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We live in a time and place
where freedom and autonomy
are valued above all else

(Schwartz, 2000)
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Is autonomy a
universal right?
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The less formal a person’s
communication the fewer
opportunities they have to exercise
“choice and control”

(Wehmeyer & Garner, 2003; Agran, Storey, &

S S
- Krupp, 2010; Burton-Smith, Morgan, &
= Davidson, 2005, Watson, 2016, 2017)
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United Nations Convention on
the Rights of Persons with «_ promote, protect and
Disabilities ensure the full and equal
enjoyment of all human
rights and fundamental
freedoms by all person's
with disabilities, and to
promote respect for their
inherent dignity"

(UN General Assembly,
2006 Article 1)
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“Persons with
disabilities enjoy legal
capacity on an equal
basis with others in all

aspects of life” .
L

—

Article 12 represents Article 12: Legal capacity is the
the paradigm shift from right to make one’s
substitute to supported own decisions

Equal recognition
decision making before the law

Signatory nations sha

“take appropriate
measures to provide
access to persons with
disabilities to the
support they may
require in exercising
s their legal capacity”
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“Such people it is argued, lack the capacity of reason, of self-awareness,
and of self-determination. These attributes define personhood, and
consequently their absence means that an individual lacking them is
therefore not a person. From this perspective, euthanasia for such
nonpersons is acceptable and indeed should be actively pursued”

(Singer 1993)

“.it [the enlightenment] probably had the largely accidental effect of
narrowing down our understanding of the essence of personhood —an

)
essence that telescoped narrowly into cognitive ability” DEAKIN




Supported decision making

Supported Decision Making explicitly recognizes that choices
are made within a social context, and therefore it is likely to
benefit those who require support from people who know
and love them to make decisions.

Supported Decision Making makes the assumption that
everyone can guide their own decisions with support, and
therefore challenges the notion of individual decision
making incompetence.

DEAKIN

(Watson, 2016)
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Does Article 12
and supported
decision making
have the

potential to
resolve this
inequality?

‘The starting point is not a test of capacity, but the
presumption that every human being is communicating all the
time and that this communication will include preferences.
Preferences can be built up into expressions of choice and
these into formal decisions. From this perspective, where
someone lands on a continuum of capacity is not half as
important as the amount and type of support they get to build
preferences into choices’

(Beamer, 2001) o
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Re-conceptualising decision-making
capacity

The ability of a person to make or participate in a decision
either independently or through a collaborative process of
support from a group of people in the concerned person’s life
who know them well.

This definition embraces the interdependent and collaborative
nature of decision-making particularly for people who
communicate informally and sometimes unintentionally,
rejecting the notion of individual decision-making capacity.

(Watson, 2016)

Watson 2017
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We get by with a little help
from our friends
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The world amounts to
nothing if together we don’t
stand.. There s power in a
union.
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“Ber er hver ad baki
nema sér brodur eigi”

The Saga of Grettir,
Chapter 82
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Relational autonomy

“The traditional notion of autonomy as involving self-sufficient
independence and boundaries against others is unhelpful...

... Instead of rejecting it, autonomy can and ought to be
reframed around the idea that self determination is consonant
with the importance of the role of others in relation to that
self”

(Reconceiving Autonomy: Sources, Thoughts and Possibilities by Nedelsky, 1989)
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Design: An action research iterative research design

Participants: 5 people with severe or profound intellectual
disability and their circles of support (33 in total)

Procedure: A supported decision-making intervention over a
period of 3-6 months for each case study

Data collection: Interview, facilitated group discussion,
questionnaire, and observation

Analysis: Interpretative phenomenological analysis




A Decision Making Framework

A tool for people supporting those who communicate informally to live lives they prefer

Watson, J. (2016). PhD Thesis: The
right to supported decision-making
for people rarely heard. (PhD),
Deakin University, Melbourne.
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Research questions

1. What role do people with severe or profound intellectual
disability play within a supported decision-making process?

2. What role does a supporter of someone with severe or
profound intellectual disability play within a supported
decision-making process?

3. What factors underlie supporters’ role of responsiveness in
supported decision-making for people with severe or profound
intellectual disability?
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Characterising decision making support for people who communicate informally

Relational closeness

« Enjoyment of each other’s company

* Intuitive knowing

« View of supported person ‘beyond
their disability”

+ Knowledge of supported person’s
history and life story

Characteristics of paid support system
Whose rights are paramount?

« Availability of resources

* Acceptance of relational closeness

Supporters’ attitudes and perceptions
« Perception of decision making

capacity
Communication of person being supported * Perception of communication
+ Do they communicate intentionally? capacity

Functioning and composition of support circle
« Collaboration
« Conflict

“.. there’ s something aboutthe pitch of that
noise he makes, | can’ t explain what it is, but |
just know, that he is r?s ondu'lg to the chaos in

the room. It’s tﬁ?gogi}?g‘;??\ls hum, with the

speed of his huffingangkquffing or something.
No, guess it’ s evaF§/EiRE all put together. |
don’ t know, | just know. Sounds a bit weird,
doesn’ t it?”

