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The challenge of choice for people with 
psychosocial disability in the NDIS



The NDIS and CRPD

• Support the independence and social and economic participation 
of people with disability

• Provide reasonable and necessary supports
• Enable people with disability to exercise choice and control in 

the pursuit of their goals and the planning and delivery of their 
supports

• A right – not a gift
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Project aims

• Explore how people understand themselves as choice-
makers in the context of the NDIS

• Identify the labour of choice-making involved
• Identify skill development strategies for participants
• Provide guidance to practitioners on how to support 

authentic choice-making
• Provide guidance to policy-makers in relation to identifying 

and measuring ‘control and choice’ outcomes



Participant demographics

• Twenty two people, aged between 28 and 67 years
• Twelve women, ten men
• Ten had prepared one plan, twelve on second or third plan
• Thirteen live alone, seven with family and two in SSA
• Various diagnoses, often multiple; significant comorbidity 

with physical illness & disability, and cognitive impairment
• Three people under guardianship orders



Anthony Stratford, Principal Advocate Lived Experience

Lived experience perspectives on choice 
and choice-making



Understanding ‘Choice’

The research elicited views on what choice means to NDIS 
participants with psychological disability, the significance of it 
to them, as well as the issues relating to the exercising of 
choice. The following quotes from participants in the research 
project provides a brief summary of some expressed 
definitions, highlighting a number of themes.



• At first, having basic needs met and then having more higher level needs met:

Choice is having your basic needs met I suppose as a priority, then having additional   needs 
met, if you can, that are more higher level. Like, my basic needs are being met at the 
moment – exercise, cooking, house cleaning, that sort of thing … (Hunter2 – male)

• Money defining and providing the choices one makes – having to be practical:

When you don’t have a future, you – the choices you make are about money. You know, is 
this cheaper or that cheaper? Or which child needs this? Or you know, like it’s all very 
practical in front of your face choices, so … (Hunter3 – female)

Limits to choice



• The limitations of mental illness in restricting choice:

A lot of my life I haven’t had choice, because of mental illness, because of just struggling 
day to day. I was just surviving. There’s no choice in that. You’re just struggling to get 
through a day. You don’t have a choice – when you’re got mental illness and depression and 
suicidal tendencies and anxiety, you have no choice … And so, a lot of my life, I really haven’t 
had a choice – when you’re so far down or depressed, you really do need help. You’re so 
disabled or you’re son unable to actually ask for help that you can’t … it’s like the more 
further we get down the hierarchy, the further we get down in mental health, the less 
choice you have (Hunter7 – male)

Limits to choice



• Knowing the options one has, weighing them up and then being able to make an informed 
decision:

Having a choice is kind of like knowing what options are out there first, knowing which one of 
those applies to you, and being able to weigh up the pros and cons of each thing, and then 
you make an informed choice. That’s what being able to make a choice is to me. You can’t 
really make a choice unless you know what there is out there to choose from (Hunter8 –
female)

• To be empowered with freedom and independence:
It’s very empowering, obviously empowering. It makes me more independent to have choice 
– more confidence, more content and happy (WA9 – female)

Choice and empowerment



• Being able to make one’s own decisions and doing what one wants to do – with support if 
required:

It means a lot, because you don’t have a choice. Going to a day program, you have not a lot 
of choice. But with choices – if they’re individual support, you can actually go, ‘All right’. You 
get up, go, ‘Well, I want to go see a movie or go do the cleaning’. You can do that (Hunter9 –
male)

The meaning of having a choice



• Self-direction and being able to voice one’s preferences as opposed to being told or 
having choices forced upon oneself:

