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Preview: Conference spotlights NDIS impacts on people
needing mental healthcare and support

Speakers at the #NDISMentalHealth conference this week

Whether the National Disability Insurance Scheme (NDIS) is meeting the needs of people with
mental health issues will be the focus of a national conference in Melbourne this week, hosted by
Mental Health Victoria and Community Mental Health Australia.
Key themes highlighted in the conference program include:
• What does a mental health system look like if it is working well?
• What is being done now that represents best-practice, and how do exemplary mental health
services reflect this in their service design and integration?
• Where are we currently at in building a properly functioning mental health system in Australia?
• And how do we define and close the gaps in mental health care, services and supports?
In this preview article below, journalist Marie McInerney reports on the personal experience of
Melbourne research assistant Dave Peters, describing how the transition to the NDIS stripped
away supports that have been critical to his recovery over the past decade.
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Marie McInerney writes:
Melbourne researcher Dave Peters had a breakdown more than ten years ago, when he was 28,
and ultimately ended up with a diagnosis of bipolar after attempting suicide.
He recalls it took a couple of years of weekly psychiatric therapy before the psychiatrist
mentioned “almost in passing” that Peters might find it useful to get in touch with an organisation
called Neami.
It led him to some key support with a specialist mental health case worker and access to a range
of social activities through the Support for Day to Day Living in the Community program. Having
the whole support package overlaid with the principles of recovery oriented mental health
practice “really changed my life for the better,” he said.
Peters said his engagement with Neami, a leading Victorian mental health community support
service (MHCSS) provider, transformed his understanding and experience of a mental health
diagnosis.
He learnt that “you don’t have to be free of symptoms to pursue life again, that recovery doesn’t
necessarily mean being symptom free”.
This was a critical shift for Peters, who at the time had become “really isolated, cut off from pretty
much everyone in my life, scared to leave the house”.
“Neami was there for me at a time in my life when I had nothing else,” he told Croakey.
“It gave me a way to reframe and rethink about my life in ways that (otherwise) I don’t think I
would have made the kind of changes in my life that I have since.”
Since then, he has been able to rebuild a life with strong purpose and participation.
As well as being Consumer Co-Chair of the Research and Evaluation Committee at Neami
National and a research assistant at the Brotherhood of St Laurence, Peters is a regular guest
speaker at three Melbourne universities.
He will present at the NDIS & Mental Health Conference on the need for NDIS access to physical
health services for people with mental health issues, given the high prevalence of coexisting
physical and mental health conditions.
But his own journey hit a huge barrier earlier this year when a difficult transition to the NDIS
stripped him for months of the supports that have aided his recovery over the past decade.
“It was devastating,” he said.

Victorian circumstances
Some of Peters’ story is particular to arrangements for the NDIS rollout in Victoria, where the
former Coalition State Government opted to pay for its share of the NDIS by defunding the
state’s pioneering MHCSS sector.
Neami National told Croakey that it provides NDIS service delivery through a wholly owned
subsidiary Me Well.
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“However, earlier this year, with a deeper understanding of the service design of NDIS mental
health core supports, we believed that Me Well wasn’t able to offer a genuine continuity of
support to consumers receiving core supports without the financial subsidies of Neami National,”
a spokeswoman said.
“The financial challenges of the NDIS environment in combination with a commitment to our vision
and mission drove the decision for us to withdraw from providing NDIS core supports.”
Neami said the wellbeing and continuity of support for consumers was always its first priority and
it worked closely with consumers and families to manage their transition to another provider.
However, Peters said that the way supports were listed on his NDIS plan – where the funding
was tied specifically to the discontinued program – meant that he could not access NDIS core
supports from Neami or seek support from elsewhere.
And it has taken seven months to get the NDIS to review these elements of his plan, he said.
Peters has not been alone in experiencing a difficult transition.

Wider gaps in support
According to a recent report from Mental Health Victoria, the peak body for the community
mental health sector, only a very small proportion of the estimated 150,000 Victorians
experiencing severe mental illness each year will be eligible for the NDIS, leaving terrible gaps in
support.
“The gaps will be found most severely in community mental health services which are critical to
psychosocial support and recovery – helping to keep people’s relationships intact, maintain safe
housing, manage physical health, and help them to stay at work or connected to the community,”
it said.
Community Mental Health Australia executive director Amanda Bresnan said Peters’ experience
in transitioning to the NDIS is not confined to Victoria, but echoes the experiences of people with
mental health issues across Australia.
Like him, they are also struggling with long delays in reviews of their NDIS plans and the need
to also access support for chronic physical health issues that are closely associated with mental
illness.
“Dave is a really compelling example of what is happening across the country,” she told Croakey
ahead of the conference.
“There is a particular situation in Victoria with community (mental health) funding, but his
experiences of delays in the review process and the challenge he’s faced as someone with a
mental health related chronic physical health issue are equally relevant nationally,” she said.
Growing concerns about the failure of the NDIS to meet the needs of people with severe
and persistent mental health issues turned to some relief earlier this month when the Federal
Government announced a new ‘psychosocial disability stream’ for the NDIS to provide a “better
pathway and support” to about 64,000 Australians expected to be eligible.
Bresnan said this was welcome and that mental health groups recognise that the NDIS is a huge
new scheme and will have necessarily have failures and glitches as it is rolled out.
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But she said that it’s yet to be proven that recognition of the issue at senior levels in the NDIS will
trickle down to services on the ground.
In the meantime, the teething problems, failures and gaps come at an enormous cost to those
who need specialist support.
“They say it takes time to get things right, but in the meantime people are being really damaged,”
Bresnan said.

