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Message from ACTCOSS

We are living through a period of massive
change for social services. And it’s not over.
Here in the ACT we are often a laboratory for change and there is no clearer example of
this than the National Disability Insurance Scheme (NDIS) where we were the first whole of
jurisdiction launch site identified for the scheme in 2013.
Most people with disability and carers welcomed a promised move towards additional funding
and greater person centred supports and none of us could be happy with the system we had.
We were fed up with a broke and broken system applying triage to people with disability and
families in desperate need of equipment, respite, communications support, domestic help and
other basic disability supports.
Change itself is not an enemy to good service provision, but it’s also not an outcome on its own
or a linear process, it can result in unintended and undesirable outcomes and we are still only
finding out what those impacts are.
ACTCOSS does not believe the reforms considered in this paper sought to make people’s
lives worse. But often when discussing change we spend all our time looking forwards
to the horizon, rather than watching the road just ahead and asking what the journey
needs to look like on the way through.
As we adopt more person centred funding arrangements we need to keep in touch with
the people it was intended to help so that the transition advances rights and choices,
meets expectations and doesn’t make things worse than before.

ACTCOSS has been working across the first part of 2017 to give voice to ordinary people who
can provide an insight into the personal and broader impacts of change.
We have gathered some evidence which puts our journey into context. This marks milestones
and provide signposts on whether the transitions to individualised funding have achieved what
they set out to do and the impacts on services and organisations.
We asked what has been lost and what has been gained. We invited stories on a range of
transitions and our stories from individuals came in response to the NDIS, which has been the
biggest single change experienced by people in Canberra, but which holds lessons for other
changes being considered to service systems like aged care and housing assistance.

2

ACT Council of Social Service

| OC TOBER 2017

These stories invite us to ask how change and disruption is being experienced by the end users
of services as well as people who care for them. They invite us to ask whether the outcomes
delivered meet the expectations of users and whether people are disappointed.
Often – as you will see from these stories – the reality falls somewhere in between. Sometimes
people found their way to good outcomes in spite of marketisation or regulation while
overcoming gaps in service, misunderstandings and difficult bureaucratic process. Sometimes
the hurdles felt so confronting that people questioned whether the journey was worth the toll.
Transition is a journey. So we have also drawn together some information which highlights the
pace of change over the last few years, the extent of disruption experienced by consumers and
services and the extent to which we have arrived in a place consistent with the original intent of
reforms. Services, volunteers and staff have their own stories to tell and we have provided space
for these also.
We received many stories but also noticed areas of silence. Some services said they had a story
to tell, but were so focused on keeping the doors open following cut after cut that they simply
didn’t have time to share their story.
Stories of Transition serves a number of purposes: to amplify the voice of consumers
who are sometimes the last to be heard in the din of transition; to further our
understanding of what has occurred during transition on all sides; to invite questioning
of whether reform is meeting its intended purposes; to celebrate success and
understand failures; and to record a transition which has been both exciting and
challenging for many people and organisations.

We have valued the opportunity to listen to people’s stories and reflect on a period of intense
change and consider the experience of transformation.
On behalf of ACTCOSS I would like to thank all the contributors to our stories, especially Jan
Kruger from Imagine More who linked us to a number of people at the start, staff from member
organisations and ACTCOSS, especially Hal Judge and Craig Wallace, as well as Richard Tuffin
whose photos provide a visual representation for our readers.

Susan Helyar
Director, ACT Council of Social Service (ACTCOSS)
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The top ten jobs for now
FOR THE ACT GOVERNMENT
1. Maintain contingency funds to ensure the ACT retains key social
infrastructure following changes in policy and funding responsibilities
across territory and Commonwealth jurisdictions
2. Stocktake, map, quantify and prioritise meeting demand for
tailored, personalised and specific services prior to devolving further
services to the NDIS that were previously provided by the ACT
Government
3. Provide long term contracts and surety to key underpinning services
to enable business planning and continuity
4. Cover the gaps in mental health, ageing, housing and
other human services areas
5. Support the sectors that need to manage the change – especially in
housing, mental health, aged care and disability

FOR THE NATIONAL DISABILITY INSURANCE
AGENCY AND THE AUSTRALIAN GOVERNMENT
6. Restore person-centred planning including direct contact with
planners in the NDIS and focus on peer support and capacity building
for self-management
7. Make deregulation genuine and let consumers provide the final test
of proof – deregulation that creates more process or complexity for any
group of consumers is failed deregulation
8. Restore human rights to the centre of person-centred reform
9. Heed the lessons from the NDIS in changes to housing and aged care
10. Respond to Aboriginal and Torres Strait Islander people’s
expectations for community controlled NDIS services
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Setting the scene: Disruption and uncertainty

The last decade has seen a torrent of change,
reform and disruption to human services.
This has been a decade of turmoil, reform and disruption for human services like
no other in living memory.
The Commonwealth has signalled intent to move in and out of funding for social infrastructure
areas like housing, disability, legal services and even volunteering – sometimes moving out and
then moving back in again within the space of a few months.
Programs have been abolished, tendered or slated for abolition only to be reinstated. Others
have been placed on precarious annual contracts, living year from year and unable to plan.
Entire funding paradigms have changed, programs funded since the second world war have
been reframed, programs have come and gone and others existing since the 1970s have been
merged and consolidated. Ministers have changed and entitlements have changed.

In the ACT, organisations have merged, folded, rebadged and pulled out of service offers.
And our timeline is just a sample of the kinds of disruption and change that have been
experienced in areas of human services program delivery highlighted in the Stories of Transition.
While it shows an almost overwhelming tide of change and policy resets, we’ve only scraped
the surface of change across the broader human services sector as touched on in our stories.
For instance, the changes to family, women’s, early learning or children’s services could easily
fill out their own timelines.

There are things to celebrate and changes for
the worse but the pace of disruption has left
some people wondering if they will ever see
clear air or even have time to reflect.
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Stories of transition

In the first half of 2017 we talked to a number
of individuals who were potential or current
users of community services in the ACT.

Stories of transition

Stories were solicited by open invitation and from organisations working with people
receiving programs in transition.
By far the largest number of stories from individuals came in response to the National
Disability Insurance Agency, which has been the biggest single change experienced by
people in Canberra. These stories illustrate concerns relevant to other service systems as well
as education, Centrelink, culturally specific services, family services as well as human rights
and mainstream system responses.
People were invited to submit stories in their own words or to be interviewed and have their
stories recorded and curated. These are authentic stories but names and some other details
have been omitted to respect people’s privacy.
We invited people to tell us their story, discuss the services they received before transition,
what they received after transition and how the transition unfolded along the way. We also
invited them to highlight one thing that they might change in the transition if they met the
CEO of the National Disability Insurance Agency.

These are their stories …
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Alice’s story – Struggling to be heard
When things start off well but you find yourself struggling to be heard in a big
bureaucracy which feels increasingly distant …

“…Previous to the national rollout you could have just called. I had the
direct number for our case worker... It feels like now I’m this little voice
against this big institutional wall struggling to be heard.” — Alice
Our youngest child has a chromosome disorder. He has significant health implications from
that condition. He’s not walking or talking. He can’t sit unassisted. He has troubles swallowing.
I have two other young children. My partner travels a lot for work and I work three days a week.

So I was pretty impressed. There was a little bit of going back and forth and negotiating and
putting forward arguments a few times but because we were just dealing with one person,
I felt like it was manageable. We had face-to-face meetings with the case worker.
And then we got a letter in the mail that said because they were rolling out the NDIS nationally
that our plan would be just extended for six months. I realised that we requested a really
important piece of equipment just prior to getting that letter, which was a stander because my
son can’t stand unsupported. So that important piece of equipment that we requested just got
lost in the NDIS transition process. I read between the lines that they were going to extend all
of our services for six months but we couldn’t ask for any new equipment in that time. We still
don’t have it. More than six months we’ve been waiting. It just fell through because we didn’t
have someone who was looking after our case. Suddenly it just got lost in the system.
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I found the NDIS transition a lot easier when we had a case worker that we could just speak to
and I had their phone number and email address. I could ask questions and out of the planning
meeting I could come back to them and provide them with documentation. So I found the first
few years easier even though it was a new system. We got all the support we asked for which
was really fantastic.

