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Executive summary 

This submission is in response to the Independent Review of the NDIS Act (2013), being conducted 

by Ernst and Young on behalf of the Commonwealth Government of Australia.  

MI Fellowship makes this submission from a mental health perspective.  We have over twenty years 

of experience as a provider of community-managed mental health services, as a leading innovator 

and researcher, and as a mental health advocate with and for our members and participants – which 

include both people affected by mental health problems, and their family and carers.   

It is our view that the National Disability Insurance Scheme (NDIS) brings exciting and much needed 

opportunities for the social and economic participation of people affected by mental health 

problems and psychosocial disability. However we are very concerned about one of the eligibility 

requirements of the NDIS, which states that: 

‘(b) the impairment or impairments are, or are likely to be, permanent;’ (S.24, NDIS Act 2013) 

The submission responds specifically to section (4), ‘Becoming a Participant’, from the review 

discussion paper. It presents a case for changing the NDIS Act (2013), and relevant aspects of the 

legislation rules, in relation to mental health and the concept of ‘permanent impairment’. 

Contextual concepts for mental health 
The mental health sector has its own definition of recovery which differs from other areas of health. 

Recovery in this context is not about remission of symptoms, or cure, it is about people living the 

lives that they value and determine for themselves. Australia has a national framework for recovery-

oriented mental health practice which states that hope and optimism are overarching and integral to 

recovery. Further, international research indicates that hope is one of the most important recovery 

processes. We argue that the concept of permanent impairment undermines the principles of hope 

and optimism. 

Another important aspect of the mental health context is to understand the importance of language. 

Arguing about the choice of words we use to describe ‘permanent impairment’ may seem pedantic 

or superficial to some. However many decades of consumers sharing their stories of recovery have 

demonstrated that words matter a great deal, partly because people with mental health related 

disability often live with so little choice. Words are used to describe their mental health problems, 

words are used to explain why their choices have been taken away, and words are used to label and 

stigmatise and exclude people.  Consumers have told us that what we say influences their recovery 

and wellbeing. Even the National Framework for Recovery-Oriented Mental Health Services, 

endorsed by the Australian Health Minister’s Advisory Council (2013), has stated that, in mental 

health, ‘language matters’. 

The case for change 
We make our case for change based on the following arguments:  

Lack of evidence and unreasonableness: There is no evidence that any type of mental health related 

disability is permanent, nor any evidence for making a reliable prognosis of permanence. Because of 
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this, we argue that the access criterion makes an unreasonable demand for eligibility assessments by 

mental health practitioners which is not grounded in research evidence, existing protocols or any 

professional knowledge base. 

Unintended negative human consequences: The access criterion will have unintended negative 

consequences on the mental health and wellbeing of vulnerable people affected by mental health 

problems, by damaging hope for recovery, and directly using language and concepts which are 

misaligned with best practice in mental health, and with what consumers tell us is important. We 

highlight evidence of these impacts, potential consequences of damaged hope, and explain why use 

of the term ‘or likely to be permanent’ is insufficient to address our concerns. 

Unintended negative economic consequences: The access criterion will have unintended negative 

economic consequences which are also contrary to fundamental insurance principles. This is because 

the concept of permanence is likely to perpetuate disability rather than enable recovery, resulting in 

lost opportunities for people to exit the scheme and for new participants to enter, and potentially 

intensifying cost pressures on the scheme. 

Contrary to the Act’s intent:  The current wording of Act is likely to result in outcomes which are 

contrary to the Objects and Principles which define the Act’s intent (part 2), specifically supporting 

independence, promoting choice and control, and in enabling people to realise their potential. 

Possible solutions 
We present possible alternatives to re-wording the Act to address these issues, however these 

suggestions are only intended as exemplars to demonstrate that a reasonable change is achievable.  

Suggestions include basing assessments on actual, measurable, current need rather than on an 

unknowable future, or on limiting prognoses of need to 1, 2 or 5 years, or on modifying the language 

to be about the prevention of permanent need, rather than an assumption of permanent need. We 

would recommend that actual wording, if change were to proceed, should be developed through a 

process of broader consultation, particularly with consumers and with professionals who are 

cognisant of existing evidence. We also highlight likely implications of making such a change that 

require consideration. 

Overcoming barriers to change 
We acknowledge that there are different opinions about the language of ‘permanent impairment’, 

which include: (a) concerns about increased demand on the scheme, (b) concerns about the security 

and confidence that may come from the idea of permanence, and (c) suggestions that NDIS early 

intervention, or Information, Linkages and Capacity, could address the needs of people without 

‘permanent impairment’. We address each of these areas: 

a. The possible solutions we propose allow for NDIS funding to be rationed so that demand on 

the scheme is still well managed.  

b. Our proposed solutions explain how NDIS can still address any need for certainty of support.  

c. Neither of the alternative NDIS supports are appropriate ways to address the issue of 

permanence. This is because there is no reliable way of predicting permanent impairments 

in mental health, and because those who receive individually funded packages would still 

experience the harms defined elsewhere in this submission. 
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The mental health context for NDIS 

This section outlines some essential concepts which underlie our argument for modification of the 

NDIS Act (2013).  

Hope, recovery and mental health 

Recovery is a concept with a particular meaning within mental health. Unlike in the broader health 

context, recovery within mental health does not mean ‘cure’ or managing or eliminating symptoms. 

Rather, recovery is about quality of life. The recovery concept in mental health developed out of a 

consumer civil rights movement which began in the 1970s, has since been explored and validated by 

a wide range of research, and incorporated into international mental health practice and policy. 

For the sake of clarity, much mental health literature now differentiates between ‘clinical recovery’, 

which relates to the more usual understanding of recovery, such as remission of symptoms, and 

‘personal recovery’, which relates to consumer-developed concepts about ‘a meaningful life of our 

own choosing’. Where the term ‘recovery’ is used on its own, the dominant and widely accepted 

meaning within mental health is ‘personal recovery’. 