(Paid supporter)




“See, look at him, when he’s hovering around the kitchen like that
[acknowledging expression of preference], he’s usually hungry. He’s saying give
me my dinner now [interpreting expression of preference]... so we know we have
to get our skates on [acting on expression of preference]”

“head back like that, that certainly tells us stuff, oh yeah and the chair rocking
[acknowledging expression of preference]. It usually means, get me out of here,
or do something [interpreting expression of preference]. Come on mate let’s go
outside [acting on expression of preference]”

27.11.2017
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“Ok, so you're saying he can make a
decision? | get it, | get what you're
saying, but I'm, I'm not sure you know
him, do you? He can't tell us what he
wants. We just decide shit for him. You
know, no offence but we have all these
programs and stuff, but at the end of
the day, people don't know who we're
dealing with here. They just can't
communicate. It's different for them,
they can't tell us what they want, so we
just have to get on with it and make
decisions that we think are best for the
guys”

“...At the end of the day, people don't
know what we're dealing with here.
They just can't communicate. It's
different for them, they can't tell us
what they want”

(Unpaid supporter)
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Risk taking

.
Well he was aspirating all the time. It
was just too risky. We had no choice.

He was always in hospital with
pneumonia. Na, even if he could
participate in the decision he would
have had no say, it had to go in, you
know, it was a matter of life and death.
Ask Tina the speechie. That’s just the
way it had to be.

(Paid support worker)

Well it was hard. Kev loves his food. |
mean he really loves his food, hey guys.
So, we knew what he would prefer. But

he had so many bouts of pneumonia,
and he gets so sick..... But we weighed

things up and it was clear that he
wanted to eat orally, so even though he
now has the peg, we let him take risks
and eat most days. It’s just really
important to him, so it’s worth the

risk.

(Paid support worker)
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Characterising decision making support for people who communicate informally

Relational closeness

* Enjoyment of each other’s company

* Intuitive knowing

+ View of supported person ‘beyond
their disability’

« Knowledge of supported person’s

history and life story

Characteristics of paid support system
Whose rights are paramount?

* Availability of resources

* Acceptance of relational closeness

Supporters’ attitudes and perceptions
« Perception of decision making
capacity

Communication of person being supported * Perception of communication
Do they communicate intentionally? capacity

Functioning and composition of support circle
* Collaboration
* Conflict
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Relational closeness:
An underlying factor in supporters’ responsiveness

Supporters reporting an
intimate or very close
relationship with a person they
support demonstrated greater
levels of responsiveness to

their expression of will and
preference

What does relational closeness look like?
Knowing a person’s life story

SA”M ' |Our stories allow us to
. ‘ share our humanity
m i with one another

OLIL~{ ON-BOARD TRAVEL JOURNAL
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What does relational closeness look like?
Knowing a person’s life story

“It’s just great to hear all the stories of what

It was everything that we all know he

she got up to from her folks. You know she’s
wanted, coz you know, we know him love.

We have known him all his life. And Dave
reminded me, you know his cousin, you

already had such an amazing life. Thanks to
them, I really feel like | know her. Just

looking at the family photos, and talking to

know the one with the hair, he reminded me
about the jelly slice that he loved before the
peg when he was teeny tiny. So we had to
have that after didn’t we, with a cuppa you
know. He would have loved it”

them, | feel really close to her you know, like

I have known her all my life. Really though,
I’'ve only really worked with her this year”

What does relational closeness look like?
Seeing a person beyond their disability

If Nathan had control
over his food, what

If Kevin had control over the stereo in the would he eat?

bus, what would he listen to?

“oh yeah... he likes some like rock type music,
like ACDC. Yeah something with a bit of guts”

“He'd be a foodie |
reckon. You know creamy
yummy cheese, flash
wine, chocolate, the
works”

“Yeah, you're right, something with guts, loud
loud loud! Yeah louder the better hey Kev. A
deep heavy base line don’t ya reckon, Nirvana
or maybe even Primus”

Enjoyment of each others company

“Hey Yuri, we love it here, don’t we mate? [He
placed his arm around Yuri and squeezed]. We
love people-watching together. There’s all sorts
come here, we have a bit of a laugh, don’t we
mate?”




'I know this sounds awful, but | kind
of was shocked when | met them. Is
it awful that | dry retched? Gary had
a smell, oh I'm sorry | sound awful.
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Barriers to relational closeness

I've told her [paid support worker] that she shouldn’t be
droppmg in there for a cuppa! She knows too much about
Neil an gfagnly It’s ok that sheﬁr}ares superﬁmal things
with k R, tWengetaablthasenmaixeehe has

terms of prlsfeussi m#‘a*h réasbnal stuff.
I don't get it. It’s |mp055|ble I'm meant

“lit amew ip was
wronwgaf&hat su Lél"le#? R?é" £ fpé
and crossed th
So it stopped. No more meals with the family. No
more days out or festive fun
(Paid supporters)

‘He is just not as
lucky as some
others guys in the
house. The only
people who really
give a shit about
him are us support
workers. Imagine a
life like that’

‘ Support worker

TR T S YR e

was, ‘unpro essional’
Wfé was acceptable.




“Honum vard litid upp til
hlidarinnar og baejarins ad

Hlidarenda. Pa meelti hann: “Fégur

er hlidin svo ad mér hefir han aldrei
jafnfogur synst, bleikir akrar en
N slegin tun, og mun eg rida heim

aftur og fara hvergi.”

DEAKIN
UNVERSITY

27.11.2017

Thank you to all those who participated
in this research.

The research is especially dedicated to
two men who died during the study.

They along with their families and
supporters taught me so much more
than any seminar, workshop, textbook,
or academic paper ever could about
living with a severe or profound
intellectual disability.