Our experience with the NDIS Portal was very frustrating. I’ve worked in website design and
user testing. Yet I had trouble operating the website. It wasn’t straightforward. They should
have done more useability testing, definitely. It was very hard to use and I had to contact them
and take snapshots of the problem.
Then when it went national suddenly it all changed, the look of it and the way of accessing it.
The portal changed but there was no letter.
I have tried to ring the national hotline. I spent an hour on the phone. They put me on hold for
an hour. I’m a busy person. I’ve got three kids, one with a disability. I don’t have time to be on
their phone for an hour. So that was really hard.
Previous to the national rollout you could have just called. I had the direct number for our case
worker. But now you feel like you’re up against the institutional wall. There’s not one person
you’re dealing with. It feels like now I’m this little voice asking for what I need against this big
institutional wall struggling to be heard. That’s how it feels.
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Was it worth it? Definitely the amount of money allocated to an individual is a lot better.
My experience initially of NDIS was really good and I felt wow, I’m so lucky that we have this
available to us, that we’re not having to go to charities and ask for all these bits of equipment.
My experience of it now is we’re not getting what we need. We’re not being heard and I’m
struggling to work the system.
I didn’t want to self-manage NDIS because there’s too much administration. I already stay up
after I put the kids to bed; often I’m doing an hour or two administration trying to get what we
need. Only recently the [service provider] said you can get some case management funding.
I thought that would be great.

Stories of transition

When we had our annual planning meeting with our NDIS case manager she said you need
clinical justification for all the requested equipment within three weeks. There’s an expectation
in the NDIS that you can get a clinical justification within three weeks. But that’s not possible.
You need to try out at least two or three different pieces of equipment before you can write
a clinical justification.
You need to contact suppliers, get them to take the equipment to Canberra, trial it, etc.
There a few things I would say to the NDIS management:
Make it clear to people that they can apply for funding for case management to take that
administrative burden off the family. We only found out by accident.
Also having a one-on-one case worker at the NDIS that you can work with and contact clearly
and follow up when something falls through the gaps.
Just being really clear about what you can apply for. It sometimes feels like you’re knocking
on the door, asking for something and you don’t actually know whether you’re eligible for it.
And having clear communication channels. If there’s a system wide change, communication
needs to go out to the client base explaining that’s happening because otherwise you’re
suddenly dealing with a whole different beast.
At the moment our old plan has run out. That means we can’t get any in-home support.
That puts me in a really difficult position at short notice.
Apparently they have a rapid response unit at the NDIS. Nobody answered the phone. So that’s
very telling. Why have a rapid response unit if no one’s going to answer the phone?
There were no reminders from the NDIS to say your plan’s going to run out or you haven’t given
us the documentation. I had no direct communication line to say I’m going to take a bit longer
because all the therapists say they can’t have a clinical justification in 3 weeks.
Nevertheless I think it’s a really great system. It’s just getting it to work. I’m a well-educated
person. English is not my second language. I have good computer skills. I’m used to working
with online portals. What would it be like for someone who didn’t have those skills? I’m finding
it difficult and frustrating and I‘ve got a PhD. I just wonder what it’s like for other people.
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Angela’s story – The providers let me down
Sometimes you need the kinds of change and supports that can’t be provided
in a marketplace but demand responses from other systems, like education and
mental health …

“… If the head of NDIS was sitting in this room I’d say – come and live
my life. Your NDIS does not cover anything. It doesn’t help me, my children,
my family whatsoever.” — Angela
As a mother of two children with a disability, I need a range of services: occupational therapy,
mentoring, cognitive behaviour therapy, psychologist, counselling and anger management.

We just had our NDIS review in January for my son. We’ve been going 15 months. I originally
brought in a service to provide in-school support and also have a one-on-one worker to provide
him socialisation, counselling and behavioural strategies. We had a big meeting. I took time off
work. The meeting took two hours. The service provider charged nearly $400 for the two hour
meeting but never delivered any services.
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My daughter is 8 and my son is 11. My daughter got diagnosed with autism and anxiety in
December last year. She’s a perfectionist at school but at home her behaviours are quite on
display. At the moment I pay for all my daughter’s horse therapy. Whereas my son’s behaviours
are school-based but his mental health has deteriorated in the last 12 months. He is now voicing
suicidal ideation.

So I’ve had no services. The only services I’ve managed to get is because I self-manage and these
are new bedding, mattress protector and doona. That’s the only services I’ve got through NDIS.
I would like counselling, in-school support and services to help my son have a friend. He really
needs a friend. In fact, on his 9th birthday because he had behaviour at the school swimming
carnival with approximately 200 parents witnessing it, they subsequently boycotted his
birthday party. We haven’t had a birthday party since.
My son is brilliant at Lego designs and technics. He’s absolutely like an expert. I’d love to have
something that focuses in on those and harnesses that career path.
I was very fortunate with NDIS and the planning process because I worked in the ACT
community sector and had a better understanding of NDIS. I actually had people I knew
and was really fortunate to get planners I requested.
Unfortunately it was the service providers who let me down.
If I could I would request to have my son removed off NDIS, because there’s no difference
for us. But no one in NDIA has been able to articulate how you remove someone from NDIS
unless they die.
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The only reason I continued to do my son’s review in January was because I might need
the transport aspect next year when he’s in high school and because NDIS took that from
education. So that’s the only reason I have continued to play the game.
Our daughter is not on NDIS after our experience with it. I have a private provider.
We tried to get a mainstream provider, they said bring her out. She loved it. And then they
turned around and said sorry we’ve got an 18 month waiting list. Then I said then why did you
tell us to bring her out here and set her up? So I sourced a private provider and we’re really lucky
he’s actually a social worker by trade who specialises in disabilities in children. So it’s working
brilliantly for her.

Stories of transition

I think personally the low point for me was the moment in January when my son’s mental
health deteriorated and there was a critical incident at school and I was just told to just sit in
the emergency with him waiting for Child and Adolescent Mental Health Services (CAMHS).
I’ve only had clients been taken by CAMHS when they have actually done something. They only
go at crisis.
I’m worried about where we go from here because my son has not transitioned back to Term
2 well and the school called an urgent meeting on Monday. My husband rang me from the
meeting and it was disclosed in the meeting that my son’s been left in a classroom by himself
for most of Term 1.
I don’t know if he’ll be at school after this meeting on Thursday and I have nowhere to put him.
He hates school. He has no friends. He actually articulated to me school sucks any joy out of his
life. He just wants to be left alone to do his own thing. NDIS can’t support me in that.
Ideally I’d like my son probably to be home schooled for a proportion with someone but also
have the social engagement. Also work on what his employable skills will be because I’m
focused on him growing up and being able to be independent. And that’s where I see he’s
brilliant at computing. He’s brilliant at engineering. But his education needs to be tailored to
his strengths, not his weaknesses.
He would be better off being home schooled given the level of trauma he’s experienced. Also
I’m very aware that if I do that how’s he going to get his social skills? So, I think it’s also putting
him into groups with activities with people that have the same interest, and then having the
behavioural support with counselling to help him manage his anger and his anxieties.
I’m really looking at where he’s going to be at 18. But I’m now sitting here as a mother since
November last year thinking I’m going to lose him.
If the head of NDIS was sitting in this room I’d say – come and live my life. Your NDIS does not
cover anything. It doesn’t help me, my children, my family whatsoever.
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Bev’s story – Communication needs to change
Sometimes you achieve a great outcome but find that even a person-centred
funding system needs to be reminded about basic disability accommodations
in its communications …

“…It’s just not nice to be told ‘We have to do it over the phone.
Are you sure your husband can’t speak up on your behalf?’ — Bev
Basically I need equipment like cochlear implants as well as regular appointments for
my hearing.

I found the planning process relatively easy but longer than it should have been. I had to go
back and forward for bits and pieces because I was not sure it was the right documentation.
I was really surprised to have an appointment for the planning date within two months of the
application. I liked the conversation sitting down with my planner. The planning process was
okay to get a picture of what I needed.