 

What recovery means 

Recovery is defined within the National Framework for Recovery-Oriented Mental Health Services as 

‘…being able to create and live a meaningful and contributing life in a community of choice with or 

without the presence of mental health issues.’ (Department of Health and Ageing, 2013) 

Also cited in this national framework is a definition from one of the world’s leading consumer 

advocates, Patricia Deegan: 

 “Recovery is not the same thing as being cured. Recovery is a process not an end point or a 

destination. Recovery is an attitude, a way of approaching the day and facing the challenges. 

Being in recovery means recognising limitations in order to see the limitless possibilities. 

Recovery means being in control. Recovery is the urge, the wrestle, and the resurrection …”’ 

One of the most widely cited papers about recovery is based on a systematic review of 97 papers 

from thirteen countries which identified what consumers themselves found were the processes of 

their own recovery (Leamy, Bird, Le Boutillier, Williams, & Slade, 2011). The review found that five 

processes were almost universal to the recovery experience. The recovery processes are commonly 

referred to as the ‘CHIME’ model, and they include: 

Connectedness (including peer support, relationships, being part of the community) 

Hope and optimism about the future (including belief in possibility of recovery) 

Identity (including rebuilding/redefining a positive sense of identity, overcoming stigma) 

Meaning in life (including quality of life, meaning in mental health experiences) 

Empowerment (including personal responsibility, control and focusing on strengths) 
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Recovery is accepted as best practice in mental health 

Recovery is accepted both nationally and internationally as best practice in mental health, and has 

been endorsed by The Australian Health Ministers’ Advisory Council: 

‘Every Australian state and territory has embedded the concept of recovery in their policy 

and reform platforms….’ (Department of Health and Ageing, 2013) 

‘Personal recovery… embedded in national mental health policy and emerging in practice 

internationally, including Australia, Canada, England and Wales, Germany, Hong Kong, 

Israel, Italy, the Netherlands, New Zealand, Northern Ireland and the USA’ (Slade & Longden, 

2015) 

 

The implications of recovery-orientation for mental health care, including disability support 

services: and the central role of hope 

There are many implications of recovery for disability support services and the NDIS. In the context 

of this submission, the key implication is that the scheme must ensure that it both recognises the 

possibilities for recovery, and does not act in ways which may impede the possibility of recovery, as 

advised in the National Framework:  

‘… recovery-oriented practice is understood as encapsulating mental health care that: 

recognises and embraces the possibilities for recovery and wellbeing created by the inherent 

strength and capacity of all people who experience mental health issues.’ (Department of 

Health and Ageing, 2013) 

Of all of the recovery processes and definitions, one element is repeatedly mentioned in consumer 

stories, and across the academic literature as being imperative and central to recovery: and that 

concept is hope. 

Hope in the national recovery framework  The National Framework for Recovery-Oriented Mental 

Health Services (2013) outlines a set of domains which encapsulate the capabilities of services which 

are recovery oriented. The first domain is about hope and optimism, and is outlined below: 

Domain 1: Promoting a culture and language of hope and optimism is the overarching 

domain and is integral to the other domains.  

Core principles of this domain: 

 Language matters. 

 Services can make a significant contribution to and actively encourage people’s 

recovery efforts by embedding and communicating a culture of hope, optimism, 

potentiality, choice and self-determination….  

Some core skills and behaviours in this domain: 

 encourage a culture of hope by communicating positive expectations and 

messages about recovery 
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 encourage a culture of hope through the use of optimistic language in 

interactions, in forms, records, policies, correspondence and brochures 

 reorient language, systems and processes to reflect and encourage positive 

outcomes. 

 (Department of Health and Ageing, 2013, p29) 

 

Evidence for the importance of hope  It could be easy to see hope as a ‘soft’ and difficult area to 

measure in terms of its relationship to mental health and recovery, let alone difficult to see its 

relevance to legislative review. However a range of research has identified that hope is a predictor of 

a range of important factors for recovery, and therefore worthy of consideration in this review.  

a. Suicide risk:  Feelings of hopelessness in people diagnosed with psychotic disorders can 

predict suicide risk. The authors conclude ‘…in comparison to non-psychotic populations, 

even relatively modest levels of hopelessness appear to confer risk for suicide in psychotic 

disorders.’ (Klonsky, et al, 2012)  

b. Symptoms: A study of group-based hope therapy found that increased hope resulted in 

increased life meaning and self-esteem, and decreased symptoms of depression and anxiety. 

(Cheavens, et al, 2006)  

c. Distress versus change catalyst: A systematic review of qualitative research about quality of 

life for people with mental health problems found that ‘Hopelessness was an expression of 

the view that life would never change for the better, and brought about a pervasive feeling 

of distress. Conversely, hope provided a catalyst for change and a better life.’ (Connell, et al, 

2012, p.13) 

d. Subjective sense of wellbeing: Another study found that hope plays an important role in 

improving subjective wellbeing and that hope-building should be a focus of mental health 

services to enhance the recovery process for people with serious mental illness. (Werner, 

2012) 

e. Hope is a primary objective for self-management: The UK National Institute for Health and 

Clinical Excellence (NICE) advises that instilling hope should be the first objective of 

developing self-management for people diagnosed with psychosis and schizophrenia. 

 

Language and mental health 

Words and language are critically important in the mental health field where discrimination, 

disempowerment and loss of self-esteem can cause people to battle with self-stigma.  

(Department of Health and Ageing, 2013). 

Why is language such an issue in mental health? 

Language is often raised as an issue within mental health service systems.  
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At first glance, complaints about language may seem superficial or even pedantic. However 

consumers of mental health services, over many decades, have made it quite clear that the words 

we choose to use, particularly in the context of describing a person’s mental health, their suffering 

or distress, their difference, their capabilities and potential, can have a profound impact on their 

wellbeing and future.  

Words also influence community attitudes, and whether or not communities are welcoming or 

stigmatising in their attitudes towards people who experience mental health problems.  

Words do matter. And in the context of this submission, the word ‘permanent’ is significant. 

Attachment 1 includes a short paper (Daya, 2015) which outlines some common consumer 

perspectives about language which help to explain why words matter so much. The key points raised 

in this paper are: 

1. Choosing our own words is a way that consumers reclaim identity and pride in response 

to extreme disadvantage, exclusion, involuntary treatment and incarceration, violence, 

poverty and discrimination.  