Piling stress upon stress
Peters said the toll on his wellbeing of losing critical services as part of his transition to the NDIS
has been huge, but so too has the actual process of applying for support under the NDIS, which
was not initially envisaged as being for people with mental health issues.
Peters said:
“It was hard enough saying goodbye to a service that supported me through some of
the biggest changes and challenges in my life, but then going through the stress of the
bureaucracy and the process of the (NDIS) planning meeting added to (the distress).
Services like Neami (work) through the recovery model, where all the focus is on what are
the good things in your life, what are your strengths.
With the NDIS, you have to tell them how crap your life is. It’s very much about highlighting
your deficits and what you don’t have and how bad your life is and could be.”
Soon after he lost the service support, Peters went to a national conference of suicide survivors. It
was a great event, but in retrospect he thinks it was “probably not a wise choice of mine to attend
at a time when I was already feeling pretty vulnerable and stretched”.
“I was in a pretty bad place after that,” he said.
This month Peters finally had a review meeting with his NDIS planners and, while resolution is
still some way off, he is “cautiously optimistic” it will lead to agreement to fund better support
services. Whether or where those services still exist in Victoria, he’s not yet sure.
But even if it does work out well, he worries about the toll that gets exacted along the way, and
what happens for people with significant mental health issues who are not able to advocate for
themselves in the way he can.
Over recent years, Peters was involved in research conducted at the Melbourne Social Equity
Institute into the trial of the NDIS in the Barwon region, in regional Victoria, which found that while
some people were better off under the NDIS, the pace of its rollout was leaving some people
behind.
He said one of the main takeaways was that “to be able to access the NDIS, you had to be very
knowledgeable to navigate the system and people with a well informed advocate had far better
outcomes than those without”.
As a result he went out of his way to educate himself about the system, personally and
professionally. “But,” he adds, “even with that I feel out of control and pretty powerless really.”
• Croakey asked the National Disability Insurance Agency to respond to the concerns raised in this
article.

Conference spotlights NDIS impacts on
people needing mental healthcare and
support

#NDISMentalHealth

6

You can track Croakey’s coverage of the conference here.

 http://bit.ly/2Fri0kH
Strong calls for action to address flaws with NDIS for
people with mental health issues

Dr Norman Swan is MC at the two-day conference. Photo by Marie McInerney

Former New South Wales Liberal leader and chair of Lifeline John Brogden has called for “loud
voices and loud action” on flaws and gaps in the rollout of the National Disability Insurance
Scheme (NDIS) that are risking harm to people with serious mental health issues.
Brogden, who survived a 2005 suicide attempt, also repeated his recent call for a national suicide
reduction target and called on mental health advocates and the media to focus more on stories of
recovery and hope.
Brogden was one of a number of strong consumer voices speaking in Melbourne at the
National 2nd Annual NDIS & Mental Health Conference, hosted by Mental Health Victoria and
Community Mental Health Australia.
Key policy and decision makers, including former Prime Minister Julia Gillard and National
Mental Health Commission chair Allan Fels AO, also urged stronger consumer participation in
governance, policy, service delivery and the workforce, in relation to the NDIS and more broadly.
The conference comes amid recent developments in mental health, including the Morrison
Government’s announcement of a Productivity Commission inquiry, and an election pledge
by Victorian Premier Daniel Andrews to hold a Royal Commission into mental health if his
government is re-elected.
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Marie McInerney writes:
Since surviving a suicide attempt in 2005, former NSW Opposition Leader John Brogden has
been a strong advocate for mental health and has been confident in his recovery since that very
public experience.
However, he told the national NDIS and mental health conference in Melbourne that he had been
blindsided by another mental health breakdown two years ago.
“I had taken on too much and found myself back in that black hole again,” he said. “I had never
anticipated it would come back.”
He was returned to the flawed mental health system, describing how an “unskilled” doctor patted
him on the shoulder and told him it would be all right.
More worryingly, he was finally discharged last year from his local hospital and is yet to receive
a follow up call, despite evidence showing that the greatest predictor of suicide is an earlier
attempt.
“I don’t blame the staff, but the system’s wrong,” he said.
Brogden said he is lucky enough to have a wife and family, means and support to have been able
to recover without that follow-up support. “I grieve for those who aren’t in my situation who are
waiting for their phone call.”