Well, it’s [choice] something that I really didn’t have until I lost everything. Even in who I saw 
and what medication I took and everything else – I didn’t have that choice because my 
partner made me or stopped me … So actually finding out how many choices I did have, and 
could choose in different ways of treatments, and – I don’t know, especially living by myself 
for the first time at 38, it was pretty daunting. I’m not saying that I’ve made the right choices, 
but with the NDIS, I thought it was going to be more like I could choose things I wasn’t 
getting – which hadn’t really been my experience or wasn’t able to access because of funds. 
Even like the coping strategies that I’ve got now, I didn’t have the choice to even develop 
them or us them because I was in an abusive relationship with three kids and running a 
business, or trying to. And it was either I worked and I did everything good like a good mum –
but if I was unwell, I was in hospital for months and months until I could pretend I was all 
better again. [Choice gives me] self-direction, I suppose, and being able to feel and being able 
to voice what’s working and what’s not  Whereas before  I just got told (Hunter2 – female)

The meaning of having a choice



• Always having options:
In terms of value it’s [choice] incredibly value to me … always having an option. Always 
having a back door, always having an alternative, always having a stage left or – I think it’s 
one of the most important things you can have because I think  lot of mental ill-health and a 
lot of ill-health, and just lack of emotional wellbeing, comes from people feeling they haven’t 
got a choice (WA3 – female)

• To have a voice and to be able to express it:
It means to have a voice, express your voice … To me, mental health healing comes from this 
voice. That’s the key element if people have lost their voice. And some of these things like –
they’re not mental health issues or some disorder – borderline personality – there’re people 
who aren’t having a voice (WA4 – female)

The meaning of having a choice



• Being able to say yes or no:

Yes, it is [choice]. Gives you that opportunity to say yes or no, and it gives you time to think 
about it before you speak, because before, I’d just go rattle along like nothing, but now I stop 
and think what I’m going to say. But that comes under that as well, because I’ve got the 
choices, I try and make the right decisions at the right time, but sometimes it doesn’t go like 
that, you know? (Hunter6 – male)

The meaning of having a choice



Keeping people well
Well I think the government saves out of it because she’s not going into hospital every 12 
months for three weeks. And she’s been out of hospital now for three years and she’s been 
through the deaths of both parents. I think the result has been a remarkable about-turn in 
her mental health. So I think it was actually worth it in that regard because it probably saved 
the government money in the long-term (Hunter2 –male)

Meeting basic needs
So, this was actually the first assistance I received. And I tell you what, I’m very grateful for it 
because it has made life a lot easier for me…Like, my basic needs are being met at the 
moment.  Exercise, cooking, house cleaning, that sort of thing - they’re all being met so I’m 
grateful for that.  But I was hoping that there might be some sort of higher level needs met 
like helping me with studies and things (Hunter2 –male).

When choice-making works



Increasing confidence
Yes, that’s [NDIS} given me a lot more confidence. …Now I have choice.  Now I’m on top of 
it.  I can decide what I do during my day.  I have choices.  I can do or not do a thing.  I can 
contribute or not contribute.  I can help people.  I can come here a bit.  I’ve got lots of 
choices, but with mental health there’s not a lot of choice there.  It’s just - you just can’t say, 
‘Well, I’d like to choose my mental health to go away or stay’.  You don’t have that choice.  
It’s not going anywhere (Hunter7 –male).

When choice-making works



Sarah Pollock, Executive Director Research and Advocacy

The labour of choice



‘Choice work’ leading up to the plan

Applying

Is the Scheme really for me?
How can I get all the 
information I need?
Am I ready for the work it 
will take?
Who can I call on to help 
me with this?

Pre-planning

Where to have the planning 
meeting?
Should I take someone with 
me?
How should I talk about 
who I am and what I want?

Planning

What admin arrangements?
What evidence should I 
take?
How will I get heard?



‘Choice work’ implementing the plan

After approval

When do I seek 
out info about the 
decision?
How to spend my 
allocation?
Shall I appeal?

Purchasing supports

What supports 
should I purchase?
Who can I get to 
help me choose?
Do I put up with 
poor service?

Reviewing the plan

Have I got the plan 
I want?
How to justify my 
need for services, 
and their results?
Am I up to going 
through this?

Appealing 
decisions
Am I really up to 
doing this?



