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What did we do?

IHC talked with 15 people who live in the Wellington area.  
All of these people use Disability Services.  We asked people 
about the choices and decisions they make, and how other 
people help them to make choices.  We wanted to know 
what supporters can do to help people.

When we had talked with everyone, we brought all of the 
information together to find out what things helped the 
most people.  This will help all of us when we support 
people to make decisions. 

Why did we do this?

Article 12 of the United Nations Convention on the Rights 
of Persons with Disabilities protects the right of people with 
disabilities to be treated the same.  Because New Zealand 
has agreed to the Convention, we have to do what it says. 
When people need help to make decisions, the United 
Nations says the best way to do it is to support people  
to make their own choices.  We call this supported  
decision-making.  

When someone finds it hard to make a decision, or tell 
people what they want, other people might think they need 
to make decisions for them.  Unless the other person has 
a Court Order, this is against the law.  Because it is against 
the law to treat people with disabilities differently, we need 
to learn more about supported decision-making and how 
to do it well.  We already know that the best way to do this 
will be different for different people.  There has been a lot of 
research about supported decision-making and we know 
from this that people are happier if they make their own 
decisions.  

This research tells us that many people think the Convention 
is not as important as our other laws.  Most of the research 
about decision-making has been about talking with 
professionals and families but in this study we have been 
talking with people with intellectual disabilities about  
their experiences.   This is important because it will help  
us to learn what we are already doing well and what could 
be better. 

What did we find?

For most people, their staff, family, and talking about things 
helped them to make choices and decisions for themselves.  
Other things that people found helpful were thinking things 
through, and just doing it themselves.  People told us that 
family and staff could be helpful, but also that they could get 
in the way of people making their own choices.  For example, 
people told us that if their mum did not agree then it must be 
the wrong choice, and that sometimes they thought staff were 
too busy to help them.  People also said that it helped them to 
be organised and have a routine, but people said they needed 
some help with this.

 

How does this help us?

Most of the information we already have about supporting 
people to make decisions comes from professionals or families 
but it is important to know what people themselves think.   
We only talked to 15 people so we know that what helps these 
people is not the same for everyone, but we think it is a good 
start to including people more in this research.  We can use this 
information in our work with families and staff to help them to 
be more aware of what people want.  

Plain Language Summary
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what others think
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We found that people had lots of good ideas and information 
for us.  For some people that we talked to, making choices 
was hard and something that they always had to do a lot of 
thinking about.  For other people, everyday choices, like what 
to eat, were easy but other choices were hard.  Some people 
had always made their own choices and had lots of practice  
at this.  These people found choices quite easy, but still 
needed a bit of support with it sometimes, for example when 
choosing a new job.  People told us that it was important for 
them what other people thought, and that if their supporter 
did not agree with their choice, then it must be the wrong 
choice.  The most common things that helped people to make 
their own choices were:

	 •	 Staff
 • Family
 • Talking
 • Myself
 • Feelings
 • Being organised

This report shares those people’s ideas so that we can all 
benefit from them.

Introduction

This research gave people with intellectual disabilities a 
chance to talk about making decisions.  We were interested 
in what people thought helped them to make their own 
choices and decisions.  IHC talked with 15 people with 
intellectual disabilities in the Wellington area. We were 
interested in how people’s experiences were different, but 
also similar, and what suggestions people had for us.

Our aim was to develop a better understanding of what 
people with intellectual disabilities value from their 
supporters to make choices and decisions for themselves.  
We will integrate this information into current work in the 
area of supported decision-making.  We wanted to do this 
because a lot of current research has information from 
supporters and professionals, but not the opinions of people 
with intellectual disabilities.  We hope that these thoughts 
from our participants will help to improve how we support 
people to make choices and decisions, so that people can  
do this more independently.
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Background

Article 12 of the United Nations Convention on the Rights 
of Persons with Disabilities (UNCRPD) upholds the right of 
people with disabilities to equal recognition before the law 
(UN General Assembly, 2007). New Zealand has ratified the 
UNCRPD. In order to give effect to Article 12, people with 
disabilities must have the legal capacity to make their own 
decisions, based on will and preference (Mirfin-Veitch, 2016). 
This can be achieved through the process of supported 
decision-making. Supported decision-making is a framework 
in which people with disabilities are able to exercise their 
legal capacity by being supported to make decisions that 
promote self-determination, will and preference  
(Mirfin-Veitch, 2016). 