John Brogden addresses the conference

Brogden has called for a 25 per cent suicide reduction target over the next five years in response
to the latest ABS figures revealing suicide deaths had risen by nine percent in just a year, to try to
galvanise not just politicians but the public.
He told the conference he is “agog” over the rising suicide numbers and lack of outcry, asking
them to imagine the outrage if eight people died by drowning in pools and beaches every day in
Australia as they do by suicide.
“We’ve never spent more money or talked more about suicide more than we do now, mental
health has never had more funding or awareness, yet the suicide rate has never been higher”.
Strong calls for action to address flaws with
NDIS for people with mental health issues
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Part of the challenge, he believes, is that “we hear about the darkness of mental illness, but we
don’t hear about the light, in terms of the capacity of many people to recover and live a fulfilling
life with mental illness.”
“People need to know there’s a way through and I’m not sure that’s he message we send, that the
media more broadly sends on our behalf. We need the stories of people who have come through
traumatic events and can live with a mental illness.”
It’s a message that many mental health consumers and services have been trying to send
about the NDIS. They worry that its focus on permanent disability and an eligibility process that
emphasises deficits rather than strengths contravenes the recovery model that is so vital to
mental health support.
Brogden said the NDIS for people with mental health issues was “better than nothing – but very
uncooked”. Only around 65,000 Australians are expected to be eligible for mental health support
from the NDIS, just a fraction of those estimated to need it.
In an interview with Croakey, he said:
“It’s a start but it’s not anywhere near good enough. My message to this audience is don’t
be happy with the story or the spin or the offer that ‘we’ll get there’.
A lot of public pressure needs to be applied, loud voices and loud action.”
Former Prime Minister Julia Gillard, whose Labor Government introduced the NDIS more than five
years ago, defended the inclusion of people with serious mental health issues, or psychosocial
disability, in the Scheme.
“Some say including psychosocial disability was a mistake,” she told the conference. “I don’t
believe it was. If it wasn’t included, people would be advocating for it to be now.”
Now chair of beyondblue, Gillard said she understood that it must be frustrating for families and
people with mental health issues to experience initial problems with the Scheme, but she said
“great reform does take time to grow deep roots”.
“Making (the NDIS) happen was and is big and nation changing, but let’s be clear what it is or is
not. It was never intended to replace the mental health system.”
She urged mental health consumers and advocates to make sure their voices were strong and
united, to bring about the change needed.
“I know from my own time in politics that decision makers get let off the hook when advocates
compete and criticise each other rather than adhere.”
Professor Patrick McGorry, Executive Director of Orygen, welcomed the pledge by Victorian
Labour Premier Daniel Andrews to hold a Royal Commission into mental health if his government
is re-elected on November 24.
McGorry said he believed Labor was committing to a Royal Commission, not as an exercise to
“kick the can down the road” but in the spirit of its 2014 pledge for a Royal Commission into
family violence which became “a vehicle for major reform and very substantial investment”.
He urged the State Opposition to make the same pledge, though its mental health spokeswoman
declined to do so when asked in a later panel session.
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Where is the focus on human rights?
Consumer leader Janet Meagher AM, who was diagnosed with schizophrenia 50 years ago, was
a National Mental Health Commissioner and is a current member of the Independent Advisory
Council of the National Disability Insurance Agency, said people with lived experience don’t need
a Royal Commission into mental health.
“We need a Royal Commission into the human rights of people with mental illness, led by a
person with lived experience,” she said.
Brogden acknowledged concerns from others in the sector that the Royal Commission could
just be a “gab fest”, but said they should use it as “another opportunity to highlight” flaws and
solutions.
But he urged that it not be headed automatically by a judge, saying it needed to have “someone
who is acutely aware of mental illness” at its helm.
McGorry also urged efforts to make the NDIS work for mental health, which is the biggest cause
of disability in Australia by far but was “an afterthought” for the development of the NDIS and was
likely only to be accessible for ten percent of people with significant mental health issues.
“That is a massive equity problem, apart from the design issues,” he said.
McGorry, Gillard, and National Mental Health Commission chair Allan Fels each urged a greater
role for the consumer voice.
Gillard said people living with mental health and their families “have had enough of not being
heard and of vested interests” and that a newly published book about peer work by Janet
Meagher,“gives us the vey simple and powerful reminder that to get service and support right, we
must be led by people with lived experience”.
Fels said consumer representation needs to go beyond policy and service delivery, to have “a
much bigger role in governance”.
“It’s a bit supply side driven,” he said.
He also hoped the upcoming Productivity Commission inquiry, which he had originally proposed
two years ago, would “dig as far as possible” into mental health and disadvantage.

Watch the interview with John Brogden
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From Twitter
Professor Pat McGorry
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Panel discussion
With Professor Allan Fels AO, Dr Norman Swan and Janet Meagher AM
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Warm thanks…
… to all who have contributed through tweeting and sharing the #NDISMentalHealth news. The
hashtag trended nationally and in Melbourne.
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 http://bit.ly/2Fw7wRr
Identifying the barriers and benefits around consumers
taking charge of mental health research

Professor Diana Rose presenting on recovery models. Image from tweet by Sarah Sutton, @sarahsuttonpsyc

Marie McInerney writes:
The promise of consumer-focused research and practice to shift
outcomes in mental health is still out of reach because those who
continue to hold the power in research do not regard consumers
as “credible knowers”, a mental health conference has been told.
UK academic Professor Diana Rose said mental health service
users – along with people of colour, Indigenous people and other
marginalised groups who are subject to research – are still too
often seen as “biased” compared with the mainstream scientist
who is regarded as the “universal knower”.
“[User-led research] is politically grounded, I make no apology
for that whatsoever, because I think the idea that mainstream
research is value free and neutral is not true,” Rose told the
National NDIS and Mental Health conference in Melbourne.
“Research is not the only way of creating knowledge.”
Identifying the barriers and benefits around
consumers taking charge of mental health
research

#NDISMentalHealth

Professor Rose

19

You can track Croakey’s coverage of the conference here.

Diagnosed with bipolar, Rose is the world’s first and only Professor of User-Led Research,
and co-director of the Institute of Psychiatry, Psychology & Neuroscience’s (IoPPN) Service User
Research Enterprise (SURE) at King’s College in London.
In her keynote address at the conference, Rose said she is very sceptical about research coproduction, where service users work with mainstream research – and are therefore one of many
voices – compared to user-led research where they are the main voices.
She explained in this 2015 article in The Lancet that it is “not easy, even for conventional
researchers who promote user involvement, to work with those who take a strong view that
research involving service users should be user-controlled”.

Challenging power dynamics
Rose told the conference:
“You might not think research involves a power dynamic but it does, especially in mental
health.
Most researchers are also clinicians and the people they’re doing the research on are
patients. That clinician/patient dynamic is replicated in the research setting.
If the methodology is fixed, you can have very little influence. If you can’t change the way
the information is collected, you can’t change the way it’s analysed.
All you can do is tinker around the edges.”
Rose’s presentation, like many others at the conference, sparked strong reactions among the
audience of around 700 clinicians, policy makers, services, researchers and consumers.
Conference MC, Dr Norman Swan, presenter of ABC Radio National’s The Health Report,
questioned Rose closely about her approach, particularly her scepticism about co-design and coproduction.
In return he was subject to criticism from delegates on the floor and via Twitter for “grilling” Rose
and forcing her to “explain the epistemological crisis in positivist research”. See some of the
tweets below.
“User-led research promotes a different way of listening to those in distress and so figuring what it
means,” Rose told Swan.
“Mainstream research often doesn’t listen at all. [It’s more about] RCTs [randomised controlled
trials], clinician driven outcome measures, big data.
“I don’t mean you shouldn’t have this, but you shouldn’t just have this.”
Melbourne consumer academic Vrinda Edan, chair of the Victorian Mental Illness Awareness
Council (VMIAC), said the UK is significantly ahead of Australia in granting academic recognition
to user-led research, which has been pioneered by Rose.
Because consumer research remained an emerging field in Australia, few consumer researchers
have yet been able to establish a track record to attract funding for user-led research under the
fairly rigid expectations for eligibility, she said.
“There’s still a very strong sense in Australia that consumer involvement is as participants [not
leaders],” she said.
Identifying the barriers and benefits around
consumers taking charge of mental health
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Twitter feedback