4
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NDIS made things easier to get approval for my equipment. I’m getting what I need, I’m able
to advocate for what I need plus additional things which I wasn’t expecting to be funded. In
the short months since I’ve had my NDIS plan approved, I was able to obtain a new hearing
aid, mould and phone technology. The downside is that I’m still having a lot of issues with
the cochlear side of things. The service providers don’t understand the transition to the NDIS.
They are relying on me for that information.

It wasn’t until about four months after my planning conversation that I actually heard my
plan had officially been approved. I was confused because the NDIS Portal wasn’t showing
my NDIS plan had been approved. I’d been freaking out for all this time wondering if I can
keep what I received and whether or not I had a plan.
The NDIA no longer have specific planners you can speak to when you phone. I was under
the impression that I could have one planner. It was confusing and there was no confirmation
that my plan was finalised and this is what I’m funded for. That was difficult, frustrating
and annoying.
If there was one thing I’d change, it would be for the communication between the NDIA and
the participants to be more personalised, not bureaucratic. I would also open up channels
of alternative communication because for someone with hearing impairment, I hate the phone.
It’s like I’m having two different conversations with the person on the other end. It’s not a great
communication method. NDIS are moving in the direction of a phone-based service with the
1800 number and it’s not viable for me.
Because the person with a disability is having to find new ways to contact them. A more phone
based service doesn’t work for everybody. The personalised service has gone. It’s very difficult
when you don’t have that one person you can contact.
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Speed hasn’t been an issue for me, it’s communication. It’s very bureaucratic behind the screen
and over the phone. It’s not friendly anymore to walk into the NDIA office. You feel like you’re
harassing somebody. The Tuggeranong shopfront is basically one booth on the right hand side
of Centrelink. It makes it virtually impossible for you to chat to somebody. They say “Let me
find someone for you” and then you feel more like a pest when someone comes out to assist
you. With my child’s plan I needed to have a printed copy but you can’t get a printed copy in
PDF form on the portal, so I had no choice to go in. They said “Oh you’ve got a plan interview
coming up and when do you want to book that over the phone?” And I said “No I want to do
that face-to-face”. And it was like “Oh, let me see when they can do that”. But they still insisted
to do it over the phone knowing I had a hearing impairment.

Stories of transition

I’m a parent with a hearing impairment with a child with a disability, so it’s not easy for me
to discuss my child’s plan. It’s not easy for me at all to use the phone even for my own plan.
It made me question whether any of the people working for the NDIA actually have specialised
disability experience.
It’s just not nice to be told “We have to do it over the phone. Are you sure your husband can’t
speak up on your behalf?” They said “We need to do your child’s plan over the phone because
it’s easier, efficient and faster for everybody. If you would like your husband to speak to us on
your behalf then he can listen and relay the conversation to you.” I just said “Whoa! – You’re
basically putting me in a supported decision making context!”
I got a phone interview but that’s been changed about three times to suit the NDIA people that
need to do it. The communication stuff is something that needs to change. That’s something
I’m big on because I really do think they have forgotten who they are working for as an agency.
If there was one thing I would change it’s the agency remembering who they are and who
they work for—the person with a disability.

WHEN ONE SIZE DOES NOT FIT ALL
“I know they are talking about large numbers of people and funding and processes
but we just can’t do this one size fits all approach. We just can’t do it. It is going to
cost a lot more to be able to have individual case managers (NDIS planners and plan
managers) that are supposed to provide guidance. They really need to have a really
good understanding of the individual requirements and even with issues around their
disability. It’s sounding like they really have no knowledge in that space and it’s very
frustrating for the participants.”
From a private planning coordinator
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Peter’s story – Lucky to get in
Transitions can end in a great result but also remind us about others who missed out
due to program parameters, including accidents of age or diagnosis …

“A lot of polio people are in the situation where they don’t need
services now but they will soon and then they will fall into the aged
care bracket. Who knows if the aged care system will meet their
particular needs.” — Peter
I don’t need lot of services so my package with the NDIS is not particularly large but I have been
provided with some services that have been very important to me. The services I get at the
moment include: fortnightly cleaning of my house, twice yearly garden maintenance and some
basic house maintenance; a little bit of assistance for therapy and some money for Occupational
Therapists for assessing the disability equipment I use. I have been provided with a scooter,
a hoist in my car and a moveable kitchen chair.

Stories of transition

I wasn’t receiving any services at all prior to the NDIS. I go through scooters fairly regularly and
previously I had to pay for them. Similarly, I had to pay for my first hoist but this time it was great
to have the NDIS pay for that. I try to keep my house tidy but before the NDIS I struggled with
trying to vacuum and clean. So the NDIS has basically enabled me to keep a tidy house. I did get
a little help from a family member with the gardening but it’s good to have someone come twice
a year do that professionally. It’s wonderful to have someone provide that sort of assistance.

4

To give a bit of my history, I got involved in assisting people in the NDIS before the rollout
– assisting the ACT Government to inform the Canberra public about the NDIS through
community meetings, coffee sessions and the like. So I knew quite a bit about the NDIS and
I was waiting in anticipation. I knew that I would just meet the age eligibility requirement and
I knew the sorts of things the NDIS would provide. I knew the process of developing a plan
and goals because I was encouraging people to do the same. So when it came along I was
well informed. My first planning exercise went pretty smoothly and I received what I asked for.
I’m very happy with what I have received from the NDIS.
I was very close to the age cut off – around 6 months – so I was lucky to get in. Most polio
people aren’t eligible because nearly all were born before vaccinations were introduced in
the mid-1950s and so were greater than 65 when the NDIS was introduced into Canberra.
Our national polio support group mounted an unsuccessful campaign to have the age
restriction removed. Most polio people simply have to provide or pay for services themselves
– they are missing out on things they could get from the NDIS. A lot of polio people are in the
situation where they don’t need services now but they will soon and then they will fall into the
aged-care bracket. Who knows if the aged care system will meet their particular needs.
I have had some strange experiences with the NDIS – right from the beginning it was agreed
I needed some modifications to my bathroom. That’s been a tortuous process. I put in quotes
last September and then in March this year I finally got an official response to say that the NDIA
processes had changed and that the Occupational Therapist who prepared modifications
for me and who was previously registered by the NDIA was now not on their new panel of
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Occupational Therapists who were authorised to look after large home modifications. As a
result, I have had to start the whole process again and now I’m having trouble actually finding
an Occupational Therapist on the new list who can or is willing to take on my case.

Stories of transition

The NDIS portal has always been fraught. When I started off I decided it would be sensible
for me not to go for my own fund management and leave it to whoever I engaged to obtain
payment through the NDIA portal. I engaged a provider to look after my services. That worked
reasonably well for home services but when it came to capital items there were quite extensive
delays and when it came to getting a new scooter a number of companies would not supply
the scooter I wanted because they’d been fed up with delays in getting payment from the NDIA
portal. So I didn’t actually get what I wanted although what I got in the end was suitable.
Then last year I applied to have all my funding self-managed but for some reason they wouldn’t
change my plan. They only extended it by a year and they told me that they couldn’t give me
self-funding and I had to wait for another year. I was told I would need to get a full plan review
in order to get my funding changed to self-management. I didn’t want the hassle of a full
funding review but I’m more and more convinced I want to self-manage most things. I’m happy
to let my housekeeping be managed by a service organisation, since it is a hassle to find house
cleaners, but for other services I think I could do a lot better myself.
While this isn’t my experience, there are so many disabled people, including some of my friends,
who are not able to get the services they want. For example, people who were able to get
particular services through the ACT Government have had trouble finding a private supplier
now that the Government has withdrawn from providing many services. So quite a few people
are unhappy.
The assumption that the competitive model addresses all market needs is a bit fraught.
Like many new initiatives, there are going to be the problems in the initial years. It seems
that State and Territory governments are all withdrawing from many services and I don’t
know if the private sector will pick up all the services. Some services will not be sufficiently
profitable. It would be a pity if, like the national roof insulation program, profiteers come out of
the woodwork to rip everybody off. There’s a bad side to competition and private enterprise –
this was recognised beforehand but it doesn’t seem there is sufficient effort taken to prevent it.
I don’t think governments should be withdrawing so quickly from providing these services.
Homecare services are a good example – it’s a struggle finding some of these services and
getting the right people. There’s been a huge increase in demand and companies have not
been able to get the staff to meet the demand. I’ve had delays and disabled friends of mine
have had delays in getting services they’ve had before. The increase in demand for services
has overwhelmed many service providers. If I hadn’t had a good idea of the NDIS before it
started I think it would have been frustrating and confusing.
I had a career in the public service and know how to negotiate bureaucracy but many people
who haven’t worked in government could easily have been daunted by it. A lot of people didn’t
know what was wanted or what was available and they didn’t know how to couch their plans.
I gather that’s still the case. You can see from social media like NDIS Grassroots, a lot of people
are confused. I sincerely hope these problems can be sorted our fairly soon.