 ‘Permanent impairment’ is an imposed term that we did not choose, but we are 

being told we must accept if we want or need support.  

2. Words are a political response to human rights violations which are common amongst 

people who have been treated for mental health problems. 

 ‘Permanent impairment’ adds yet another barrier to trusting and engaging with 

services. It would be easy for many of us to perceive this as hopeless, judgemental, 

and even frightening. 

3. Consumers are increasingly conceptualising our own, peer-led, and invariably hopeful 

ways of understanding and living with mental health problems – and words are often 

central to these new approaches. 

 The concept of permanent impairment would be an anathema to any of these lived 

experience led approaches. 

4. Words have a particular impact for disability issues located in the ‘mind’ 

 ‘Permanent impairments’ adds yet another layer of distress on top of the already 

deep and problematic labelling that can come with being treated or supported for 

mental health problems. First the doctors tell us that our minds are broken, and then 

the NDIS tells us that it is permanent as well. 
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The issues with ‘permanent impairment’ 

In the context of mental health, the ‘permanent, or likely to be permanent’ eligibility requirement 

and resultant NDIS commitment to potential lifelong support is likely to result in negative 

unintended consequences for people, health and disability systems, and the economy. We strongly 

argue that it is unreasonable, lacking evidence, and is contrary to the original intent of the NDIS Act. 

We ask that the access criterion of ‘permanent or likely to be permanent impairment’ within the 

NDIS Act is changed for people with mental health-related disability. In the section below we present 

four arguments to support this: 

a. Unreasonableness and lack of evidence 

b. Unintended negative human consequences 

c. Unintended negative economic consequences 

d. Contrary to the intent of the Act 

 

Unreasonableness and lack of evidence 

Lack of evidence 

The access criteria requirement of ‘permanent, or likely to be permanent, impairment’ in NDIS 

legislation is inconsistent with what the evidence tells us about mental health and recovery.  

Slade and Longden’s report (2015) highlights that the majority of people with mental health 

problems can and do recover: 

‘A number of long term (20 or more years) follow up studies show more than half of people 

given a diagnosis of schizophrenia experience clinical recovery. At the individual level, more 

and more people are telling their idiosyncratic stories of recovery, in books, websites…, and in 

person. Recovery is emerging as much more common than previously understood.’(p.14) 

We also know that it is extremely difficult to predict who will recover and who will not, regardless of 

diagnosis. Slade and Longden (2015) point out the highly contested nature of diagnosis within 

mental health, and that it is therefore not a robust foundation for assessing need. (p.17) 

 

Unreasonableness 

Consumers applying for NDIS support are required to present evidence of ‘permanent impairment’, 

amongst other requirements. This makes an unreasonable demand on those supplying that 

evidence, such as general practitioners and mental health professionals, to make a prognosis which 

is not grounded in research evidence, existing protocols or any professional knowledge base. 
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Prior to the introduction of the NDIS Act, a determination of ‘permanence’ has not been a part of 

standard practice in mental health diagnosis or prognosis. There is no consistent evidence which 

concludes authoritatively that any particular diagnosis, symptom or set of mental health experiences 

is permanent. As a consequence, there are, naturally, no evidence-based criteria or assessment tools 

for health professionals to make such a determination. 

In essence, in the area of mental health and psychosocial disability, the NDIS Act is asking health 

professionals to act outside the bounds of professional practice. It is asking them to ‘make a guess’ 

which will then determine whether and how much support a person may receive.  

We argue that it is inappropriate for an Act of parliament to require health professionals to act 

outside of any existing evidence base. We also argue that it is inappropriate for any determination of 

an individual’s disability support needs to be based on a guess. 

 

Unintended negative human consequences 

The language of ‘permanence’ risks damaging hope for people who are already struggling to believe 

in themselves.  

In order to get support, people must first agree that their psychosocial impairment is permanent, or 

likely to be permanent. The types of support they will then receive will be shaped by a pessimistic 

rather than optimistic framework. 

The unintended consequences of this are that: 

 People who sign up to the scheme may have their hope for recovery damaged (see the 

section on mental health contexts, pages 6-9). As a consequence we are likely to see fewer 

people recover, which is likely to result in more people requiring more support for longer 

periods of time. In the worst possible case, it is important to note that hopelessness has 

been associated with increased suicide risk (page 8) 

 If potential participants who should be eligible for the scheme, and who could benefit from 

the scheme, have too much hope to be found eligible, then those people are not likely to 

receive support.  

 

The impacts of telling people that they have a permanent mental health impairment 

The NDIS trial already highlighted issues with the idea of permanence. A consultation with 

consumers in the Barwon trial site (Daya, 2015) found several NDIS participants with serious 

concerns about the permanent access criterion: 

‘One thing is really very important. It is important that they throw out the ‘permanent 

clause’. A lot of us make full and complete recoveries if we’re given good help early on. Not 
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from the state government hospital system, but from non-government agencies that can 

provide rehabilitation and support.’ (consumer survey response) 

‘Take out that damned declaration that I am doomed for life. Why would you not help those 

who believe they have hope? Why crush and destroy hope in those you help?’ (consumer 

survey response) 

One survey respondent highlighted the issue of permanence for those who will miss out on support: 

‘…the real work of getting and staying well is done by us in conjunction with the non-

government agencies: what about those of us who might be able to get better with help? 

Not permanent, not eligible.’ 

MI Fellowship conducted a survey with twenty Victorian consumer leaders to explore the concept of 

‘permanent or likely to be permanent impairment’ further (see attachment 2). The vast majority of 

respondents did not support this language, with 84% saying it was disrespectful, 75% saying it was 

not recovery-oriented, and 75% saying it would damage hope. Many respondents reflected on their 

own experience of having being given pessimistic prognoses in the past (which, incidentally is no 

longer considered to be good practice within mental health): 

‘I felt useless, all hope was taken from me in that moment. For some years I continued to 

spiral downwards believing there was nothing to be done and I would suffer for the rest of 

my life’ (see attachment 2). 