Professor Rose in discussion with Dr Norman Swan

Life-changing shift
Rose told the conference she had been a mental health service user all her life, and did her final
examinations for her first degree in a psychiatric hospital.
She held an academic position from 1972-1986 in social science and anthropology, but ended up
trying to hide her need to access supports “for fear of stigma”.
After a time, “it became very apparent at work that things were not right with me and I couldn’t
cope and neither could the institution,” she said.
She was medically retired on the grounds of mental ill-health and her next ten years were “pretty
grim”, living on welfare benefits.
Identifying the barriers and benefits around
consumers taking charge of mental health
research
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However, her life changed when she become involved in what is termed the user/survivor
movement in the United Kingdom, which opened up a rights lens for her.
In the 1990s, she said her two identities as service user and researcher came together in the
beginnings of user-focused research.
“My marginalised and denigrated identity became an asset,” she said. “I’m not service user and
researcher, I use my service use to inform the research I do.”
The first research she was involved in came during deinstitutionalisation in the UK, where
mainstream research was, she said, concerned with enumerating the possible negative
consequences of releasing people from asylums into the community.
“So they were counting the amount of violence, murder, homelessness and imprisonment [likely to
emerge],” she said.
By contrast, her user led project interviewed consumers about their experiences of the asylums
compared to their subsequent experiences in hospitals or community health centres.
“We asked people about their experiences in the context of fundamental policy change such as
you’re going through now [with the rollout of the NDIS], people who generally at that time were
thought could not speak for themselves,” she said.
“We could listen to them differently because we had been in the same position.”
That first work wasn’t very rigorously methodological, she conceded, but it “made a splash”,
and led the way to subsequent research that has been published in the BMJ and led to outcome
measures recommended by the National Institute for Clinical Health and Excellence, which guides
health provision in the UK.
“We wanted to demonstrate that user involvement in research could be rigorous and meticulous,
but different,” Rose said.
As her slide (below) shows, user researchers have worked since to show their work can add to the
evidence base, add another piece of the jigsaw, make the research more relevant.

Yet, she said there remains a continuing tension between consumer participation and user-led
research: “is it a continuum with user-led research at one end or is it a break?”
“We weren’t just changing the method but trying … to legitimate a different form of knowledge,
the knowledge of service users,” she said.
Identifying the barriers and benefits around
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“This is about power, power held by individuals who are high up in hierarchy of research but also
the epistemic system they inhabit that makes the methods they use seem obvious and right,”
she said, referring to Australian academic Miranda Fricker who coined the phrase “epistemic
injustice“.
Rose also prompted questioning from Swan by challenging mainstream research thinking about
the practice of scaling up research, saying she was “done with universality”.
Isn’t it a question about what works, he asked.
“If you’re going to work with communities, you have to understand the communities so you can
do the research that’s going to help,” she responded.
“If you’re going to have an intervention that works, it’s got to be one people want – both
clinicians…and the people the intervention is for”.

Follow on Twitter: @DianaRose160

Further reading
• Fear of the Brown Envelope: Exploring Welfare Reform with Long-Term Sickness Benefits
Recipients
• A conversation with Diana Rose
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Watch this interview with Professor Diana Rose
(It had more than 2,000 views on Periscope within three days of being published there).

From Twitter
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Learn from inclusive cultures, address the social
determinants of health, and understand the wider
environment

Scott Avery presenting on inclusive approaches to disability. Photo by Marie McInerney

Marie McInerney writes:
In his keynote address to the National NDIS and Mental Health
conference, Scott Avery shows a slide of a wheelchair discarded in Alice
Springs.
In the city, a wheelchair may be a perfect person-centred response to
disability, says Avery, an Aboriginal (Woromi) man who is the Research
and Policy Director at the First Peoples Disability Network Australia.
It’s light and easy to pack away in a car and navigate on footpaths.
But it proved unsuitable in a remote outback environment with no
footpaths “and where the heat can sometimes melt away the tyres”, he
said.
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Avery gave another example of how disability support has to take into account the “hostile
environment” in which many Aboriginal and Torres Strait Islander people with disability live, this
time for someone seeking mental health support.
In the course of a recent research project that brought together the statistics and stories of
Aboriginal and Torres Strait Islander people with disability, Avery spoke to a man who regularly
attended sessions with his psychiatrist in his regional community but then had to endure regular
racial taunts from people driving by when he walked home.
“I wonder why I bother going,” the man told Avery. “It just undoes everything [positive gained from
the session].”

Wider environment matters
It’s an important warning for health professionals, services and the NDIS to be acutely alert to the
experience and impact of trauma, discrimination, able-ism and racism, Avery told the conference.
“If you are exclusively focused on person-centred clinical models, and you are not considerate of
the environment you’re in – the history of social exclusion, intergenerational trauma, inequality… If
you only ever think about mental health as a clinical issue, without having a good solid platform of
healing, of truth telling, of respect, of cultural recognition… the wheels of that medical system will
melt off.”
Avery recently published Culture is inclusion: a
narrative of Aboriginal and Torres Strait Islander
people with disability, a report (available for order) that
combines statistical data with the personal testimonies
of 47 Aboriginal and Torres Strait Islander people with
disability.
“Tell us your story – that was our research question,” he
said.
As he also wrote recently at The Conversation, the
work has shown that the NDIS “isn’t accommodating
the unique needs of Aboriginal and Torres Strait Islander
people with disability”, and particularly around the
intersection of physical, mental and social needs.
That was underlined soon after the report was released
with the news that the National Disability Insurance
Agency (which administers the NDIS) asked for an
Aboriginal child with cerebral palsy to be placed into care because it would no longer pay his
accommodation costs in Tennant Creek, he said.