There are models in place in New Zealand which can be 
seen to focus more on substitute decision-making than 
supported decision-making. Substitute decision-making 
is when someone makes decisions on behalf of another 
individual (IHC, 2016). The United Nations Committee has 
recommended that New Zealand move away from substitute 
decision-making models, and focus more on supported-
decision making models that support people with disabilities 
to make decisions on their own behalf (IHC, 2016).  
The Protection of Personal and Property Rights Act (1988) 
allows the appointment of a welfare guardian who is given 
decision-making rights on behalf of an individual who is 
seen to be incapable of making or communicating their own 
decisions relating to their personal care and welfare.  

Devi, Bickenbach and Stucki (2011) suggest that some 
countries are using guardianship as a form of substitute 
decision-making, rather than implementing supported-
decision making. Davies, Werner and Sinai (2017) discuss  
how increased supported-decision making leads to 
individuals with intellectual disability having more autonomy. 
Furthermore, they mention that supported-decision making 
practices have a greater emphasis on the needs of the 
individual, rather than on protection, which has positive 
consequences. Our study will help to ensure supported-
decision making is happening in New Zealand by informing 
improved practice in this area. This will help to ensure  
New Zealand is meeting its obligations under Article 12  
of the UNCRPD. 

It is also important to ensure that people are taking an active 
approach when implementing supported decision-making 
in New Zealand. Burgen (2016) suggests that supported 
decision-making is a process which requires actively matching 
individuals with a support person to assist in their decision 
making. This is important as, without support, people with 
intellectual disabilities can end up being excluded from 
decision making, which goes against their rights set out in 
Article 12 of the UNCRPD. Therefore, in order to ensure people 
with intellectual disabilities have legal capacity, they need to 
be actively worked with and supported. Our study will help to 
inform where this is currently working well, and where there is 
room for improvement.
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Previous research has argued that in order to effectively 
implement supported decision-making, legislative changes 
will need to be made (Browning, Bigby & Douglas, 2014; 
Burgen, 2016; Mcsherry & Wilson, 2011; Minkowitz, 2013). 
Burgen (2016) proposes that supported decision-making 
should be viewed as both a process of support, and a legal 
paradigm. Browning et al. (2014) suggests that these legal 
changes can be informed and evaluated by having a greater 
understanding of the conceptual foundations of supported-
decision making. However, Minkowitz (2013), suggests that 
there is currently some uncertainty in jurisdictions about 
how to implement supported-decision making. Our study 
will assist in this area, as the results will be able to provide 
information to inform our future systemic advocacy.

One previous study conducted in New Zealand and Australia 
involved the interviewing of professionals who have had 
some involvement in the mental health system (Mcsherry & 
Wilson, 2011).  There were many interesting findings in this 
study, including a desire of some professionals to ensure 
their clients’ voices were heard. This study suggests that 
international conventions, such as the UNCRPD, are not as 
highly recognised and practiced as domestic law. However, 
it also mentions the possibility that the UNCRPD could 
potentially influence law reform in the future (Mcsherry & 
Wilson, 2011). This study is limited by the fact that it does 

not interview individuals with disabilities who are affected 
by this convention. Rather, it only interviews professionals in 
this area. Our study will, therefore, add to the existing body 
of evidence by providing the perspective of individuals with 
intellectual disabilities. Their input is vital in assessing how 
services and practices in New Zealand can be improved. 

Despite previous research surrounding supported decision-
making, there is still a gap where it is not yet known how 
supported-decision making can best be implemented into 
New Zealand society. Our research will assist in this area 
by gaining valuable input from people with intellectual 
disabilities regarding their experiences of supported 
decision-making. This will allow us to assess where models 
of supported decision-making are working well in practice, 
and where there is room for improvement. We will also be 
assessing whether there are any differences in the experiences 
of supported decision-making across groups by interviewing 
individuals who use vocational or supported living services, 
and Māori and Pākehā individuals using all of these services. 
This information will then be able to inform future supported 
decision-making practice in order to increase decision making 
for people with intellectual disabilities across multiple areas 
in society. It could also be used to inform any future advocacy 
for legislative reform to improve supported-decision making 
practice. 



8
Research Report  What does helpful supported decision-making look like to people with intellectual disabilities?

How did we do it?

Participants

We used a convenience sample in this study, with all 15 
participants using local disability services in some way.   
This included vocational services and supported living 
services.  Participants using vocational services may also  
be using supported living or residential services. 

Staff at these services recommended people that they 
thought would be interested in participating based on 
knowing these people well.  We made sure to ask that all 
people be included for consideration, not just those with 
communication that is more conventional or behaviour.   
We then visited these people to talk through the information 
sheet with them.  We also made a short video of the 
information in this sheet so that people could watch it several 
times if they wanted to.  The information sheet was in easy 
read and based on a template that the Donald Beasley 
Institute shared with us.