‘This quashed my hope at a time when I needed support and my hope held. It was absolutely 

devastating to me and [I] could not believe that the system was doing that to me…. Wouldn't 

it be great if at each part of the system people were met with hope and the reality of how 

hard a work it is to recover, but that they absolutely can recover? I was nearly dead due to 

the illness, now I work full time, am healthy and happy and believe that the best is ahead of 

me. It can be transformative for the better’ (see attachment 2). 

‘…If I had submitted to notions of permanence when I was younger and the only support 

options available to me had been attitudes and beliefs which reinforced this prognosis, I am 

confident I would not have experienced any form of recovery…’ (see attachment 2) 

International perspectives about the importance of providing hopeful messages can be found in the 

recent report on psychosis by the British Psychological Society – Clinical Division: 

It is important for workers to focus on people’s strengths rather than on problems. For 

example, one study found that nearly half of people with a mental health diagnosis who 

were successful in employment had previously been told by a clinician that they would never 

work again, a so called ‘prognosis of doom’. 

Naturally, when people are given such a hopeless message they are likely to feel more a 

pathetic and withdrawn, and find it harder to motivate themselves. This can create a vicious 

circle. It is important for all concerned to remember that most people who experience voices 

or have ‘delusional’ beliefs go on to lead successful lives. (BPS, 2015, p.76) 
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What about the idea of ‘likely to be permanent’? Does this reduce the issue? 

During MI Fellowship’s consultation with consumer leaders in Victoria, we asked whether the use of 

the phrase ‘or likely to be permanent’ changed their opinion in any way about the concept of 

permanence. While 30% said it did change their opinion, 55% of participants said it did not, and 15% 

were unsure (Daya, 2015). Some of the comments about this included: 

‘The stigma still looms …’ 

‘It still basically denies the possibility of recovery.’ 

‘Still has a negative connotation to it.’ 

Our position is that using the term ‘or likely to be’ in relation to permanence will remain problematic 

because it just attempts to minimise effect of hopelessness rather than positively contribute to hope 

and possibility. We ask this question: How substantially would your worry be reduced if you were told 

by your manager that ‘you were, or were likely to, lose your job’?  

 

Negative economic consequences 

On the surface, the NDIS seems generous in providing support that is potentially for life. However, 

by designating everyone who accesses the scheme as having a ‘permanent or likely to be 

permanent’ impairment, the scheme risks creating extended requirements for expensive support 

services that perpetuate disability, instead of promoting recovery and independence from supports 

wherever possible. 

We agree that a minority of people with psychosocial disability may be likely to require lifetime 

support. For this group of people the NDIS may provide improved certainty, security and a 

substantially improved quality of life. 

However, we strongly argue that ‘permanence’ is not the predominant reality for most people living 

with a psychosocial disability. Neither is a ‘likelihood of permanence’. 

The NDIS is at risk of committing to provide expensive ongoing support to many people who simply 

may not need it in the long term. Most evidence-based mental health programs are offered for a 

limited period of time. At MI Fellowship, for example, the average participant attends our programs 

for about two years. 

Compounding this risk, the supports offered by the scheme assume that people have permanent 

impairments and so the types of support services offered reflect this assumption, and may be at risk 

of perpetuating disability rather than building the likelihood of recovery and independence. 

This puts the scheme at risk of creating more and longer-term disability needs than would occur with 

services where the focus is on creating evidence-based opportunities to build hope for recovery. 
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In addition, those who miss out on the scheme are at risk of receiving little to no support – certainly 

in Victoria. This will create downstream impacts in other areas of federal funding, such as increased 

disability pension costs. 

 

Demand pressures on the scheme 

The mental health sector has advocated strongly that there appear to be insufficient funded places 

in the NDIS for the level of psychosocial disability need: 

A recent Mental Health Australia paper reported that: ‘there are 289,000 people in Australia 

with a severe mental illness requiring some form of community support. The NDIA is only 

modelling support for 57,000 of them.’ (David McGrath Consulting, 2015) 

The eligibility criteria for entrance to the NDIS is much more stringent than for the Personal 

Helpers and Mentors (PHaMS) program, and yet PHaMS funding will be transferred into the 

NDIS. This is likely to mean that a significant portion of this group will miss out on support. 

In Victoria this issue is compounded by the almost certain defunding of state-funded 

community managed mental health rehabilitation services. This policy direction could leave 

large volumes of people who require community managed mental health services being 

stranded (both those who need support but miss out on the NDIS, and all of those who need 

rehabilitation – which is not provided at all by the NDIS, and will no longer be provided by the 

state). This is likely to create downstream impacts for the Federal Government in terms of 

increased pension costs and a wide range of state-funded impacts in health and human 

services costs. 

 

Perverse consequences in both costs and reach 

We assume that the concept of ‘permanent impairment’ in NDIS legislation serves a function of 

rationing scheme demand at the point of intake, and consequently managing the scheme within 

budget. However, this concept of permanence is likely to have the perverse unintended effect of 

increasing scheme costs unnecessarily over time, while also reducing the number of people who can 

access mental health support through the scheme.  

 Assumptions of permanence have the potential of assuming lifetime support needs when 

this may not necessarily be required (remember there is no evidence for predicting 

permanence in mental health-related disability impairments). This may create significant 

budgetary pressures as the scheme expands to more and more people over time. 

 Further, in assuming permanence and in continuing to support people over their lifetime, 

the scheme will have an increasingly limited ability to accept new participants. This is 

contrasted with what is possible if the NDIS legislation removes the idea of permanence for 

mental health related disability. In this hypothetical situation, a minority of people may 

require lifetime support, some long term support, but many would only require support for 

just a few years. This situation would have the dual benefit of reducing a growing economic 
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pressure as participants only use the scheme for what they need, rather than an assumption 

of this being for life, and of freeing up space for new entrants to the scheme as others exit. 

By moving away from ‘permanence’ the NDIS could potentially support many more people. The 

diagram below is a simplified model that demonstrates how a more recovery-oriented access 

criterion which does not assume permanence could open up many more places in the scheme over 

time, but within the same budget. 