Remote areas miss out
There is also the big issue of “thin markets” in remote areas, where there are no or so few services
that people can’t exercise the choice and control promised by the NDIS.
Avery found that, in one Aboriginal community, NDIS support packages – in some cases at around
$50,000 per person per year – were not translating into actual expenditure as there weren’t any
disability services in the community that participants could purchase.
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His concerns were echoed at the conference by the NT Mental Health Coalition and Queensland
Alliance for Mental Health, which said that although there is “remote weighting” in the NDIS
pricing structure, it doesn’t take into account “the tyranny of distance, a thin market and the
challenges of good governance and competition in rural and remote regions.
The need for the NDIS to take into account the social determinants of health was also a big theme
at the conference and in Avery’s research. As he wrote:
“Members from another Aboriginal community pointed out that some families needed
food and blankets because they were homeless and hungry. But while the NDIS is
legislated to provide “reasonable and necessary” supports, food and blankets don’t meet
the requirements of the definition.”
Avery quoted an Elder from the community as saying:
“Swags and blankets are something that our families ask for all the time, help with making
sure that they’ve got somewhere warm and safe to sleep, and that’s a real practical
thing…
And now the NDIS is saying ‘No, we don’t buy swags and blankets for people. That’s not
reasonable and necessary’. But if you’ve got nowhere to sleep, of course blankets and
swags are necessary.”
Avery wrote: “These cases highlight an unfolding design fault of the NDIS: if a person with a
disability doesn’t have survival basics, the scheme falls short in its capacity to ensure the choice,
control and independence it was set up to achieve for people with disability.”

Culture of inclusion is moderating force
Avery’s research shows that Aboriginal and Torres Strait Islander people with disability experience
a unique form of ‘intersectional discrimination’ and social inequality – “a double disadvantage”.
Indigenous people who live with disability experience far greater inequality when it comes to
social, health and well-being, compared to other population groups, including Indigenous people
without disability, and people with disability who are not Indigenous, he said.
That “intersectional inequality” in turn has a detrimental impact upon the social health and
wellbeing of Aboriginal and Torres Strait Islander people with disability.
The sole exception is in the social participation that Aboriginal and Torres Strait Islander people
with disability have within their own communities, where participation rates in cultural and
community activities are on par with other Aboriginal and Torres Strait Islander people.
“A culture of inclusion is a moderating force on the social health and wellbeing and has a
mitigating impact on intersectional inequality,” the report says.
Avery told the conference this was because Indigenous cultures are “innately inclusive”.
He talked about his own experience, as a “profoundly deaf” person.
Members of his community might call his deafness “dead ear” in Language, but it’s not pejorative
– more to communicate “you might just have to throw things if you want my attention,” he
laughed.
Where the trouble begins is with the NDIS and Western culture: “(they’re) actually telling us to
disable ourselves,” he said.
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Showing a slide outlining the life trajectory of an Aboriginal or Torres Strait Islander person with
disability, he challenged people at the conference to think about their own pathway, the support
and encouragement involved in getting them to where they are today.

“The opposite is happening here in this slide,” he said. “Every chance for personal development is
actually suppressed and suffocated.”
That sounds depressing, he said, but it underscores that the trajectory is not inherent in the
person, “it’s the forces that position them into vulnerability, (which) actually means we can do
something about it, we can actually alter this life trajectory if we are serious about altering the
pivot points away from imprisonment and into a life of fulfillment”.
“What is disabling for our mob – it’s not the broken eyes, the broken ears, or the broken limbs, it’s
the broken spirit,” he said.

Slides by Scott Avery. Published with permission.
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Watch this interview with Scott Avery

Comprehensive primary healthcare
Meanwhile, NT Mental Health Coalition Executive Officer Vanessa Harris says the NDIS could
look to the work of the Miwatj Health Aboriginal Corporation, which is wrapping the NDIS into its
existing comprehensive primary care model.
She said many Aboriginal people in the Northern Territory struggle to prove their eligibility for the
NDIS, if they are even aware that it is available to them.
She said the Federal Government talks about GPs as the “front door” to the NDIS, but that many
are overwhelmed by the NDIS (a concern shared in another conference session by Australian
Medical Association president Dr Tony Bartone), or inaccessible.
For example, in places like Katherine, not one GP bulk bills, which means many people who
may be eligible for the NDIS can’t afford to go to a doctor or don’t have a “long paper trail of
unwellness” to prove their eligibility.
Asked what to do about difficulties attracting and retaining staff in remote communities, Hughes
said:
“I’m from out of the community controlled sector – we feel you grow their own, so they’re not
going to move very far, they’re well connected.”
She outlined the Miwatj model, where a mental health team is made up of Elders, with
independent psychiatrists brought in to provide training and support.
“We don’t want FIFO (fly in fly out) workers,” she said.
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Read more about the issues facing remote areas of the NT and Queensland in this joint
submission to the ongoing Senate inquiry into the provision of mental health care in rural and
regional areas.
The conference also heard about the Peer Work Project run from Alice Springs by the Mental
Health Association of Central Australia (MHACA), supported through an NT Department of
Business NDIS Innovation Grant.
MHACA CEO Merrilee Cox said the severe disadvantage experienced by many Aboriginal people
living in remote areas meant they may struggle to articulate their needs “within the context of the
NDIS”, where often what they see as their needs or goals are “a blanket, somewhere to sleep or
the desire to go back to country”.
There was, she said, significant evidence that peer workers could assist Aboriginal people to
prepare for the NDIS planning process, but many organisations had retrenched their peer workers
since the NDIS began to roll out, and the NDIS pricing structure worked against trying to rebuild
that workforce.
The MHACA project aimed to build that capacity but issues that emerged along the way
highlighted many of the barriers in remote areas, including where two mainstream partner
organisations have been unable to participate so far due to staff turnover and that there is
nowhere in the NT to do peer work training so some funds had to be used to buy it in.
Cox called for a broader focus from the NDIS on peer support, saying the peer workers in the trial
have broadened what MHACA can offer “and brought a sense of warmth and inclusiveness to the
services”.
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 http://bit.ly/2FvC7hH
Outlining plans to improve the NDIS for people with
serious mental health issues