14

ACT Council of Social Service

| OC TOBER 2017

Rachel’s story – A fight to be treated right
Bureaucracy, complexity and debates over caps and funding can erode trust and
confidence in a personalised system while good planners, advocacy and support
are essential …

“…Suddenly I was in control, but I felt I had to fight for and justify all
the support I needed. And the result would have the biggest impact
on my life.” — Rachel
In March 2013 new legislation was passed that would dramatically affect the way I lived my life
in the future – the National Disability Insurance Scheme. I was equally excited and terrified. I was
excited because it just might mean a level of independence, choice and control I’d only dreamt
of previously; and terrified because I was continuously doubting my eligibility and how my
disability and the effect it has on my life would be judged by other people.

Glancing at the preparation documentation and information I was overwhelmed with the task
ahead of me. Not only did I have to have a comprehensive list of my supports, I had to have
goals. I’m not a goal driven person. It all seemed so hard. And the existing issues would remain
– workforce, support workers, money and bills, scheduling, and the lack of flexibility.

Stories of transition

Suddenly I was in control, but I felt I had to fight for and justify all the support I needed. And the
result would have the biggest impact on my life.

4

I fell into the biggest funk I’d ever had in my entire life. I couldn’t see a light at the end of the
tunnel. I withdrew from everything. The future was so overwhelming and I didn’t want to
do it. Of course, it wasn’t just the NDIS, other stuff had happened in my life at the time that
contributed to all these feelings.
What pulled me out of it? Time was a factor I think, and my family. I slowly pulled myself back
together and got a plan of attack for the NDIS. I made lists. I did things slowly and one at a time.
I started trying to explain who I was through writing; like writing a bio but in three short pages.
I felt it was important to convey who I was to try to paint a picture of why the support I required
was so imperative to my survival.
Most people expected that I would self-manage my NDIS plan because they felt I was intelligent
and organised. But the more I read about people’s experiences, the more I realised I didn’t want
a second part-time job having to manage budgets, pay bills, schedule support hours and have
to constantly fix problems.
I got a grant to “get NDIS ready” and undertook a PATH (Planning Alternative Tomorrows with
Hope) workshop through my provider. And I connected to a great advocate. I worked on my
planning workbook and goals. I managed to connect all my supports to five goals. It was a thing
of beauty.
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I filled in my application form, did all that I needed to get on the radar with the NDIS. Nearly
three months after lodging my application, I received an email from NDIS advising the date
of my initial planning meeting another two months away, to be held at the Braddon office.
When the NDIS was first implemented, people with disability were at the centre, “We will
come to you” they said. Well, I wasn’t going to let them renege on this so I sent a reply email
requesting the appointment to be at my house.

Stories of transition

The planner arrived at my house 30 minutes early however my support person had not yet
arrived. I handed the planner my well prepared documents. You can imagine my surprise
when he said “Oh no one really reads these.” It was heart-breaking. His attitude to the entire
process seemed very apathetic. I felt like this was a ‘tick and flick’ exercise and my support
would virtually stay the same. There were significant gaps that needed addressing immediately.
I wasn’t going to let that happen.
I had to be very forthright and push my needs or I would have ended up not moving ahead.
Thankfully the NDIS responded very quickly and I was allocated a new, experienced planner.
This time around I was listened to, my plan was completely based on the document I had
prepared. It was a completely different experience.
And then the news broke that the NDIS wasn’t accepting any more participants in the ACT
because the cap had been reached – 5000 participants. Funnily enough, three weeks earlier
on the news was a story about the celebration of the 5000th participant. There was cake and
balloons and the mandatory good news story. My world fell apart again.
Fortunately I had good support from my agencies. Three days later finally I had confirmation
that I was in! I’d beat the deadline and was in the 5000! However no one from the NDIS had
actually contacted me to say I was in the scheme and my plan was active.
I thought I was out of the woods but I was about to get very lost in the NDIS portal palaver.
I called the national hotline. I logged onto MyGov website. I tried to link my accounts.
Roadblock, I needed a code from NDIS. Why on earth didn’t they tell me that when I was on
the phone to them? And for the life of me I couldn’t get a PDF copy of my plan. Back to that
blasted 1800 number.
So then my path on the NDIS started. I researched and then engaged a plan manager. I signed
papers and service agreements, I got an OT to do an assessment for my home modifications
and mobility equipment. I hadn’t had a new chair in nine years and had spent thousands just
keeping my existing one running.
Then I got emails from the NDIS, approving the funding for my power wheelchair, and a new
manual wheelchair, and some home modifications. A month later, I received another email from
the NDIS taking back the approval. Here we go again. Suffice to say I had another fight on my
hands to get funding for my chair.
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Steven’s story – I’m in limbo
Accessing mental health supports during the NDIS transition has proved difficult and
frustrating for some people with psychosocial disability …

“…I’m not getting anything from the NDIS. I’ve had a frustrating time
with them. Even though I’ve proved myself to Centrelink that I have
a mental illness and thus I have a disability, I still have to prove that
to NDIA.” — Steven
I need some psychological supervision, ideally by a psychiatrist. Experience has shown me
it’s highly risky to try to live my life without medication because if I do I risk my emotions
becoming volatile, and I could go manic.

I need physiological professional support, medication, income support and accommodation,
and social networking, and relationship advice from time-to-time.
I’ve been at university trying to study but a variety of factors have sabotaged that. I tried a
variety of degrees.

4
Stories of transition

I suppose I need something to help me deal with the isolation in my life because of my health
and the fact that I’m not working fulltime. I’m 50 years old. People my age typically are working
fulltime or running a business and they’re probably married with children whereas I really only
have my mother for company most of the time. I rely on living with my mother and the stresses
on my mum are quite high. She’s 87.

I’m not getting anything from the NDIS. I’ve had a frustrating time with them. Even though I’ve
proved myself to Centrelink that I have a mental illness and thus have a disability, I still have to
prove that to NDIA. It is very difficult for me to afford to pay for the psychological assessment,
even though I’ve had psychological assessments in the past.
A social worker from a social service organisation has been helping me with the paperwork.
We’ve seen my GP together and he’s filled out the appropriate section of the form but we’re
hamstrung by the fact that I haven’t consulted a psychologist or a psychiatrist. The psychiatrist
fees are just astronomical like about $600 per hour. It’s partly covered by Medicare but you
will be left with a gap you have to pay. How am I going to find fees for a minimum of four
consultation sessions?
If I was living in shared accommodation I would be struggling financially. Living with my mother
is not entirely peaceful but I am able to enjoy a surplus but even so to afford the fees of just a
psychologist is a challenging exercise.
I haven’t given up. No, it’s just I’m in limbo. The approach taken, in consultation with my
social worker has been gently, gently, softly, softly one step at a time. It’s just been a cautious
approach to apply then they’ll knock me back and then they have to start all over again.
Someone else from a mental health service said that all you need to do is get your doctor
to fill out this form but the social worker said ‘no’.
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I think the hardest part is their bureaucratic bloody mindedness – they insist that no matter
what you prove yourself to be disabled from scratch. The NDIA will not communicate or consult
another relevant agency such as Centrelink to check with them.
It’s just so frustrating because it would save so much time, so much money and so much pain,
so much heartache because it’s hard enough living with what you have to live with, your
disability whatever it is.

Fiona, Geoff & Sylvie’s story – The hard road of self management
Self-managing is a key part of individualised funding but can be a hard road which
highlights the importance of advocacy and information, linkages and capacity building...