The diagram assumes an average stay in the scheme of five years. The average stay for a participant 

in MI Fellowship support and rehabilitation programs is much less, at only two years. Five years has 

been used to allow for a cohort of people with more severe needs, and allows that some people may 

indeed stay in the scheme for life, while others will stay for much less. This simple model 

demonstrates that, for $100m over 20 years, a recovery assumption could support 96,000 

participants, while a permanence assumption is likely to support only 14,000 participants. 

 

Assumptions: Budget of $100m per annum for 20 years. Does not allow for natural attrition in either option. NDIS with 

permanence option assumes lifetime support, at an average fee of $33.73/hour and 4 hours support per week. 

Recovery orientation assumes average of 5 years of service, at an average fee of $80.01/hour and 1.5 hours per week. 

 

Supporting Data: 
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Contrary to the intent of the Act 

We note the following areas in the Objects and Principles of the Act: 

‘To support the independence …. of people with disability’ 

‘To enable people with disability to exercise choice and control in the pursuit of their goals…’ 

‘People with disability have the same right as other members of Australian society to realise 

their potential for …social, emotional … development’ 

 

We contend that the access criterion of ‘permanent impairment’, in the case of mental health 

related disability, will have effects which are contrary to these objects and principles.  

We have already made a case that the idea of permanence is likely to result in damaging hope and 

potentially recovery, at least for some people. We have also argued about the lack of evidence and 

the unreasonableness of requiring assessments which are little more than educated guesses. 

In relation to the intent of the Act, we ask members of the Independent Review to consider the 

following questions: 

 Independence:  

 If the scheme aims to promote independence, how does damaging people’s hope (or 

even risking doing so) serve this aim?  

 Wouldn’t a disability support scheme, and an insurance scheme, want to do 

everything possible to build and strengthen hope, and the motivation which hope 

can bring for an independent life? 

 Choice and control: The scheme is deeply grounded in the principles of choice and control. 

These are outstanding principles and aligned with recovery principles in mental health.  

 But we ask what it then means if this same scheme limits the choice of those people 

who have hope for their recovery?  

 We ask whether the scheme is true to its intent if it asks people to disown that hope, 

and to let go of control over the words they use to describe themselves?   

 Realising potential:  

 We ask how it is possible for people to truly realise their potential, when their 

government funded support service asks them to place a limit on their potential 

before they even enter the scheme?  

 Further we ask about the ethics of applying such limits on people’s potential without 

an authoritative evidence base. 

We strongly suggest that, at least in the case of mental health and psychosocial disability, the 

removal of ‘permanent or likely to be permanent’, and the creation of a different type of access 

requirement, will better serve the intent of the Act. 
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Possible solutions 

Finding a more suitable criterion 

Addressing this issue, while still providing for appropriate access criteria in the NDIS, is eminently 

possible and we suggest there are a range of options. 

These are some examples of alternatives to the idea of permanence: 

Use actual, measureable, current need 

Access could be based on assessing the extent of actual, current, measureable need rather than 

predicting an unknowable future need. This could include assessing a range of relevant factors that 

are known to contribute to psychosocial disability, such as level of mental and emotional distress, 

comorbid conditions, alcohol and drug use, unstable housing or homelessness, social isolation, loss 

of hope, poverty and other relevant factors. 

Set a limited timeframe 

Assessments could use strategies such as those used for the Disability Support Pension, where 

eligibility is still based on predicting need, but over a more realistic timeframe such as the next 1, 2 

or 5 years of need (rather than predicting a lifetime of need, or ‘permanence’). 

Aim to reduce the likelihood of permanence 

The criterion could be re-worded along an insurance-minded principle that is about reducing the 

need for potential permanent support, rather than just responding to permanent impairments. This 

is a different approach that aims to reduce disability and consequential demands on the disability 

support system. 

Sample wording of this type was tested by survey with a group of 20 consumer leaders (see 

attachment 2). Participants were asked to comment on this sample wording: 

“The impairment or impairments are permanent, or are likely to be permanent without the 

person receiving recovery-oriented supports and services” 

85% of respondents said this was better (70%) or much better (15%) than the current actual wording 

of the Act. However respondents also suggested further improvements to this type of wording, 

including removing the ‘are permanent’ phrase altogether.  

 

These possibilities are not intended to be ideal solutions. Rather they are presented as exemplars to 

demonstrate that there are feasible resolutions to the issue of the current wording in the Act. 

Reasonable consultation with the mental health sector, and specifically with consumers, would aid in 

refining these types of concepts further. 
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Impacts on other types of disability 

Should rewording of the Act occur in relation to the concept of permanence, then the decision 

would need to be made about whether this only applied to mental health related disability or to all 

types of disability. Making a recommendation about this is beyond the scope and expertise of this 

submission. However we do make the point that it should be possible, if required, to add a clause 

which differentiates this criterion according to disability type. 

 

Flow on consequences of such a change 

If the NDIS Act is revised to remove or modify the concept of permanence for mental health related 

disability, then there are several consequences which require consideration. These include: 

a. Understanding that despite the change in language, some people will require support for a 

lifetime, and others for a relatively short time (eg, two years or so), and range of other 

timeframes in between. This range of scheme engagement lengths must be accommodated 

by scheme operations, and people who actually end up with a requirement for lifetime 

support should not be disadvantaged. 

b. A requirement for reassessing eligibility at periodic intervals. 

c. We would contend that current support clusters are currently, and necessarily, somewhat 

biased towards lifelong supports because of the assumption of permanence. If the Act were 

changed, there would be a need to ensure that support clusters within the actual scheme 

operations provide opportunities for recovery oriented mental health support services which 

enable people to achieve recovery and exit from the scheme. This may require rethinking 

some of the existing support clusters, required skillsets for providers, and appropriate 

funding levels. While beyond the scope of the Act review, we would suggest this should be a 

recommendation for operational scheme modification if the Act were changed. 

d. That the NDIS rules are amended to explain why mental health related disability is different 

to other disability types (if this is the case). For example, the rules might explain that while 

some people with mental health related disability may experience permanent impairment, 

that this is not true for the majority of people, and that there is currently no evidence based 

way to predict whether or not a mental health related impairment will be permanent. The 

rules may also point out the imperative and central role of hope to mental health recovery 

support services. 
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Overcoming barriers to changing 
‘permanent impairment’ 

 

Demand management of the scheme 

We acknowledge that the scale of the NDIS requires prudent management of scheme demand, both 

now and into the future. The NDIS is an exceptionally large government commitment, and even 

small changes in demand could have highly significant fiscal implications. 