Acknowledging a need to improve access to the NDIS

Marie McInerney writes:
The National Disability Insurance Agency (NDIA) is promising to take on a more assertive outreach
role, including with homeless people, as it looks to address ways in which the National Disability
Insurance Scheme (NDIS) has “missed the mark” in its support for people with serious mental
health issues.
In an interview at the National NDIS and Mental Health conference in Melbourne last week, Dr
Gerry Naughtin, Strategic Advisor on Mental Health and Psychosocial Disability at the NDIA, said
the NDIS was shifting from its early approach that “we’ll set up our system and you’ll need to
come to us”.
He told Croakey:
“What we’re understanding is that, for many people with psychosocial disability, often
relating to a large government bureaucracy is at times traumatising and threatening.
So one of the issues we need to look at more closely is how do we outreach much more.”
Naughtin said the NDIA was “unapologetic” that its priority over the next 18 months was to make
sure it reached the goal of signing up 64,000 people to psychosocial support (it currently has
35,000).
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“We will not reach the 64,000 goal unless we reach out more to those who will be eligible but are
unlikely to apply,” he said.
He highlighted recent outreach work done by the NDIA in Western Australia and South Australia,
which resulted in three-quarters of people eligible for the NDIS who were living in psychiatric
hostels signing up for the scheme.

New psychosocial stream introduced
A former CEO of Mind Australia, Naughtin was appointed to
his NDIS role late last year, following growing concern that
the scheme was failing people with severe mental health
problems (or psychosocial disability) and putting many
vulnerable people at risk of harm.
Early this year, Mental Health Australia was commissioned
by the NDIA to conduct consultation workshops in
Melbourne, Sydney, Perth and Townsville to look at how to
address those concerns.
Mental Health Australia reported that because mental
health was not in the early designs for the NDIS, many of
the scheme’s fundamental design features were developed
without reference to the needs of people with serious
mental health issues. As a result, their experience of the
NDIS has “frequently been a negative one, resulting in
additional and unnecessary trauma and distress”.

Dr Gerry Naughtin

Mental Health Australia then produced the NDIS Psychosocial Pathway Project report, which
identified a series of ‘pain points’ under the NDIS for people with serious mental health issues and
made a range of recommendations.
The report found that psychosocial disability differs from most other forms of disability, especially
because it directly affects and is affected by the individual’s NDIS service experience.
As well, the psychosocial disability journey begins well before ‘Phase 1’ of the NDIA’s current
pathway, meaning that assertive outreach, personalised NDIS engagement support, and
resources for the community are required.
The report also found that the psychosocial skills, knowledge and experience of frontline staff
are crucial, and that access, planning and review processes need to be consistent, fair and
transparent.
In response, the Federal Government last month announced a new ‘psychosocial disability
stream’ in response to the Mental Health Australia recommendations.
Specialised planners and Local Area Coordinators will be employed to ensure participants have
access to psychosocial expertise, and workforce capability will be developed through training and
the establishment of teams that include mental health expertise to support people to engage with
the NDIS.
The steam will also aim to strengthen the connection between existing mental health services and
NDIA staff and partners, focus on recovery-based planning and episodic needs, and help people
who are hard to reach to engage with the NDIA.
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The package has been broadly welcomed by the mental health sector, and was hailed at the
conference by Mental Health Australia CEO Frank Quinlan as a major achievement in advocacy.
But some delegates warned that the devil would be in the detail and the funding. “The money
hasn’t even gone out the door yet,” one said.
National Mental Health Commissioner Lucy Brogden welcomed the reform package but warned
that “the key to ensuring the participant experience is improved will be how soon changes can be
made”.

“Missing the mark”
At the conference Assistant Minister for Disability Services Sarah Henderson talked about the new
stream, saying it acknowledged “a number of design problems” in the NDIS for participants with
psychosocial disability.
She said:
“We heard loud and clear from participants, advocates, and providers, many like
yourselves in this room, like yourselves that the NDIS was missing the mark for people
with psychosocial disability, and that we could do much better.
We consulted extensively across the country, where we heard about the experiences
people with psychosocial disability have had with the NDIS – the good, the mediocre, and
the frustrating.
This gave us critical information about what we were getting right and what we needed to
improve.”
Outlining the features of the new stream, Henderson said the NDIA will be working more
collaboratively with mainstream services like mental health, health and GPs, housing, justice,
transport and social services.
“This means that the NDIA’s planners and Local Area Coordinators will be working more closely
with staff in hospitals, community clinics, non-government mental health organisations, housing
providers, disability employment service providers and a broad range of social support service
providers,” she said.
She said the NDIA is also working with Mental Health Australia and Primary Health Networks to
build a national system of navigation, linkages, and referral, to make sure people are connected
with the right community supports and services. Read her speech here.

Next reforms for families, carers, pricing
Naughtin told Croakey that one of the “strong lessons” from Mental Health Australia consultations
was that NDIS staff working to help people develop their NDIS plan “did not have sufficient
knowledge of psychosocial disability”.
In response, the new pathway has significant new money for more staff and more training, with
the Local Area Coordinators charged with outreach work, he said.
There were also strong calls to end the “experiment” of telephone interviewing and return to faceto-face meetings with NDIS planners, and not only for people with psychosocial needs, and for
better information about the Scheme itself.
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Naughtin said that over the next six months, the NDIA will look at other issues identified by Mental
Health Australia, including being “more family and carer responsive” and responding to concerns
that specialist mental health services have been priced out of the NDIS market.
Following its independent pricing review, the NDIA will address concerns that some providers,
which previously received block funding rather than fee-for-service, were struggling to adjust their
business models to operate under the NDIS, he said. See this report to the NDIA.
Naughtin said the NDIA wanted to look at whether “some specialist requirements” are required in
the funding mix, though he said there may already be flexibility that organisations were not tapped
into. He also suggested that need for such services might no longer be there in the same way.
“We’re not wanting to dumb down services, but it is also saying what is it that participants are
looking for, not just what providers have historically provided,” he said.

Outlining plans to improve the NDIS for
people with serious mental health issues

#NDISMentalHealth

36

You can track Croakey’s coverage of the conference here.