We then returned another day to ask people if they wanted to 
participate, and complete the consent forms.  Not everyone 
wanted to participate and we made it clear to people that 
they did not have to.  Most people were excited about talking 
with us, based on people’s reactions it appeared that people 
felt important to have been asked to share their views.   
For some people this appeared to be new for them.  We were 
worried that people might feel pressured in to participating.  
We did our best to make people’s choice to participate 
clear to them and think that we succeeded as some people 
declined to participate, and others told us part way through 
the interview that they had done enough talking!
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Study Procedure

We used semi-structured interviews and conducted these 
wherever people chose.  Most people chose to do the 
interview at their service, but some people chose other 
places.  Some participants asked to do their interview in 
the local disability service area office, in the boardroom 
where people might see the interview.  Other people asked 
to go to a café, and some people chose private offices.  We 
found that for most people, it was difficult for them to say 
where they wanted to go, and most answered by asking the 
interviewer where they would prefer.  For some people, when 
they realised that the interview could be done anywhere 
this was then taken on with enthusiasm – one interview was 
completed while walking around Wellington City visiting lots 
of different places that were of interest to the participant!

Some of the participants used augmentative and alternative 
communication (AAC) methods and so we used these in the 
interviews.  Because of the voice recorder, the interviewer 
said out loud what was being a communicated using sign 
or pictures and the participant then could show if the 
interviewer had understood them correctly.
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We can see from these key quotes that talking things through 
is helpful for people, as is being seen to be making decisions 
alone.  People stressed to us that they are able to make 
decisions alone and it was important for them that we saw 
them as independent and able to make decisions alone.   
For all of us, making decisions alone, especially big decisions 
can be challenging and so it is unfortunate that people feel 
that this is something that they should do.  However, this 
idea that support is negative is something that often comes 
through when we are working with people with intellectual 
disabilities, especially when we are talking with them about 
choices and decision-making.

It is important to us that as the voice of people with 
intellectual disabilities is often not heard, that these  
quotes form the message, and are not interpreted by us  
as professionals, coming from a different worldview.

Findings

We used a computer software programme to help with 
the thematic analysis of the data.  We found that the most 
common themes from the interviews were about family,  
staff support, talking things through, people helping 
themselves, and how people felt about the choice or 
situation.  These themes of supports were all interlinked, 
for example, people found that talking things through was 
helpful with both family and staff, but also talking things 
through with others helped them to go on an try things 
out for themselves.  This is how many of us will make our 
decisions, through this social interdependence.  Jo Watson 
points out (ASID, 2018) that when those of us without 
disabilities make decisions in this way it is often seen as a 
strength, however it can be seen as a weakness in those with 
disabilities.  
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The main things that were helpful for people were also 
barriers at times.  For example, people spoke of family 
members stopping them from making choices, and staff 
being too busy to help, or telling people off.  People also 
talked with us about how other’s opinions, and making 
others happy, affected their decision-making.   
For example, people talked about wanting to make their 
friends or family happy, that if a parent did not agree with 
the decision then it must be the ‘wrong’ choice and that 
they had to not just think about themselves when being 
organised, but also staff.

Family:

• I talk to them.  Sometimes I just work it out 
myself but if it’s a bit hard for me I just talk to  
my brother. 

• He would help me if I was stuck.  We’d talk 
about it on the phone.

• She writes down how much things cost. 

Staff:

• I like them to help me, they ask me 
questions.

•	 My	staff	and	me	do	a	budget	together.

•	 If	it	got	too	hard	for	me,	I’d	ask	a	staff	to	
come and help me do it.

•	 I	just	talk	to	my	staff	about	it.

Doing things myself:

•	 It’s	up	to	me	if	I	want	to	go	flatting.

• I just go on and help myself and try out and if 
I don’t need, I can try it.

• I decide what I like to do.

• I just try and work it out myself.

• This was my idea.  Just practicing to go 
flatting.

Being organised:

• It’s just being organised.

• She helps me get ready.

• I think to myself, what am I gonna do 
tomorrow.

• I just say to myself in the morning 
now, I’ve got to get up and get myself 
motivated and then it’s time that if I’ve 
got jobs to do I get them done.  And then I 
get all ready to go out and hop in the van.

Thinking:

• It took me a long time to have a think about 
that.

• I have a think.

• Having something in mind helps.

• I just thought about it.  It only took me a day 
to think about it and then in the end I just 
went and I just did it.  