Types of ‘choice work’ - cognitive

Deciding tasks

Reflecting

Organising 
ideas

Coming to a 
decision

Information 
tasks

Seeking info

Assessing 
quality of info

Learning tasks

Developing 
‘NDIS-speak’



Types of ‘choice work’ - relational
Discursive 

tasks

Debating and 
justifying

Representing 
yourself

Collaborating 
tasks

Negotiating 
and contracting

Liaising, 
monitoring and 

intervening

Fixing fuff ups



Types of ‘choice work’ - emotional

Em
ot

io
na

l t
as

ks

Finding your voice

Holding it together

Dealing with rejection



General tips: a choice-maker’s manifesto?

1. Everyone has a history of choice or being denied choice, and it’s good 
to recognise this and explain this to the NDIS

2. It’s up to you (it’s your opportunity)
3. Start with your basic needs as a priority
4. Take time to think, listen and learn along the way
5. Take it at your pace
6. Say what you really think
7. Get support from someone you trust, throughout the NDIS process



The potential risks to 
personalisation for 
people with 
psychosocial 
disability

Lisa Brophy, University of Melbourne and La Trobe 
University
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The promise of personalisation
• The National Disability Insurance Scheme (NDIS) enables a shift to 

individualised, person-centred and consumer-directed approaches (or 
personalisation)

• The CRPD encourages law and policy that adopts a ‘presumption of 
capacity’ and increased opportunities for choice and control 

• Personalisation and recovery oriented practice both begin with respect for 
lived experience of service users and fundamental principles that include 
empowerment 

• There is emerging evidence to suggest that personalization leads to 
positive outcomes and is cost effective 

• Individual budgets are seen as a ‘lever for change’



Getting it right

• There is evidence that participants receive better quality plans 
that more accurately reflect their support needs if developed in 
collaboration with a skilled mental health worker (VICSERV, 
2015). 

• It is imperative to establish a culture of genuine co-production of 
support plans between participant and their supports, and 
workers may need to relinquish some control (Tew et al., 2015)

• Excessive administration may result in assessments reflecting 
workers priorities rather than those of participants. 
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How are we doing?

• We found a number of benefits to having the opportunity for 
personalisation that the NDIS offers

• The opportunity to have a support plan and package that is 
transparent and reflects the person’s choices.

• New and positive experiences that contrasted with previous 
experiences with services providers
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Challenges to personalisation

• Taking up this opportunity for greater empowerment is difficult
• Many participants have a history of disempowerment and trauma 

both in childhood and developmental years, and sometimes also 
in their previous experience with mental health services. 

• Their experience of having a ‘voice’ can be minimal and therefore 
choice can be hard to embrace

• Disadvantage and marginalisation
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Challenges - The impact of trauma and 
disempowerment 

Well, I think that an extra hard part of having a psycho-social disability is that 
your choices are taken away from you systematically. You’re restrained, 
secluded, scheduled, your finances are handled by someone else, and you have 
to take your medication. Your freedom – you have it and then it’s taken away.  
So, I think a psycho-social disability has a unique quality there, and I think if 
I’m articulate, intelligent – I have trouble with the NDIS – what hope do other 
people have? (Hunter5 -female).
That’s one of the biggest things for people on the NDIS. They’re very 
disempowered. They’re unable to do it and they won’t do it. People say, ‘Well, 
why didn’t you say something?’ They can’t. They can’t. They’re so 
disempowered they can’t (Hunter7 -male). 28



Challenges - NDIS processes 

This can be made even more difficult when people are dealing with 
some NDIS processes. We found that people commonly had 
planners who did not have a good understanding of the experience 
and impact of serious mental health issues and the relevance of 
their previous experiences to the planning process. Many found 
that planners were making assumptions about what they ‘needed’ 
rather than assisting the person to express their values and 
preferences. 
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I didn’t have choice 