Stories of transition

“…Because we are humans, we need to live in groups and be able to share
information, not just physical supports.” — Geoff
“Before NDIS we had a social worker who knew the system and could
navigate and advocate on our behalf. We realised that the social worker
was one of the main and most vital supports we had in advocating for us.
Since NDIS we haven’t had any advocacy.” — Fiona
Choice and control?
Fiona: Our 12 year old daughter, Sylvie, has cerebral palsy. So we need many different support
and professional services. We need trialling, purchase and maintenance of equipment. We need
respite care for Sylvie and community inclusion support. We need transport. Naturally Sylvie
goes through growth spurts and needs to trial new equipment every few years. She goes to
the gym once a week where she has an exercise physiologist. At school she needs a learning
support assistant and LSA 100% of the time.
Geoff: One of the positive things is that we got Sylvie’s power chair pretty quickly, before NDIS
it took two years. In the old days with block funding, the organisations would say “This is what
you get”. Therapists would come out but it seemed to be infrequent and sometimes not well
targeted. When we felt Sylvie needed more therapy we often turned to other outside agencies.
In the first year I think the NDIS scheme was better. We had someone we could talk to directly,
the portal was easy to use, the budget was more generous and we managed to get more
equipment. We pay the provider so we are their clients. We are able to have more control over
selecting carers and when they came in. We’ve got a budget to manage for the year so we
decide how many hours we need at certain times. That flexibility is good. It’s a better model in
that sense; we’ve been able to get more therapy.
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Fiona: Now we are the hirer and firer and it’s better in that respect. One of the NDIS goals
was to have an open competitive market. Before the NDIS the big problem was therapists and
organisations overcharging. Because it was a disability label, they would double the price on a
lot of stuff. Now they are keen to please and to provide good service. But there are shortages
of some therapists. We didn’t have an occupational therapist for six months.
The hardest part of the transition has been managing the NDIS package plan. We chose to
self-manage and that meant we had to learn the system. It took us 6 months to get our heads
around how to do it.
Geoff: We are both glad we chose to self-manage the plan instead of having a ‘middleman’ but
it is like running a small business. Imagine managing all of that money with the bookkeeping,
accounting and coordinating therapists and emails, etc. Initially it was three days a week of
administration! In our case our daughter has complex needs, so it’s going to be complicated.
But accessing the system could be a lot simpler.

Geoff: We’ve been waiting on a standing frame for Sylvie for over a year now. It had landed on
someone’s desk who was on maternity leave. And because it had been sitting there for so long
the quote was out of date. It fell through the cracks. We still haven’t got it.
When we started I tried to use the NDIS portal. After three hours I said I’m never using the
portal again! Then we discovered that we could get a budget for a plan manager who is trained
to do the portal work and registered with the NDIA. People aren’t told what’s available in a
NDIS package.

4
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Fiona: Last year it was really good to have one person in the NDIA that we could talk to and
they knew Sylvie’s case and they could push her case if we asked them too. But now there are
less people to talk to, less budget, less staffing. The negotiation process now seems rushed
and it’s very hard to get things happening.

Fiona: Do we feel better since the recent changes? No, not particularly. Sylvie gets a lot more
therapy which is really good, but it feels like we have to argue for everything. One of the worst
things has been the gap between eligibility. The NDIS says they won’t fund anything that has to
do with education and but then the Department of Education says NDIS funds stuff to do with
disability. There is a real grey area in between, for example we need this software so Sylvie can
do maths. The Education Department and NDIS are still butting heads over that after two years!
We need to get Sylvie to school in a reasonable time on a special ACTION bus with wheelchair
access but she was on the bus for up to an hour and half. It’s just 5 minute away! So we kicked
up a fuss and it took 10 weeks to get some action—some action from ACTION.
Geoff: When you phone NDIS there is one number, the national number and it’s like trying to
pour all of the people in Australia through one single door. You ring up and you don’t know
what’s behind that number, it’s a mystery. You talk to someone and they will redirect you to
somewhere, you don’t know where you’re going. Usually it’s half an hour to an hour waiting
time. They don’t make it easy for you. So what I do is email through to our person and ask
them to call me.
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But despite that I’m really happy that in the new Federal Budget they’re going to fully fund
the NDIS through a Medicare levy. That’s fantastic!
Also families need information and support as quickly as possible. That’s the key. There are
kids being born with disabilities in hospitals and parents getting sent out to the big wide
world. They need early intervention so that they have lifelong supports. Otherwise they’ll be
floundering for years. The earlier you can help people with disabilities, especially brain injuries
and muscular problems, the better the outcome will be.

Stories of transition

We’re Canberra people, we’re well educated and it’s still hard for us. Imagine how hard it
would be for people who aren’t.
I was a board member of what they call a second tier organisation. When NDIS came in we
couldn’t get funding for Information Linkages and Capacity Building (ILC). But this was an
organisation providing informal social networks which is important for families. Because we
are humans, we need to live in groups and be able to share information, not just physical
supports. That second tier is really important as well. They were kind of umbrella organisation
looking after all of these smaller specialised ones. Great concept but I don’t think ILC has been
a priority. It hasn’t been sorted out yet.
Fiona: Before NDIS we had a social worker who knew the system and could navigate and
advocate on our behalf. We realised that the social worker was one of the main and most vital
supports we had in advocating for us. Since NDIS we haven’t had any advocacy. We are pretty
good at advocating for Sylvie but sometimes it just gets even harder than that. The therapy
organisation was disbanded.
Fiona: We would like to get a comment from Sylvie about the NDIS.
Sylvie: [age 12] I think it goes up and down, down a lot. I don’t trust NDIS. It’s too dodgy.
Geoff: We complain about it a lot and you hear us complaining.
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Where did we mean to go and are we there yet?
Selected key recommendations from the Productivity Commission
Disability Care and Support Report of 2011 compared to the
reality as experienced, perceived and reported in 2017:
RECOMMENDATION – 20114

REALITY – 2017

Recommendation 1: The National Disability
Insurance Scheme (NDIS) should… “provide
information and referral services, which should
be targeted at people with, or affected by,
a disability”

Specialist disability information services
program abolished by the Australian
Government in 20155.

The NDIS should put in place memoranda of
understanding with the health, mental health,
aged and palliative care sectors to ensure that
individuals do not fall ‘between the cracks’ of
the respective schemes, and to have effective
protocols for timely and smooth referrals.

While there is some bilateral work between
systems there is no comprehensive framework
of MOUs in place. Mental health groups
report concerns that community-based,
recovery‑oriented programs are scheduled to
cease and concerns about the supports being
offered through plans.

NDIS clients report just being handed a large
list of providers in place of a referral service6.

The Mental Health Community Coalition of
the ACT has raised serious concerns about
the outcomes for NDIS participants with
psycho‑social disability from the NDIS plan
review process calling for a cessation to the
dramatic cuts being experienced by NDIS
participants with PSD at the time of annual
review of their Individual Funding Packages7.
A leading mental health advocate Patrick
McGorry claimed “the last-minute decision
to include mental health support in the $22
billion National Disability Insurance Scheme
was a costly, dangerous mistake that should
be unwound before lasting damage is done”.

4

Recommendations of the Productivity Commission Inquiry on Disability Care and Support, 2011, https://www.pc.gov.au/inquiries/
completed/disability-support/report.
5. C Knaus, Federal funding cuts force closure of vital disability support service, The Canberra Times website, 28 Jun 2015, http://www.
canberratimes.com.au/act-news/federal-funding-cuts-force-closure-of-vital-disability-support-service-20150626-ghyuku.html.
6. NDIS Grassroots Discussion, Facebook Group, https://www.facebook.com/groups/239631286154106/.
7. S Viereck, Executive Officer, Mental Health Community Coalition ACT, Correspondence, 3 Aug 2017.
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REALITY – 2017

The supports to which an individual would
be entitled should be determined by an
independent, forward-looking assessment
process by the NDIA, rather than people’s
current service use.

The National Disability Insurance Agency
(NDIA) has implemented changes to the way
it is rolling out plans including the introduction
of what the NDIA is calling ‘My First Plan’ which
are based largely on existing supports and
remove the requirements for people to specify
goals in their plans8.

The NDIA should improve engagement of
the general community and people with
disabilities by:

There is no compact with providers and rather
than being freed up by the NDIS to promote
community engagement and disability
employment many community providers
report themselves as struggling with forced
mergers, being unable to fit the NDIS funding
framework; and occupied by filling the cracks
between systems including mental health,
aged care and disability9.