Watch this interview with Dr Gerry Naughtin

Success stories
Asked about NDIS psychosocial success stories, Naughtin nominated work being done in
Western Australia and South Australia to bring the NDIS to people living in private psychiatric
hostels.
The Perth project (see this 2017 report on its early work) featured in one of the presentations at
the conference. See more in these videos produced for the NDIS: here and here.
In one video, a psychiatric hostel manager says many residents were suspicious about the NDIS
and government services, until they were given direct support and benefited from the services in
their plans.
The project was trialled in five psychiatric hostels in the Perth Hills region, whose residents have
ongoing, severe and persistent mental health issues, are often isolated from community, family
and friends, and have very little choice and control in their lives.
The 12 month trial brought 110 people into the NDIS from an estimated 135 considered to be
eligible.
The Mental Health Commission in WA has now partnered with NDIA and other organisations in a
similar project to assist residents living in psychiatric hostels located in the Central North Metro
and South East areas of Perth, which will come into the NDIS from July 2019.
Kerry Stopher, NDIA Director Community and Mainstream Engagement, told Croakey that more
than 90 per cent of the residents from the initial project were still actively engaged with the NDIS.
With support, they were involved in a range of activities, from reconnecting with family, going
to the library, learning IT skills or music, learning to take public transport to activities, taking up
further courses or seeking voluntary or paid employment, she said.
Stopher said she expects most eligible people in the new catchment area will join the NDIS and
develop a plan, as the project is fostering greater understanding of the scheme.
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“We found in the first project that some people who did not initially want to join the NDIS,
changed their mind when they saw the supports and independence that other people were
achieving through the NDIS,” she said.

Outlining plans to improve the NDIS for
people with serious mental health issues

#NDISMentalHealth

38

You can track Croakey’s coverage of the conference here.

 http://bit.ly/2FtGzNV
Disappointment over politicians’ failure to engage with
tough questions about NDIS and mental health

Taking no questions: Former Prime Minister Julia Gillard was not the only one

Marie McInerney writes:
“If I can leave you with one message today, it is that we are listening – and we will continue to
listen because it is absolutely vital we ensure the NDIS [National Disability Insurance Scheme]
delivers strong outcomes for people with psychosocial disability.”
They were the closing words of the keynote speech from Assistant Minister for Social Services,
Housing and Disability Services Sarah Henderson at the National NDIS and Mental Health
conference in Melbourne earlier this month.
They came right before she said she wouldn’t be taking any questions as she took her leave from
the two-day conference hosted by Mental Health Victoria and Community Mental Health Australia.
It’s never good when politicians won’t take questions from an audience that rarely gets a chance
to speak directly with decision makers.
But it is particularly disappointing when there is clear evidence that the NDIS is failing some key
groups – in her speech Henderson admitted it has “missed the mark” on psychosocial disability
– and when this event provided an opportunity for the Minister to hear from those with on-theground insights, including consumers, clinicians and service providers.
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Responding to the concerns being raised in this article, Henderson told Croakey on Monday:
“I am ordinarily very happy to take questions, as I did at another NDIS forum recently, but there
was no Q and A session arranged because I was due to speak at another event on disability
employment immediately following my address.”

No questions
But the conference’s headline act – former Prime Minister Julia Gillard, whose Labor Government
introduced the NDIS five years ago – also took no questions.
It prompted MC Dr Norman Swan, host of Radio National’s The Health Report, to ask whether
conferences should refuse to provide a platform to politicians if they aren’t prepared to be pressed
about their policies.
Professor Pat McGorry, Executive Director of the Orygen youth mental health service, had earlier
set the scene for Gillard’s speech.
He said that mental health had to be included in the NDIS because it is “the biggest cause of
disability in Australia by far”, responsible for 28 per cent of disability.
But, he said, psychosocial disability support was developed in the NDIS as an “afterthought”
and, according to eligibility criteria, would be available only to an estimated 10 per cent – 64,000
people – of those with significant mental health issues
“That is a massive equity problem, apart from the design issues,” he said.
Gillard addressed the issue, but only briefly, saying that she did not believe it had been a mistake
to include psychosocial disability in the NDIS and that “great reform does take time to grow deep
roots”. Otherwise she stuck to a script of extolling the work of beyondblue.
Like others who spoke to Croakey, Simon Tatz, former policy advisor for Mental Health Victoria,
said Gillard could have brought a unique perspective to the conference.
“She really was the champion of the NDIS and is now the chair of a leading mental health NGO,”
he said.
“I wanted to hear her personally say where she thinks it has gone (for people with mental health
issues): has it gone as planned, if not why not, and what would she do to make it work the way
she initially envisaged.”

The need for a unified voice?
Conferences usually aim to end on a positive, inspiring note, leaving delegates filled with resolve
and a pathway for change.
This one raised many questions that could have been put more directly to politicians and policy
makers, including:
• What will the Federal Government and the NDIA do about the tens of thousands of people who
are expected not to be eligible for the NDIS, amid fears that they will develop psychosocial
disability because of a lack of focus on prevention and community support?
• What’s needed from the Primary Health Networks (PHNs) and do they have the capacity to
implement psychosocial supports?
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• What’s to be done about state and territory governments that continue to address mental
health as a silo and cost-shifting opportunity?
• Why are states like Victoria actually losing community mental health specialists at a time when
demand is increasing?
• How will governments and mental health service providers build a strong peer workforce, and
ensure consumer and carer representation across the board, including legislative drafting,
governance and fund-holding, and at the heart of the NDIA?
• What is the plan on the social determinants of health that play such a crucial role in mental
health, particularly housing and employment (and will the upcoming Productivity Commission
inquiry into mental health dig deep on those issues as National Mental Health Commission
chair Allan Fels urged)?
• What is working well under the NDIS and why is funding halted for programs that have proven
to be effective, like the Mental Health Nurse Incentive Program that supported GPs? (See
interview below with Kim Ryan, CEO Australian College of Mental Health Nurses)