It is our understanding that one of the drivers for the concept of ‘permanent impairment’ is to assist 

in managing scheme demand, and to ensure that the scheme is focused on those people who are 

most in need of disability support. 

We believe it is eminently possible to modify the criterion of ‘permanent impairment’ while still 

retaining control over scheme demand and a focus on those who are most in need, and we would 

argue that the potential solutions outlined in the previous section allow for this to occur. In 

particular, we would argue that these options may even provide the federal government with more 

easily adjustable levers for manage demand, because they require more specific and fact based 

assessments. 

Further, we would argue that continued use of the idea of ‘permanent impairment’ in relation to 

mental health is not likely to present a realistic management of demand in any case. Because of the 

lack of evidence for the prognosis itself, we are likely to see wide and unpredictable variations in 

how these types of assessments are made. 

 

Certainty of care 

We acknowledge that: 

 For a minority of people, mental health related impairments may indeed be permanent - 

despite the evidence for recovery and the importance of hope. This is clearly the case for 

many people already.  

 For some people, the notion of ‘permanent impairment’, and a consequential commitment 

to reasonable and necessary supports for life, may provide a measure of security and 

certainty which has been lacking in mental health services in the past. 

We do not believe, however, that these facts counteract the need for the NDIS to make reasonable, 

assessments for eligibility which are based on facts rather than guesses, or the necessity of the 

scheme to ensure that it acts consistently with international best practice for recovery.  

Instead, we argue that the scheme should still allow for reasonable and necessary support for as 

long as it is required, regardless of whether this is for 12 months or for a lifetime. 
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Early intervention as an alternative for permanence 

Some mental health advocates have argued that those people without a permanent impairment can 

still access an NDIS support package through the avenue of early intervention. The argument 

assumes that one cohort of people will fall into early intervention, get support, get well and leave, 

while others who have been unwell for a long time will fit into the scheme for life. 

We recommend caution in this approach, as the reality of recovery is not that simple. While early 

intervention approaches are necessary and of value, this is not the only time that people recover. 

The mental health literature is rich with examples of people who have recovered - whether this is 

clinical recovery, personal recovery, or both – even after many years or even decades of enduring 

disability. Here are some examples to consider: 

I was a revolving door consumer for 5 years before I was able to start getting back to work, 

and during this time I was in and out of hospital, on the pension, and experiencing extreme 

distress. It was more than 9 years before I started on my personal recovery. If the NDIS had 

come along I would not have fit into the criteria for early intervention, but neither would 

permanent impairment have been a true assessment. Today I hold an executive role in the 

mental health sector, and live a life that I cherish. I still hear voices but I’d find it offensive to 

call them an impairment. To me they are a gift and a strength. And I haven’t used mental 

health services for six years, and doubt I ever will again. The most important element of my 

recovery was finding hope, and the idea of permanence would have made that exceptionally 

challenging. (Daya, I, personal account) 

The internet and literature is filled with stories of people who recovered after long periods of time. 

Ron Coleman, voice hearer and world-renowned consumer leader from the UK, for example, was in 

and out of hospital and considered a ‘chronic schizophrenic’ for 10 years before he found his 

recovery.  

Over the next ten years I was to spend six of them as an in-patient almost all of them on a 

section three [a treatment order in the UK]. In this time I had nearly forty sessions of ECT 

[ElectroConvulsive Therapy], tried nearly every neuroleptic on the market and was denied 

psychological interventions on numerous occasions. Despite the most vigorous of treatment 

regimes the voices I heard remained as virulent as ever, medication gave me no respite and 

eventually the volume of medication I was taking was so high that I became little better than 

a zombie who viewed life through a legalised drug induced smog….The system did teach me 

things: the main one being how to be a good schizophrenic. I do believe that we learn much 

about how to be mentally ill in the system. Ten years were to pass before I found a way out 

the system…’ (Coleman, n.d.) 

Would we describe the support that finally helped Ron as being early intervention?  

 

 

http://www.workingtorecovery.co.uk/ron-coleman/the-ron-coleman-story.aspx
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Information, Linkages and Capacity 

Some have argued that those people without a permanent impairment will be served by the 

Information, Linkages and Capacity (ILC) part of the NDIS. Certainly the ILC promises to offer some 

positive options. However, the difficulty still remains that: 

 There is simply no existing, evidence based method to determine who should be eligible for 

an individual package (ie, permanent impairment) and who should not (ILC). As a 

consequence there is no way to guarantee consistency of who accesses each tier of the 

scheme. 

 Using the criterion of ‘permanent or likely to be permanent’ for any group with mental 

health related disability is poor mental health practice, with all of the attendant issues 

outlined in earlier sections of this paper, and this remains an issue whether or not people 

access the ILC or individual support packages. 
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Attachment 1 

Why is language such an issue in mental health? 

A lived experience perspective 

Indigo Daya 

 

People who use mental health services have a long history of questioning the language that is used 

to describe us, define our difference and decide our fate.  There are many reasons why language has 

held such significance in the mental health sector for so many years: 

1. Words as a way to reclaim identity and pride 

People diagnosed with mental illness form a group who experience extreme disadvantage, 

including discrimination, violence, poverty, reduced physical health and mortality and many 

more issues.  

Like most groups who experience exclusion and discrimination, language is often a part of 

what points us out as being different.  ‘Lunatic’, ‘psycho’, ‘crazy’, ‘sicko’….. appalling terms 

that are still frequently used in society, sometimes even on the front pages of major media.  

We have continued to seek ways to define our own identity, to find pride in our identity and 

difference, and to find understanding and acceptance. Many of us seek to re-appropriate 

words which have been used to label and hurt us in the past, such as in the ‘Mad Pride’ 

international human rights movement. 

What stands out in this evolving history is that we consumers want to define ourselves what 

words that are used to describe us. We have had a long history of other people’s words 

causing damage to our spirits and hope. The label of ‘permanent impairment is no different’. 