Well, my choices have sort of been prescribed for me in the sense 
that there was not only the plan but then there was the coordinator 
of supports working out what was best for me…So, what I’m trying 
to say is that I didn’t have choice in who was provided to me. I 
didn’t have choice in terms of what the actual structuring of the 
money was, it was sort of given to me as a necessity.  I had to spend 
$6,000 on such and such for such and such a period (Hunter2 -
male).
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I didn’t have a choice (2)

I wasn’t told at my planning meeting what services I would get and I 
was not allowed to find out what they were – because I had an LAC, 
who was part of (service) but seconded by the NDIA. And she 
wouldn’t tell me at the planning meeting, or a follow up telephone 
call from me three days later, what she was going to submit to the 
planner at the NDIA which I think is dreadful. I have a right to know. 
So this plan has got things in it that I didn’t ask for (Hunter5 -
female).
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Barriers - Navigating the system

Many participants needed to find their own ways to navigate the 
system and get the information they needed in what remained a 
mysterious and sometimes fear inducing process. Participants faced 
dilemmas associated with having supports they didn’t ask for, or 
supports they were unable to use and supports that appeared to 
readily ‘dry’ up because budget allocations had not been carefully 
considered and understood. They then often faced worry about 
what this might mean for their next plan. 
Fears regarding ongoing  eligibility  and sustaining their package  
interfered with their preparation and planning. 



Barriers - The bureaucracy gets in the way

The bureaucracy [gets in the way of making choices]. I honestly feel like 
there’s no way to say what I need and to have it listened to and enacted on. I 
just - though I’m grateful for what I get offered, so what is offered to me will 
be useful. I’m grateful for that and I’ll take it - the bits that I think will be 
useful for me. I probably won’t use the other bits. I’ll see what happens. Or it 
will depend whether they allow me to use it for things like advocacy and other 
sorts of things. But yes, it’s the bureaucracy (WA3 -female).
I have bad days but I'm going so well that I'm scared when the renewal comes 
around. It's only three months away. And I don't feel I've used enough of the 
core support to warrant them giving me anything again. I'm already a disaster 
thinking about how the review’s going to go (Hunter1 -female).



Enablers – Empowerment and taking control
Key enablers to help deal with these issues included learning from 
the experience of others and participants being reminded that their 
access to the NDIS was a right (like health care) and starting to think 
differently about their relationships with agencies, for example “am 
I getting value for money?”. As well as simplifying processes:
It needs to be made a lot more simpler… the whole thing. And like 
some aspects of the NDIS not even the average Joe would be able to 
understand…And especially as they keep on changing the goalposts 
- like you think that you understand something and then all of a 
sudden it's changed (Barwon4 -male).
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Enablers - The “right” support co-ordinator

People strongly identified the value of having a good 
coordinator and support workers that they could trust and 
rely on. 
You have to get the right Coordinator of Support officer -
someone with experience. But my Coordinator of Supports 
has been absolutely fantastic. He meets with me fairly 
regularly. He has found me the cleaning, the exercise 
person…Oh, he’s good. He’s really good. He listens. He has 
suggestions, but doesn’t force it on you (Hunter5 -female) 35



An ongoing challenge
However, these enablers were not apparent for all participants and many 
appeared to have an ongoing struggle to be heard and achieve a package that 
reflected their choices. It appears that there is a significant risk that, without 
greater attention to these problems, the NDIS’s promise of personalisation
for people with psychosocial disability could be failing many people accessing 
the scheme. 
And they actually do need – well whoever is looking after your funding or your 
planner - actually needs to keep a bit more contact and be a bit more accessible. 
Because, yeah, I did have a few issues with that…Yeah, or you thought you knew 
who your planner was but then you find out that they've gone or moved on 
(Barwon4 –male).
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Current remedies?

• psychosocial disability stream
• specialised planners and Local Area Coordinators;
• better linkages 
• focus on recovery-based planning and episodic needs

Also need to acknowledge the impact of trauma, 
disempowerment and the culture of  ‘best interests’ to 
enable genuine shift to personalisation
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Thank you
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