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“As has been the case with self-determination movements of 
the past, such as self-advocacy and person centred practice, 
opportunities for supported decision-making appear to be 
dominated by people with mild, as opposed to more severe 
intellectual disability, whose decision-making capability are 
less likely to be questioned”

(Watson, 2016 p.334)

Image used with consent  or proxy from those pictured



The more severe someone’s cognitive 
disability the fewer opportunities they 

have to live autonomous lives
(Agran, Storey, & Krupp, 2010; Burton-Smith, Morgan, & 

Davidson, 2005)
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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.

A person’s opportunities to 
take risks is dependent on 

cognitive capacity

Well it was hard. Kev loves his 
food. I 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. Remember that 
Christmas he was in hospital, 

poor love. 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. That’s 

what we reckon anyway.
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Role of supported 
person:

To express 
preference 

Role of supporter: 
To respond to 
expressions of 
preference by 

acknowledging, 
interpreting and 

acting on that 
preference

Characterising decision making support for people who 
communicate informally (Watson, 2016)
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“Supporter 
responsiveness to the 

expression
of will and preference of 
those they support is a 
multi-faceted activity, 

made up of a number of
tasks”

(Watson, 2016, p.5)
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Supporter
Responsiveness

Acknowledging a 
person’s 

expression of will 
and preference

Interpreting that 
expression of will 
and preference

Acting on that 
interpretation

Watson, 2016



Relational closeness

Characteristics 
of the formal 

disability 
support 
system

Supporter 
attitudes and 
perceptions

Person’s 
communication

Collaborative 
nature of the 
support circle



Supporters demonstrated greater levels of 
responsiveness to a person when they had:  

• A positive belief regarding that person’s ability to 
communicate;

• A positive perception of that person’s decision-
making capacity.



Belief in ability to communicate and make decisions

Supporters classified as responsive:

“Yeah, he’s communicating, he communicates all the time, you know, 
whether it’s spitting, crying, you know so many things”.

“Well, he is telling us things all the time you know. You know, what he 
wants to eat or doesn’t want to eat”

Supporters classified as unresponsive:

“They can't, they can’t really tell us things, you know. They can't tell us; 
they haven’t got a voice to speak”

“…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”

“Because, you know he can’t communicate. He has a lot of brain damage 
you know”
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Relational closeness
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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



‘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

Image used with permission from Mencap



Watson 2013

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

They weren't like Dave when I 
first met him. He made me 
laugh. He looked me in the eye 
and made me laugh. With Neil 
and Gary, I kind of get the 
feeling that they don't want me 
in their life. They give me very 
little back, you know what I 
mean’

“His challenging behaviour don't help, behaviours of concern, whatever we 
are calling it these days. The spitting, it’s so not attractive. It’s ok for us 
because we’re used to it, but all that spitting and then playing in it. We were 
in Spotlight the other day, people were staring and moving away, it’s just 
disgusting and I tell him that! I make him clean it up. Who's going to want to 
be his friend?” 



What underlies Relational 
closeness?



Knowledge of a 
person’s history and 
life story

Image used with consent and proxy consent for educational purposes only 



“It was everything that we all know he 
wanted, coz you know, we know him love. 
We have known him all his life. And Dave 
reminded me, you know his cousin, you 

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”

“We used to take him up to Echuca.  He liked 
to go for a ride in the speedboat.  We used to 
sit him in the speedboat and he used to get 
excited with the water splashing and that sort 
of thing.  He might be like me I’m a bit of a 
speed freak!”



Seeing 
Personhood

Knowing someone 
“beyond their 
disability”

Image retrieved from google images
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If Kevin had control 
over the stereo in 
the bus, what 
would he listen to?

Deakin University CRICOS Provider Code: 00113B

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

“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”



“He'd be a foodie I reckon. You know 
creamy yummy cheese, flash wine, 

chocolate, the works”

If Nathan could eat what he wanted, what would he 
eat?
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If he/she had control over his/her life, what 
would it look like? 
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“She just really loves interacting 
with other people, singing, 
dancing, you know. She would 
have made a great cheerleader”. 

“He would be comfortable, but stylish. He wouldn't 
wear these trackie dacks. I think he would be quite 
social. He has that Scottish sense of humor. He would 
have to have a very fast car. I always thought he would 
be a courier or something like that”



“The system 
makes it hard to 
respond to the 
will and 
preference of the 
people we 
support”

Image retrieved from google images

Characteristics of 
the formal 
support system



Barriers to relational closeness
“I’ve told her [paid support worker] that she 

shouldn’t be dropping in there for a cuppa! She 
knows too much about Neil and his family. It’s ok 
that she shares superficial things with them, you 
know, tell them about what movies she has seen 

and what she got up to on the weekend, stuff 
like that. But that should be it. She’s way too 
open with them. I think she wants to be their 

friend
‘(Manager)

‘“[It was] decided [that] the pair’s relationship 
was wrong, that such a friendship was 

‘unprofessional’ and crossed the boundaries of 
what was acceptable. So it stopped. No more 
meals with the family. No more days out or 

festive fun”
(Paid supporters) 

I don't know. We get all these mixed 
messages. You can't step over the line in 

terms of professional and personal stuff.  I 
don't get it. It’s impossible. I'm meant to 

care, but I'm not meant to care
(Paid supporters) 

https://www.youtube.com/watch?v=Hp4PW17U_h8


Well, as far as the bed goes, he likes a 
soft mattress, but other than that, I 
don’t think he needs anything too 
pricey. I’m sure he would rather spend 
his money on other stuff, like a fishing 
rod. But you know, the powers that be, 
say he has to have a super expensive wiz 
bang bed that’s like low to the ground 
and that, so we don’t hurt our backs. I 
mean the message is that our needs are 
more important… Our needs are more 
important. They just don’t give a shit 
about what he wants, if staff safety is on 
the table. They’re worried about getting 
sued.

“you know, I reckon 
in our panic to 
make sure 
everyone is safe, 
mostly ourselves, 
the pendulum has 
swung too far. It’s 
not really about the 
guys anymore”
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Supported decision making for people with intellectual disability who 
communicate informally is an interdependent and complex process shared 
between the person with a disability and their supporters. Within this dynamic 
both parties communicate differently.

The person facing the decision contributes by expressing their will and preference 
through a range of means including facial expression, body language, gesture, 
physiological reactions and sometimes behaviours that are concerning to 
themselves and others.

Supporters’ contribution to the process is to respond to these expressions of will 
and preference, by acknowledging, interpreting and acting on these expressions.

Within this process, it is supporters’ role of responding that is amenable to 
change and therefore, the onus of enhancing decision making capability should 
not rest with the person with a disability, but with those who support them.

Supporters’ role of responding to a person’s expression of will and preference is 
characterised beyond simply acting on their preference. Firstly, a person’s 
expression of will and preference needs to be acknowledged (noticed and not 
ignored), then interpreted, and finally acted upon. By attending to all three of 
these tasks, supporters of people with intellectual disability who communicate 
informally can effectively support decision making.
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