It is another burden of language which is being imposed by others, rather than created or 

chosen by us. 

 

2. Words as a political response to human rights violations 

People diagnosed with mental illness have legislation enacted in every state and territory of 

Australia which defines the ways in which our basic human rights may be overridden.  

Mental health acts define when we can be apprehended and held against our will, locked 

into seclusion rooms, physically or chemically restrained, and given treatments which may 

cause irreparable harm.   

The continued existence of involuntary treatment and incarceration for people diagnosed 

with mental illness keeps us separate as a group in society, and helps to explain why we as a 

group are so political. We are the only group in Australia who is treated in the way, and 
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psychiatry is also the only health profession which has an international user-led human 

rights movement which has formed in response to its work.  

While this paper does not take an antipsychiatry position, the decades long existence of the 

consumer movement is important for the NDIA to understand in how it works with people 

diagnosed with mental illness.  

Many of us have been forcibly apprehended by police, been restrained, been drugged 

against our will, and have been told that we don’t know what is best for us. Those of us with 

these experiences are likely to be particularly difficult to engage in services, in large part 

because of these human rights violations.  This may play out in terms of mistrust and 

avoidance of institutions and bureaucracies, and not identifying with medical labels of our 

experience.  

Use of terms like ‘permanent impairment’ adds yet another barrier to trusting and engaging 

with services. It would be easy for many of us to perceive this as hopeless, judgemental, and 

even frightening. 

 

3. Aligning with our own lived experience evidence 

It is important to understand that many new ways of conceptualising mental health 

problems, and working towards recovery, have been defined by consumers themselves, and 

are building increasing evidence for their effectiveness.  

This includes the Hearing Voices Approach, Intentional Peer Support, and online 

communities such as the Icarus Project. Each of these user-led approaches use language and 

concepts defined by ourselves (such as ‘voice hearing’ instead of ‘hallucinations’, or ‘unusual 

beliefs’ instead of ‘delusions’), not the medical profession. We tend to not use terms like 

‘mental illness’, and we are unwaveringly strong in our belief in recovery. The concept of 

permanent impairment would be an anathema to any of these lived experience led 

approaches. 

 

4. Understanding the impacts of issues located in the ‘mind’ 

Another area that impacts mental health, and is related to but slightly different from 

intellectual disabilities, is the apparent location of our ‘impairment’: the mind.   

While, of course, any impairment or resulting disability can be devastating, there is a 

particular impact of being told that your impairment is in your mind or brain.   

A diagnosis of mental illness will lead most people to question the very essence of 

themselves, and can make it difficult to believe in one’s own thoughts or feelings. When you 

don’t even know if what you think is true, a person’s entire sense of self, of identity, of 

confidence and esteem, can be profoundly damaged.  
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This is a big part of why we may sometimes find it difficult to know what supports we may 

need, to set goals, or to sometimes even think we are worthy of such support - because we 

have lost belief in ourselves as valid human beings with an integrity of mind.   

I have no expertise in the area of intellectual disability (ID), but I would suggest that a key 

difference between ID and mental health is that ID tends to be related to actual physical 

impairments in the brain, including objectively observable phenomena.  Mental health 

related diagnoses, on the other hand, are subjectively observed, and research continues to 

highlight issues of validity and reliability, while consumers continue to often challenge 

diagnoses. 

The use of language which perpetuates hopelessness, such as ‘permanent impairments’ 

adds yet another layer of distress on top of the already deep and problematic labelling that 

can come with being treated or supported for mental health problems. First the doctors tell 

us that our minds are broken, and then the NDIS tells us that it is permanent as well. 
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Attachment 2:  

Survey of consumer leaders about ‘permanence’ 

In May 2015 MI Fellowship conducted a small, targeted survey of consumers in leadership roles 
within the mental health sector to explore the concept of ‘permanent impairment’. This was not 
intended to be a representational survey and did not form part of formal research. Rather the survey 
aimed to test our views about the concept of ‘permanent impairment’ and the anecdotal feedback 
we have received. 
 
Target group: The survey was distributed to members of the Victorian Consumer Workforce 
Partnership Dialogue Forum, which is a consultation group convened by the Victorian Department of 
Health and Human Services. Members of this forum are all employed for their consumer expertise in 
leadership roles throughout the clinical and community mental health sector. The group is well 
regarded as providing thought leadership to mental health policy. 
 
Responses: The forum has a full membership of approximately 70 people, and about 35 people 
regularly participate in the forum. A total of 20 members of the forum completed the survey.  
 
Questions: The survey asked about a range of language use within the NDIS. This attachment only 
includes those questions relevant to the concept of ‘permanent impairment’, and a representative 
sampling of qualitative responses. 
 

Question (7): In my experience, using the term 'PERMANENT' to describe my 'impairment' is: 
 
7.a Quantitative responses: 
 

Questions Strongly 
agree  

Agree Not sure Disagree Strongly 
disagree 

Inconsistent with recovery-
oriented support 

70% 5% 15% 5% 5% 

Respectful 0% 0% 16% 42% 42% 

Creates hope because I’d know 
I’ll never lose my support 

5% 16% 21% 21% 37% 

Damages hope because I’ve 
been told I’ll always have this 
impairment 

60% 15% 20% 5% 0% 

Appropriate for me 10% 15% 15% 20% 40% 
(n=20) 
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7.b. Representative qualitative comments: 

The majority of comments were critical of the language of permanence, however there was 

a small proportion that supported the term.  

For some people hearing, even the suggestion, that their impairment is permanent as far as 

the government bureaucracy is concerned will be absolutely devastating to their wellbeing. 

Although my 'condition' was a major part of my life for over 30 years, I now have a deep 
understanding of my experiences and myself. I am able to live my life how I choose, without 
fear of returning to a space in which I had no choice. This journey to 'recovery' was not in any 
way supported by any medical or mental health service, let alone government legislation. 
 
The idea of permanency destroys any hope of personal recovery. It does not respect my 
unique, individual journey but if I have to identify with the language to receive ongoing 
preventative support then I will use it to my advantage. I should not have to do this though 
and identifying with the language will actually hinder me in the long run. Nothing is ever 
permanent and life is different every day. 
 