And the big question
Where does the NDIS sit in the context of the whole mental health and broader health system in
Australia?
Instead of providing inspiration and/or a pathway, the final panel session on ‘What have we learnt
over the last two days and what do we do now to make those changes happen?” seemed to
prompt a sense of frustration among some delegates and panellists.
As one delegate tweeted:
The final session has left me feeling a bit disillusioned.. How can we create a
#mentalhealth system responsive to the needs of individuals experiencing mental illhealth
to have a contributing life?.. what does it take? We need to move right now to ACTIONS!
#NDISMentalHealth
For some, that frustration reflected wider issues, including the failure of a mental health system
to meet the needs of consumers, carers and the workforce, and the exhaustion felt by many after
decades of not having their needs addressed.
To others it underscored the continuing tension in the sector between those service providers and
clinicians who remain resistant to questioning and consumers who have experienced harm and
are, as one delegate said, “more invested in change”.
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Others wondered about the call by MC Norman Swan for the sector to have a unified voice and
clear agreed goals and targets.
Was it about promoting the voices or consumers and carers over biomedical voices, or vice
versa? If you’re talking outcomes and targets, who is doing the asking and the framing? And how
to you measure things like wellbeing, asked one delegate, a psychiatrist with two brothers who
are diagnosed with schizophrenia.
Isn’t there, asked others, a need for diverse voices, as in any system?
The conference made clear there are many areas of common ground in mental health, particularly
around the social determinants of health, including the impact of trauma and the importance of
housing and employment.

Political plays

In a panel discussion on the first day of the conference, Victorian Minister for Housing, Ageing
& Disability and Mental Health Martin Foley was in full election mode ahead of the November 24
state poll.
He spoke strongly about federal funding shortfalls but was less forthcoming about the role of
State Governments — including his own — in contributing to NDIS pain.
The former Victorian Coalition government elected to fund its share of the NDIS by defunding
community mental health services, and the current Labor Government has not fully addressed the
gaps, which has meant a much more painful transition for Victorians.
Foley told the conference the promise of the NDIS had been to “fund the consumer, give the
power to the consumer and the system will change”. But he said that model had been “slowly
throttled…by deliberate underfunding” by the Commonwealth.
Many agree, but presentations and discussions at the conference made it clear that a bigger
question on the NDIS is to what extent it can, and must, be the trigger for broader reform, in
mental health, health and social policy.
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For example, Dr Sebastian Rosenberg, from the Centre for Mental Health Research at the ANU,
called for more discussion about the NDIS decision to persist with a fee-for-service model.
He said: “…we know in medicine that fee for service does not yield the best outcomes and does
not yield multidisciplinary care. Why on earth would the NDIS choose this method of funding
at the same time the health system is desperately trying to find alternatives? And team-based
approaches are exactly the type of care needed for most NDIS clients with psychosocial needs”.

A broken system
Kerry Hawkins, president and a carer representative, on the Western Australian Association for
Mental Health (WAAMH) and a National Mental Health Commissioner, said the NDIS “has landed
in a messy space”.
She said it needs a strong strategic framework that really draws out who is doing what and why,
and how it works with the PHNs and the states and territories “so that we can start to say this is
where the gaps are”,
“I would have thought the NDIS was leading some of that work…but at the moment, a lot of the
players like the NDIA and PHNs are saying ‘we’re a small part of the picture, so don’t expect us to
solve all of the problems”.
“There’s no real leadership yet, no one has done that master architecture piece of work.”
Hawkins said consumer and carer participation is also a very live question for the NDIA and NDIS,
and not only for mental health services, to address “the many structural design flaws because of
the late inclusion of psychosocial disability”.
“It is still very much a bureaucracy that is consulting with people, running workshops, but not
empowering consumers, carers and family,” she said.
“How they engage with the sector, how they drive reform, and how they authorise people with
lived experience to have their voices heard is not yet clear,” she said.
Hawkins said her take to date on the NDIS is that it is “a symptom of a very broken and damaging
system.”
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Tweet reports
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 http://bit.ly/2FA4uLK
A final wrap of the issues, interviews and tweets from
#NDISMentalHealth

Some of the several hundred Twitter participants at #NDISMentalHealth

In our final report from the recent National 2nd Annual NDIS & Mental Health Conference in
Melbourne, we wrap some video interviews and tweet-reports.
Watch a playlist of #NDISMentalHealth video interviews here (which had a total of 3,985 views on
the Periscope app as of 21 November 2018).

Rural and remote, integration and NDIS gaps
In this vox pop, Jacklyn Whybrow, CEO of the
Queensland Alliance for Mental Health, talks
about challenges in the delivery of mental health
services in rural and remote Queensland under
the NDIS, including whether service providers
can afford to offer services under current pricing
models and how stigma can prevent people in
small communities from seeking help.
Other delegates also talk about the difference
between collaboration and integration, and
concerns about people falling through the gaps
in the NDIS.
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Aboriginal and LGBTIQ+ peer workers for the NDIS
Connie Digolis, CEO of the Mental Health Council of Tasmania, talks about a conference session
she facilitated that highlighted the impact of peer workers in two projects:
• a Mental Health Association of Central Australia initiative to support remote Aboriginal people
accessing the NDIS and
• Wellways Australia’s ‘Out Together’, developing an LGBTIQ+ workforce within the NDIS.
Digolis said she was struck by the “authenticity” of both, and the value they were bringing to
the organisations, the services, the clients and to the peer workers themselves – and sought
at the session to highlight their work to the NDIS and the National Disability Insurance Agency
representative in the room.
The presentations, she said, “completely negated” arguments about “tokenism” of peer workers.
“It’s important for the NDIA to see the value the (peer) workforce can bring to the Scheme and to
the people they are trying to bring into the Scheme.”

Episodic mental illness and the NDIS
Elizabeth Hudson, Judith Drake and Ebony Rose Lyons talk about their mains takeways from
the conference, and their joint presentation on: Gateways and Gatekeepers: a co-design and
evidence-based investigation of the experiences of people with episodic mental illness during the
transition to the NDIS.
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Twitter analytics
During the period of Croakey Conference News Service coverage, there were:
• 606 participants using the hashtag on Twitter
• 3006 tweets
• almost 15.5 million Twitter impressions.

Read the Twitter transcript here.
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Croakey Conference News Service
• Reporting by Marie McInerney
• Editing by Melissa Sweet
• Layout and design by Mitchell Ward

A final wrap of the issues, interviews and
tweets from #NDISMentalHealth

#NDISMentalHealth

64

