NDIS users call for overhaul of 'traumatic' process amid reviews
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Toni and Joshy Mitchell were among the first to access the NDIS when it rolled out five
years ago. (ABC Southern Queensland: Lucy Robinson)

Toni Mitchell's 21-year-old son, Joshy, lives with Down syndrome, autism, hearing and vision
impairments and organ failures, as well as early onset dementia.
Ms Mitchell relies on the National Disability
Insurance Scheme to help with that care, but she
says she feel it has "lost its way", with funding
applications so "traumatic" she is paying out of
pocket instead.
Ms Mitchell recently needed urgent renovations to
her bathroom at their home in Toowomba to make it
safe for Joshy as his mobility declines, but chose to
dip into her superannuation rather than apply for
funding.
"We signed up for help, not to be constantly
fighting," she said.

"It's so emotionally draining and stressful
to go through that process.

Key points:
NDIS users want an overhaul of the
scheme to include better training for
staff and more flexible criteria
The NDIA says funding packages have
increased by an average of 12.5 per
cent each year for the past three
years
Despite the increased spending,
users say they're still receiving
inadequate plans

"To get a therapist to come out and do their assessment reports would mean he'd miss out on weeks
and weeks of therapy."

'Find another way to breathe'
The Mitchells were one of the first families in Australia to access the NDIS when it rolled out five years
ago.
Ms Mitchell gave evidence about navigating the nation's health system at the Disability Royal
Commission in early 2020.
She is now calling for an overhaul of the NDIS, including better training for assessors, more flexible
criteria and a simplified appeals process, to make the system more user-friendly.

Toni Mitchell dipped into her superannuation to upgrade her bathroom so her son can use
it as his mobility declines. (Supplied: Toni Mitchell)

"I think they need to go back to the bare basics and just rebuild it," she said.
She said one of her early experiences involved a worker declining her request to have Joshy's oxygen
tank serviced.
"[The worker] said , 'No, you'll have to find an alternative way for him to breathe'," she said.

"I said, 'Well, next time I'm talking to the doctor I'll inquire about a gill implant'.
"And she said, 'Oh, you should do that'. She was serious.
"We've got people making decisions about my son's life and they don't even know you need oxygen to
breathe."

Cost unsustainable

The NDIS is expected to cost more than Medicare by 2024-25 , with a price tag of $30 billion and more
than half a million clients.
National Disability Insurance Agency (NDIA) spokesperson Shannon Rees said NDIS packages had
increased by 12.5 per cent each year for the past three years on average – a situation that was
unexpected and unsustainable.
“What we would expect is to see the impact of the investment and seeing those plans, where
possible, really level out," she said.

NDIS Minister Linda Reynolds has sought community feedback about the controversial
proposal to introduce independent assessments. (ABC News: Ian Cutmore)

The most controversial of the reforms flagged by the NDIA is the introduction of independent
assessors to evaluate funding applications.
The federal government has defended the changes as making the system fairer, but many in the
disability community have argued allied health professionals would not understand the breadth of
some people’s complex conditions.
NDIS Minister Linda Reynolds had sought more community feedback about the proposal and
had indicated there was an opportunity to change the way independent assessments might
eventually be implemented.

Mixed results
It took Toowoomba disability advocate Alyce Nelligan a year to access the scheme when it was
introduced, despite being in a wheelchair and needing help with daily activities like going to the
toilet and showering.
"They rejected my application ... They basically said that my diagnosis [of minicore myopathy and
scoliosis] is too old," she said.
"I was diagnosed at three. I'm not going to go and get re-diagnosed every five or 10 years.

"There is no doctor in the world that is going to go in and unnecessarily put me to
sleep, cut a piece of my muscle out ... to satisfy a government department."

Alyce Nelligan's family members have had vastly different experiences with the NDIS.
(Supplied: Facebook)

She said while her experience using the scheme had been poor, it had worked well for her young
daughter.
"She gets adequate visits with her therapist every week and so she's actually making improvements,"
Ms Nelligan said.
"So we know that this system can work.

"I shouldn't have to spend every year begging again for an adequate plan."
Review underway
The Disability Royal Commission recently held a series of hearings around the country on the NDIS,
with a hearing scheduled for Brisbane this week moved to August, due to COVID concerns.
National law firm Maurice Blackburn made submissions to almost every inquiry into the scheme.
"We've increased plans by over $200,000 a year in some circumstances," principal lawyer
Tom Ballantyne said.

"Often the planners don't have the background, the experience, the expertise to
really understand someone's needs."

Joshy has complex needs and requires round-the-clock care from his mother Toni. (ABC
News: Lucy Robinson)

He said clients were also frustrated with the scheme's communication and appeals processes.
"A lot of people describe it being really fast or formulaic," he said.
"We're talking about the big commercial law firms acting for the agency against often selfrepresented participants."
The NDIA's Shannon Rees said she acknowledged frustrations with the planning process and
inconsistencies in decisions.

"While it's not working well for some, for many it's been life changing," she said.
"The scheme is at a stage where it's actually reforming and reviewing the processes."