I consider permanent a valid term as I will probably be on medication for my entire life 

Question (8): In your own experience as a consumer, did anyone ever tell you that your 

condition was permanent? Can you describe the impact this had for you? 

8.a. Quantitative responses: 

Response %  
(n=20) 

Yes  80% 

No  20% 

 

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Inconsistent with
recovery-oriented

support

Respectful Creates hope because 
I’d know I’ll never lose 

my support

Damages hope because 
I’ve been told I’ll 
always have this 

impairment

Appropriate for me

In my experience, using the term 'permanent' to describe my 
'impairment' is:

Strongly agree Agree Not sure Disagree Strongly disagree



  

 
 

Submission by MI Fellowship  |  Independent Review of the NDIS Act (2013)   27  
 

8.b. Qualitative responses:  

Being told that my condition was permanent was devastating to hear. It made me very angry 

and upset and for a while I reduced my efforts to improve my situation. Luckily I had other, 

non-clinical, supports that gave me hope. I had one support that relentlessly told me that I 

would make a full recovery and I think this was the most important factor in leading to my 

recovery. 

I was and am still comfortable with the term 'permanent' for my own situation; it's the 

classification as an 'impairment' that proves to be the challenge. I consider my experience to 

be an integral part of my being and find the notion of it as a 'sickness' or requiring treatment 

to be highly offensive, oppressive, and placing me at great risk of violence from health 

professionals, which is where the fear and distress of being ostracised by my family or the 

community, or treated against my will developed. Like my sexuality, which was also once 

classified as a psychiatric illness, I consider my voices and visions an important part of who I 

am. They offer me an additional layer of perception that affords me a way of seeing the 

world that others might not understand, but that I have complete control over and utilise in 

my life and work in ways that are helpful and provide me with experiences and insight which 

I value. When these experiences started to emerge, I did not have a context for them that 

was helpful, and the health system was not equipped to deal with them effectively or 

humanely. Instead they were pathologised as an illness and I was heavily discouraged from 

engaging with them, with professionals using methods which could be easily paralleled with 

those used in gay conversion techniques, effectively rendering them torture. Walking away 

from the mental health system and finding contextual, cultural world views and language 

systems which have supported and resonated with my experience have been far more 

effective, enabling me to safely engage with my experience and develop a level of mastery 

and application of my voices which I use daily. Yes, my experience is permanent, but I see 

that as an empowering statement of purpose and identity. The classification of it as an 

impairment is offensive and presents a very real danger that disclosure to well meaning 

health care professionals places my safety and mental integrity, and others like me, at risk. 

I thought that I would never be the same again, and I became reclusive in feeling different to 

the norm. I thought that I would never be employable again, until I started educating myself 

in areas of my particular diagnosis and seeing that mine and others psychiatric labels were 

oppressing many people. Then I gained some peer work employment and found that there 

are many like-minded, like diagnosed others fighting against this oppression to help get the 

ethics and attitudes right for much more productive future treatments. 

I felt useless, all hope was taken from me in that moment. For some years I continued to 

spiral downwards believing there was nothing to be done and I would suffer for the rest of 

my life. Suicidal thoughts were predominant. 

I was at first hollow, then angry and sometimes just sad that the workers knew so little about 

best practice care. 
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It saddened me and that attitude from a doctor cost me a job that I was doing well at. The 

doctor was required to write a report and was not willing to take a risk even though the 

company I was working for wanted to continue to employ me in that role.  

This quashed my hope at a time when I needed support and my hope held. It was absolutely 

devastating to me and could not believe that the system was doing that to me. I have great 

support around me, family, friends and my faith and have found a way through. I can see 

why so many people do not and believe in what the 'professionals' tell them. Wouldn't it be 

great if at each part of the system people were met with hope and the reality of how hard a 

work it is to recover, but that they absolutely can recover. I was nearly dead due to the 

illness, now I work full time, am healthy and happy and believe that the best is ahead of me. 

It can be transformative for the better. 

 

Question (10): Does using the term 'or likely to be' in relation to 'permanent' change your 

opinion in any way? 

10.a. Quantitative responses: 

Response % 
(n=20) 

Yes  30% 

No  55% 

Unsure  15% 
 

10.b. Qualitative responses: 

'Likely to be permanent' is a predictor which could actually act as a barrier to recovery for 

many people. I was told I would have my psychiatric for life when I was younger, and for 

many years I had given up hope that I would live a life of anything other than sickness, 

isolation and low paying, menial jobs. If I had submitted to notions of permanence when I 

was younger and the only support options available to me had been attitudes and beliefs 

which reinforced this prognosis, I am confident I would not have experienced any form of 

recovery, particularly recovery from a broken system which engages in harmful, life 

shortening practices, and would still be living that way today. 

Yes, it slightly changes my opinion, but I'm unsure whether this adage is productive. The 

stigma still looms with unsurity. 

It still basically denies the possibility of recovery. 

Still has a negative connotation to it. 

 

Question (11): What do you think about changing the criteria to something like this: “The 

impairment or impairments are permanent, or are likely to be permanent without the person 

receiving recovery-oriented supports and services” 
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11.a. Quantitative responses: 

Response % 
(n=20) 

Much better 15% 

Better 70% 

Not sure 10% 

Worse 5% 

Much worse 0% 

 

11.b. Qualitative responses: 

Better, but something along the lines of 'the person's experience of disadvantage, 

discrimination, distress, or diversity will likely have a life-long impact if the person does not 

have access to...' might be even more flexible and inclusive? 

'are likely to be permanent without the person receiving recovery-oriented supports and 

services' - possibly add 'in a timely manner'. Use a different word for impairment, and 

remove 'are permanent': 'The symptom or symptoms of psychological distress are likely to be 

permanent without the person receiving recovery-oriented supports and services in a timely 

manner.' 

Is better because it emphasises the need for support as a preventative measure. However, 

the language around permanency does not fit with my own journey which is more about 

hope and opportunity. 

It implies that if people receive recovery-oriented supports and services that their 

impairments can be fixed. A pretty big claim that does not feel relevant to me. 
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