• forming a ‘compact’ with not-for-profit
disability service providers that would:
– use the voluntary and philanthropic
resources freed up by the creation of a
properly funded NDIS for activities that
promote community engagement and
employment for people with disabilities
– clarify their new roles in the system

Local Area Coordination has been slow to roll
out with a provider only recently appointed to
the ACT as a whole of jurisdiction launch site.

• undertaking local initiatives, including
improving access to buildings and public
spaces, to address disability issues within
the community
• specifying roles for local area coordinators
and disability support organisations to
connect NDIS participants with the local
community and to build the capacity of
the community for such interaction.

8
9

22

CareNavigator, Understanding NDIS My First Plan: Part 2, CareNavigator, 3 Jun 2016, https://www.carenavigator.com.au/
ndis/understanding-ndis-my-first-plan-part-2/.
W Williams, Concerns People With Mental Illness Could Fall Through Gap of NDIS, Pro Bono Australia, 9 Jan 2017,
https://probonoaustralia.com.au/news/2017/01/concerns-people-mental-illness-fall-gap-ndis/.

ACT Council of Social Service

RECOMMENDATION – 20114

REALITY – 2017

The assessment process should be a valuable
intervention in its own right, rather than just an
entry point to supports. The process should:

According to the Productivity Commission
report on NDIS costs “…the speed of the NDIS
rollout, as specified in Bilateral Agreements
between governments, has put the scheme’s
success and financial sustainability at risk. It
has resulted in the NDIA focusing too much on
meeting participant intake estimates and not
enough on planning processes, supporting
infrastructure and market development.

• draw on multiple sources of information,
including:
– information provided by the individual
with a disability, including their aspirations
and requirements for supports
– information provided by an individual’s
circle of support, including family
members, carers and direct support
professionals
– information on the current support
provided both formally and informally
– current medical information on the person
with a disability
• assess the nature, frequency and intensity of
an individual’s support needs. The process
should be person-centred and forward
looking and consider the supports that would
cost-effectively promote people’s social and
economic participation, rather than only
respond to what an individual cannot do
• determine what supports outside the NDIS
people should be referred to, including
referrals to Job Services Australia providers
• consider what reasonably and willingly could
be provided by unpaid family carers and the
community (‘natural supports’)
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This focus is manifest in poor outcomes such
as confusion for many participants about
planning processes; rushed phone planning
conversations; inadequate pre-planning
support for participants; problems for providers
with registering, pricing and receiving payment;
and a lack of effective communication with
both participants and providers.
For the scheme to achieve its objectives,
the NDIA must find a better balance
between participant intake, the quality of
plans, participant outcomes, and financial
sustainability. Steps are now being taken by
the NDIA to better balance these aspects.
Greater emphasis is needed on pre-planning,
in-depth planning conversations, plan quality
reporting, and more specialised training for
planners. The Commission is unable to form
a judgment on whether such a refocus can
be achieved while also meeting the rollout
timetable”10.

• translate the reasonable needs determined
by the assessment process into a person’s
individualised support package funded
by the NDIS, after taking account of
natural supports
• provide efficiently collected data for program
planning, high level reporting, monitoring
and judging the efficacy of interventions.

10 Productivity Commission, Position Paper – National Disability Insurance Scheme (NDIS) costs, Commonwealth of Australia, Canberra,
June 2017, p.2.
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Governments should give people with
disabilities eligible for benefits under the
NDIS, and/or people who act on their behalf,
various options for exercising choice, including
the power to:

Partially realised to some extent and many
people do have a combination of plan
managed and NDIS managed support.

• choose service provider/s to meet their
needs specified in their individual packages
• choose disability support organisations
that would act as intermediaries on their
behalf when obtaining the supports
specified in their individual packages
from service providers
• ‘cash out’ all or some of their individual
packages if they wish… choose a
combination of the above.

In the ACT a recent Quarterly dashboard report
found that 1005 people had been approved for
agency managed plans, 878 had a combination
and 293 had self managed plans11.
Nationally a clear majority of people 68% had
plans managed by the agency and only 7% had
fully self-managed plans12.
ACT work on choice, control and marketization
in disability services finds that “the National
Disability Insurance Agency’s ability to fulfil
the purpose of the NDIS is fast losing credibility,
through its disempowering processes that
restrict rather than enhance people with
disability’s exercise of choice and control over
their supports. Examples include:
• Limiting person centred planning with the
advent of the ‘my first plan’ stage, during
which planning processes exclude or severely
restrict the development of an individual’s
vision and goals for their life, frequently
reducing the process to only a half hour
conversation on the phone and keeping
service levels as they’ve always been for
the first year
• Rationing and reduction of services following
the formal review of an annual NDIS plan
• Information about the participant, through
the development of their plan, being
primarily controlled by the agency, with
no opportunity for the participant to
be consulted about the plan before it is
finalised to ensure it properly reflects their
goals and needs”13

11 NDIS, Quarterly ACT Participant Dashboard Report, NDIS, 30 Sep 2015, https://www.ndis.gov.au/html/sites/default/files/documents/
Quarterly-Reports/Participant%20dashboard%20-%20ACT.pdf.
12 NDIS, 9th Quarterly Report Dashboards, NDIS, n.d., https://www.ndis.gov.au/about-us/information-publications-and-reports/
quarterly-reports/9th-qr-dashboards.
13 ACTCOSS, Choice and control: Strengthening human rights, power and inclusion for people with disability, ACTCOSS, Apr 2017, p.12, http://
www.actcoss.org.au/publications/advocacy-publications/choice-and-control-strengthening-human-rights-power-and-inclusion.
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RECOMMENDATION 5.7

Productivity Commission Report on NDIS
costs: “The interface between the NDIS and
other disability and mainstream services is
also critical for participant outcomes and the
financial sustainability of the scheme. Some
disability supports are not being provided
because of unclear boundaries about the
responsibilities of the different levels of
government. Governments must set clearer
boundaries at the operational level around
‘who supplies what’ to people with disability,
and only withdraw when continuity of service
is assured”14.

The NDIS should seek memoranda of
understanding (MOUs), with relevant
mainstream services, including housing,
education, transport and employment.
The MOUs should detail the separation
between specialist disability and mainstream
services and the process for making referrals
between the two.

There should be a red-tape advisory group
for the NDIA that includes key stakeholders
— people with disabilities, carers, service
providers and disability support organisations.
It should advise the NDIA on ways of controlling
compliance burdens on providers, people
with disabilities and carers, and to ensure
plain English forms, letters and emails.

There is no externally facing red-tape advisory
group, however, there is frustration with
over‑regulation of the NDIS with some claiming
that red tape is “the new normal” under NDIS15.

The NDIS and the NDIA should cover all
Australian jurisdictions.

Western Australia is still not covered by NDIS.

| OC TOBER 2017

14 Productivity Commission, Position Paper – National Disability Insurance Scheme (NDIS) costs, Commonwealth of Australia, Canberra,
June 2017, p.2.
15 N Cater, NDIS red tape and confusion – it’s the new normal, The Australian website (paywall), 20 Jun 2017, http://www.theaustralian.
com.au/opinion/columnists/nick-cater/ndis-red-tape-and-confusion-its-the-new-normal/news-story/bee18bca5dd8b414a5f8c14
4f155eaf7.
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RECOMMENDATION 10.4

Advocates have concerns about state and
territory governments retreating from
advocacy. In the ACT the future of disability
advocacy organisations is unclear with some
organisations only having year by year funding.

The Australian Government, through the
Department of Families, Housing, Community
Services and Indigenous Affairs should
continue to provide funding for general
advocacy by non-government organisations,
with no involvement by the National Disability
Insurance Agency in this funding role.
State and territory funding of disability
advocacy groups should continue.

