around, and then its
hard like when you haven't got family.
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3. Developing self-determination

Giving things a try
Cameron :
My mum helps me with a lot of things, but mostly | try and do stuff

by myself like if you don’t do it yourself you won’t learn...let me
do it myself and then if | need help | will ask you like | always do.

Life-stage changes

Stacey :
As | grew older then | started to feel like now | can do things

| couldn't do before.

Helen :

| think it [speaking for herself] has helped me in both
my family and the community...because they can
see that | can speak up for myself, | don’t always
have to have someone talking on my behalf, so |
think it is much better.

Feeling good about myself
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4. | am in control of my

life, however...

/ Cameron :
In control

When asked about what he felt in control of -
Thlr\nr\ wihat 1 A lilral i vt vasithh ey

friel

Limits to conirol§

Thomas :

Have you planned the wedding? Well, not yet ... | have
to wait on her parents, when they say it's gonna go
ahead, when it's all going to happen.

Tara :

| don't think 1 would pick
someone that they
wouldn't improve [sic] of.
What if they didn't approve
of him? Well, then | would
have to compromise.

Helen :

Instead of my mum and dad controlling my life | can
control my own now, but | think...when it comes to
having too much control then you become to have a
big head (laughs) ...you think that you ...can control
everything.
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5. Challenges in family relationships

Rosa :
I’'ve got a broken family

Relationship breqkdown@
Sam :

Th _ Who would help you if your mum couldn't
| Io?/rgi?rﬁ [father] very much but th help you anymore (with finances)?
Conflict Sra0, S TS, B 1 us fe nar Mmmm...not me father. He will ...wipe

\ oes that... because | know he' me clean.
e Rosa:

. . | only have contact with
Negqilve emOflons as da I'eSU"' o [brother]’ after what mum and

[aunt] wanted me to do to
granny, they are very

Stacey : unpopular with the

When they say we want you to move into your own relations...l| don’t want to be

home | feel like they're trying to push me away, unpopular with the relations

they're not wanting me to be there, they're not because ... | live around

loving me ... it makes me feel really sad. them so | expect to get on
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Summary of results

Connection
fo
family

Family as a source
of support

YV

Experience of support for
self-determination
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: | am in control
Developing .
L of my life,
self- determination
however...
\_ \_ Y

Challenges
in family
relationships

Page 20




Overall message

Complexity of family relationships
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Tripartite Theory of Self-determination

A degree of control may be ‘given away’

* importance to the individual
* expertise and level of skills required

* desire for collaborative decision-making
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Back to the Research Inspiration

“l don’t know, | will have to ask Mum.”
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