• If it’s a big room, I think about having that 
room. 

• I stay and do some thinking.  

• It was a bit hard to say yes or no but I took a 
couple of days to go over it.   

Talking:

•	 I	explain	if	I	need	help	or	stuff	like	that.		

• Just talk to me about which ones I’d like 
to go.

• If I don’t tell people, you won’t learn.

•	 I	just	have	a	look	and	I’ll	talk	to	my	staff.

• I choose the job myself, ‘cos I got the job 
at ---, it’s my choice.  If I got any problems 
I talk to the boss.  If I get stuck, he can 
teach	me	different	ideas.

•	 I	talk	to	the	staff,	or	to	anybody.

Example quotes for what helps:
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Being organised:

•	 If	the	staff	have	got	my	money	in	the	tin	at	
the	office,	and	if	I	want	anything	or	if	I’ve	got	
anything like an appointment I have to tell 
them about it and they  
put it in the diary.

Family:

• I’ll say, if it’ll make you happy I will.

• She might not listen (if mum wanted 
something else)

• I’ve asked him about things time and time 
again and he goes, he’s gone round and said 
no, it can’t happen because I’ve been and 
spent a whole lot of gym membership – I’m 
joining the gym now, and that’s what  
I like doing actually.

• I’ve always wanted to go to (country name) 
but mum, since my mum said no I can’t. 

Staff:

• I have to talk to their support workers (to 
choose where to hang out with my friends).

• I’m scared to talk to them and tell them, 
because I’m a bit scared they might not have 
enough time to help me.

•	 It	was	only	a	bit	of	fun.	But	I	got	told	off,	
right.  And it just took me a couple of days to 
get over that.

• They tell me I’m not allowed or meant to 
have	any	coffee	after	tea	because	it	makes	
me stay awake all night.

•	 He	doesn’t	reject	me	or	thinks	he’s	a	staff	
member for the sake of it.

•	 And	one	of	the	staff	members	at	---	went	and	
smacked me right across the head and, oh, 
all nasty things happened to me there.

Research Report  What does helpful supported decision-making look like to people with intellectual disabilities?
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Some people may be surprised by the level of reflection, 
and the depth of knowledge, that people with intellectual 
disabilities have shown in these interviews.  In our work, 
we have found that people have valuable insights into their 
lives, which should not be disregarded simply because they 
have an intellectual disability.  The participants interviewed 
for this study used a range of communication methods, with 
some communicating what others might call unconventional 
means.  This included sounds, gestures, people’s own signs, 
visuals, and an iPad.  In her research, Dr Jo Watson (2016) 
talks about the assumptions that supporters make about 
people’s ability to make decisions and how as a society we 
often presume that people with significant disabilities are not 
able to make decisions about their lives.  

Ethical Considerations

This project was approved by the Central Health and 
Disability Ethics Committee (HDEC) and there can be 
considerable ethical considerations when conducting 
research, especially with people with intellectual disabilities.  
We were concerned about compliance and that some 
people might participate because they thought we, or their 
supporters, wanted them to.  To minimise this risk we made 
sure that we gave people plenty of time to go over the 
information sheet before we returned to discuss consent.  
Some people did choose not to participate in the study, 
and people demonstrated that they felt comfortable in 
communicating to us if they wanted to end the interviews 
early.  We used a variety of communication methods 
throughout the process and so we felt confident in people’s 
understanding, and their ability to provide informed consent.

One person disclosed during the interview about having been 
“smacked” by a staff member.  This was a situation of historical 
abuse in a service that no longer exists.  There were processes 
in place to manage any disclosures by people to ensure their 
safety, and any required follow up.

To protect people’s identity, we have kept their names and 
disability service providers confidential. 

Limitations

We used a convenience sample of participants who are using 
local disability services for this first stage of the research.   
We also had a small sample of only 15 people because of 
the resources required.  This means that it is difficult for us to 
generalise our findings widely, however there is still a lot of value 
in collecting the information.  Our findings appear to support 
existing research but a broader sample would be helpful, 
including speaking with those people not using any services.

Implications

At this stage, the implications for this study are small due to 
the sample size.  However, it is an important step towards 
including the voices of people with intellectual disabilities in 
our discussions about supporting decision making.  As we move 
more towards this, and away from substitute decision making, 
it is even more important that the voices of people involved are 
heard.  We hope that this study might prompt further research 
in to this area, and will be included in the training and support 
provided to families and staff.  If we are more aware of what 
people say helps them, then we can be more aware of these 
actions in our practice to ensure we are genuinely meeting 
people’s needs in making decisions for themselves.  
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