Over the last decade Federal advocacy funding
has been under almost continual review with
the Department of Social Services recently
concluding another review of the National
Disability Advocacy Program.
On the back of that review, Minister for Social
Services, Christian Porter, and Assistant Minister
for Social Services and Disability Services, Jane
Prentice, recently announced ongoing funding
for the National Disability Advocacy Program
(NDAP), however, this funding is only for one
year and the future of the whole program
continues to be unclear after 2020.
There is also no growth funding to account
for additional demands caused by the NDIS
although the sector has called for substantial
new funding which is urgently required to
provide sufficient supply of independent
advocacy and to ensure that further gaps in
advocacy provision do not develop while the
NDIS rolls out in all states and territories.
A number of systemic advocacy peak and/or
representative bodies were defunded in 2014
as part of the DSS New Way of Working with
Grants shake-up.
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State and territory governments should
create insurance schemes that would
provide fully‑funded care and support for all
catastrophic injuries on a no-fault basis, and
that would collectively constitute a National
Injury Insurance Scheme (NIIS).

Currently no-fault third party motor vehicle
insurance is in place in New South Wales,
Victoria, South Australia, Tasmania, the
Australian Capital Territory while Queensland
has recently implemented a National Injury
Insurance Scheme.

The NIIS would include all medical treatment,
rehabilitation, home and vehicle modifications
and care costs, and cover catastrophic injuries
from motor vehicle, medical (excluding cases
of cerebral palsy associated with pregnancy
or birth, which would be covered by the NDIS),
criminal and general accidents. Common law
rights to sue for long-term care and support
should be removed, though access to damages
for pecuniary and economic loss, and general
damages would remain.

In March 2017, the Australian states and
territories agreed to implement a National
Injury Insurance Scheme (NIIS) for people who
have been catastrophically injured in motor
vehicle accidents. The states and territories
further agreed to impose a set of minimum
benchmarks for these schemes.

| OC TOBER 2017
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Organisations in transition
Community services have their own stories to tell and these include the stories of
volunteers, staff, board members, planners and CEOs.
A number of organisations came forward to speak about how transition was working
through their eyes.
We present their stories alongside some brief snapshots which speak to common experiences.

Stories of transition

Gugan Gulwan Youth Aboriginal Corporation – When a
mainstream model isn’t enough
A Canberra Aboriginal and Torres Strait Islander community service found that
people were confused by the process and frustrated with the lack of culturally
appropriate services …

“NDIS is a mainstream model of funding that does not consider an
individual’s cultural needs and identity, and/or complexity of issues.”
— Gugan Gulwan
Gugan Gulwan Youth Aboriginal Corporation (Gugan Gulwan) was funded to provide an
NDIS outreach service to the Aboriginal and Torres Strait Islander community in the ACT.
The funding ceased as of 31 December 2016.
Gugan Gulwan was funded to support an individual’s NDIS application and gathering of
evidence; we ended up doing the planning for implementation and sourcing service providers.
The process of gathering evidence and how NDIA measure functional impact and level of
funding is not easy for anyone to understand let alone navigate.
Gugan Gulwan found that people can be confused by the NDIS process. The process itself
is prolonged and stressful. Clients don’t understand that once they are deemed eligible and
receive funding you get sent a 50-page document of all the service providers and people
don’t know what to do so therefore implementation never occurs.
The client’s expectations versus the reality of what they can do with their NDIS package can
be overwhelming and confusing. It appears what you can and can’t do with your NDIS funding
is determined on your ability/capacity to manage your services and on what is currently
deemed “reasonable and necessary”.
Service providers are now vying for business. They want all your services but don’t necessarily
deliver due to several reasons; capacity to deliver and that the NDIA accepted costing for
services is below the actual cost for the provider to deliver.
Gugan Gulwan has seen that repeatedly.
But you do get to see positive impact of NDIS where family that have never received support
finally get an improved quality of life. But that is not the general case with NDIS.
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NDIS is a mainstream model of funding that does not consider an individual’s cultural needs and
identity, and/or complexity of issues. It is not a holistic model; it is narrow in the support it can
provide. In most individuals, circumstances and disability overlap into many domains of their life.
We have had clients that only wanted Aboriginal or Torres Strait Islander workers in their home.
So, we also tried to recruit Aboriginal and Torres Strait Islander people for service providers to
provide support to our clients.
The NDIA does not appear to have an established and dedicated Aboriginal and Torres Strait
Islander team, which further disadvantages our clients’ NDIS process and engagement. There
have been fantastic staff with the NDIA who were driven and dedicated to providing access
to NDIS for Aboriginal and Torres Strait Islander people. But they have been moved around it
seems; to ensure they are not in that space.
The cessation of funding for Aboriginal and Torres Strait Islander NDIS services is disappointing
from an organisational and professional perspective. For when the funding ceased, the clients
we had supported have been left without a service, and subsequently without NDIS.

SEEKING CULTURALLY APPROPRIATE SERVICES:
“The National Ethnic Disability Alliance (NEDA) as the national peak body representing
the rights of culturally diverse people with disability has ongoing concerns that limited
attention has been given to the improving of equity for Culturally and Linguistically
Diverse (CaLD) people, including through culturally competent services in the NDIS
transition. Of particular concern, has been access to interpreters and translated material,
which is a specific obligation under Article 30.4 CRPD and is supported by ICERD.

Stories of transition

There should be an Aboriginal and Torres Strait Islander NDIS block funding that should be
delivered by an Aboriginal and Torres Strait Islander organisation.

Only recently has the NDIA moved to include translation services into the NDIS planning
process, some 4 years down the track. We have welcomed this addition to the planning
process for the CaLD community but note that many people have been navigating this
difficult process without the added support of interpreting services, with the question
being: have they received the best available advice with regard to their specific care
needs and supports?
As the NDIS has progressed we have developed growing concerns about truncated
planning meetings and processes which could disadvantage people from culturally and
linguistically diverse backgrounds. Information plays an important part in being able
to access and locate culturally specific services and it’s of concern that we are only now
seeing the rollout of national ILC funding for these services, despite the NDIS having
been operating on the ground for several years in some launch sites such as the ACT.
In 2011 the Productivity Commission recognised that moving to self-management could
be a challenging prospect for some people requiring good peer support and local area
coordination, however, the availability of culturally appropriate peer support has been
limited and we are only just seeing the commencement of a provider for Local Area
Coordination in the ACT.”
Dwayne Cranfield, Chief Executive Officer, National Ethnic Disability Alliance
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Rebecca Davey – You don’t fit the matrix
Self-help organisations are wondering where they fit in a new world that recognises
formal supports, but can’t decide how to value and accommodate peer supports …

Stories of transition

“It’s about coming together with people who understand. If you’ve got
Parkinson’s Disease you want to come together with people who understand
the tremors, the brain fog, all the issues … Just because you don’t fit into
a particular tick box doesn’t mean you don’t need services.” — Rebecca
Self Help Organisations United Together (SHOUT) is a not-for-profit umbrella organisation
that provides vital support to over 47 self-help and peer support groups for people with
disabilities, health and chronic conditions in the ACT. SHOUT provides these small groups
with infrastructure, support services, room hire, and high level administrative support.
A number of these groups are small community organisations entirely managed by volunteers
which provide a lifeline to people with health conditions.
SHOUT used to receive block funding. Then when NDIS came in there was the annual transition
funding through the Information, Linkages and Capacity Building (ILC). Now the problem with
that annual funding was that we didn’t know year to year whether we could continue. We didn’t
get clear feedback from the bureaucrats and that was largely because they didn’t know what
was going on either.
So SHOUT went from one year contract to another and it wasn’t until mid-2017 that it
became evident that this would be the last year. There had been just this feeling that this
would continue forever. As a result, the SHOUT board hadn’t done a lot of forward planning.
We were talking about a volunteer board who probably weren’t fully aware of what was going
on in the sector. The contracts aren’t announced until last minute.
There wasn’t really enough money in these contracts because the amount wasn’t indexed.
The income that SHOUT itself was generating wasn’t going up either. If they increased all
their membership fees up they would cost them out of the market. So the money was going
backwards. They were caught in a real bind.
When the ILC tender documentation came out it was really clear that there would be no base
funding for the ‘bricks and mortar’. However, SHOUT is one of those unique organisations
that provides the ‘bricks and mortar’ to support small organisations to produce services to
the community. For example we supply the administration, overheads, IT, payroll systems,
insurance, all that kind of stuff.
Now a lot of those littler organisations are more health oriented so they weren’t even
eligible to apply for ILC grants. Those that were eligible could apply for a small portion of
rent but only as part of their project. It meant SHOUT couldn’t get the rent through our own
member organisations.
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Therefore SHOUT had to announce that we would close down, that we were at the point
of insolvency without a contract. We had just enough money to pay for redundancies.
We also needed to tell all those member organisations that they would need to move out
of the building. We needed to give them time to find another host organisation.
Through lobbying and in the media we managed to gain some political traction. They could see
that SHOUT was an organisation that really needed support because the impact it had through
the other organisations supported. Eventually the Department of Disability through the Minister
agreed to support us through a restructuring process. We are now going through a process of
business planning. It’s still quite uncertain as to where we’ll go. At this point in time we have six
month funding to explore the social impact of SHOUT’s work and look at our business structure.

In relation to the staff, we lost a very long term Executive Director because of the funding
uncertainty. Our two remaining office admin staff have taken on the role of ED between them
and that whole suite of extra work. At the moment I’m seeing two very stressed staff. Every time
they plan to take leave something will happen and they’ll have to respond to it.
For the member organisations, it’s been an upheaval because without SHOUT’s support they
will either wind up or end up back on somebody’s kitchen table. It’s very hard to get funding
for an organisation that operates from somebody’s kitchen table.

Stories of transition

Regardless of the outcome for SHOUT, that planning information will be useful to upskill the
small NGOs within the community. Those little NGOs grew from specific interest groups often
started as a couple of families around a kitchen table. Through the work that SHOUT does with
them, they’ve improved their governance. They’ve learned a more mature business approach
but are still teetering on the edge. They are the groups that really help those individuals back
in the homes in the ACT.

For the consumers, the users of these organisations, that means they are losing their lifeline.
Some organisations that run self-help courses are going to disappear. Our training room won’t
be available for exercise classes. We’re talking about frail aged people, people with disabilities,
people that have nowhere else to go.
For a lot of these people it’s about coming together with people who understand. So if you’ve
got Parkinson’s Disease for instance, you want to come together with people with Parkinson’s
who understand the tremors, the brain fog, all the issues. You can’t just go off to a gym where
they don’t understand those nuances. Meanwhile the partners or carer would get together
as well so they have their own support group happening. We were assisting two groups at once
to get the support that they needed. So that’s all going to go if SHOUT goes.
I don’t think the transition has been handled at all. That’s the sad fact. There hasn’t been great
communications between levels of government. The ACT Government didn’t understand the
actual framework for ILC grants and believed that SHOUT would win the grant and it would
continue. In reality, the ILC funding was never going to fund the ‘bricks and mortar’ type of work
of any organisation. It was only going to fund projects. And even though SHOUT has been lucky
enough to win a grant this round, it’s only for one year and it won’t cover all of that work that
SHOUT does to assist fringe organisations that depend on us for their housing, IT and whatnot.
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SHOUT helps out little community groups. One group is the Pearce Women’s Collective, just
a little group of elderly women that meet for coffee and a chat once a week and support each
other. They are largely widows living largely on their own. They’ve got disabilities of ageing.
They don’t fit into the NDIS but they are socially isolated. For a lot of them it’s the only place
they have to go in a week. They have a safe place of people that are the same as them. That’s
really important to people in the community.

Stories of transition

Initially I had hopes for NDIS. As an individual, I have a child with a disability, I saw this as a whole
new world. I thought that this would encompass people with a disability across the lifetime
spectrum. I never thought that there would be an age cut off. If you have a disability, you have
a disability at any age. A disability doesn’t distinguish on age or anything else. I thought that
this would be empowering to people. People would have the supports that they needed.
They wouldn’t just be shoved in a system which is how it’s been my entire working life. I didn’t
think that I’d end up back in a system that was going to shove me in a corner saying this is what
you are going to get.
And I didn’t think it was a system that would be saying to organisations as well you’re no longer
viable because you don’t fit into our matrix. I thought the NDIS was going to allow organisations
to be innovative and be able look outside the box. So from an organisational point of view,
it’s gotten harder and harder to provide what our consumers need. If you can’t tick all the dozen
boxes the NDIS want then you’re not relevant. Is my disability enough of a disability? That
becomes really difficult for both the organisation and the consumer to prove their worth or
prove their need in the community.
If I had the opportunity to talk to the head of the NDIA I would say don’t write off that base
funding for organisations that provide assistance to people living on the fringes. Just because
you don’t fit into a particular tick box doesn’t mean you don’t need services.
Rebecca Davey is Chair of SHOUT
HOUSING ADVOCACY ON A KNIFE’S EDGE …
“ACT Shelter is the affordable housing consumer peak in that we try to represent
people either living in or in need of affordable housing in our advocacy and policy
work. The biggest impact for ACT in recent times for social housing was a reduction
in the National Affordable Housing Agreement. Because it is allocated on a per capita
basis and the public service being a major employer here and a driver of population
growth, when job cuts occurred in the public service, the ACT’s population growth
estimates were revised down and as a result, despite ACT Government topping up their
contributions the ACT community lost a bit over $4 million in funding in the National
Affordable Housing Agreement in the years 2012–2015. All that money came out of
the homelessness budget and ACT Shelter’s budget and as a result we lost a policy
officer, which was probably less important than women’s refuges losing beds and
other services having programs, but it does severely curtail our ability to do any kind
of research.”
Travis Gilbert, Executive Officer, ACT Shelter
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Suzanne Bain-Donohue – Three years too late
Shortly before printing, the NDIA opened funding for Information, Linkages and
Referrals under national ILC funding but the decision came three years too late
for Canberra based specialist disability information services which will now have
to be reinvented …

“We didn’t expect to come through change unscathed and we knew
we might close but we did expect that there would be some care and
stewardship of a specialist disability information services program so
that people with disability didn’t lose out” — Suzanne
While it’s good to see the NDIA finally opening a funding round for information, linkages and
referrals, this comes several years too late for many people with disability in the launch sites,
as well as disability organisations that had much to offer in this space.

You can’t create this kind of service overnight, and continuity is important in maintaining
relevant and up-to-date information.
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This decision comes three years after the Commonwealth made a decision to wind up
the specialist disability information program which funded Nican. The Nican website and
information service was the only comprehensive national source of information, referral and
advice for people with disability who want to get involved in sport, recreation, the arts, tourism
and community life. Nican had over 3,500 organisations listed within a fully compliant website
and almost 30 years of knowledge about where to find services in local communities.

The Federal Government Department of Social Services failed to initiate meaningful attempts
to support a transition with knowledge transfer and good continuity for Nican’s service
offer. They even baulked at our efforts to ensure the proper handover of materials to meet
requirements under their own Commonwealth Archives Act during the final days.
We didn’t expect to come through change unscathed and we knew we might close but we
did expect that there would be some care and stewardship of a specialist disability information
services program so that people with disability didn’t lose out.
It’s sad and wasteful that the Commonwealth will now need to entirely reinvent the wheel,
cobbling together information resources from scratch when these were already at hand.
The saddest thing is that people with disabilities have entered planning processes without
all of the knowledge and information that could have supported them to build great lives.
This was all avoidable if the Federal Government had acted with foresight and different areas
had communicated through the transition.
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“We know that sustainable transformation can only occur if we build trust,
safe environments for choice and offer genuine deregulation.
The stories tell us reform too often delivers mistrust while quality, safety and
external scrutiny are not properly resourced.“
Susan Helyar, Director, ACTCOSS

Robert Altamore – Services lost in transition

Stories of transition

Disability representative organisations flag a loss of key information, advocacy and
allied services which don’t easily slot into a market model …

“…The ACT Government needs to stay in the game.
It can’t say it’s all a Commonwealth matter, we’re not
going to get involved.” — Robert
Because People with Disability ACT (PWD ACT) are a peak body and also a tier 1 level service,
we haven’t been directly affected by NDIS. Other aspects of ACT Government have had an
impact on our funding. We have applied for NDIS funding under ILC. We got a $10,000 grant
which wasn’t really adequate. Basically if we hadn’t got that, we would have done a very
restricted project for NDIS.
Many of our member organisations have been affected by the transition. For example we know
of one of our member organisations, transition housing Capital Community Housing has closed
its doors. Technical Aid to the Disabled ACT (TADACT) has also been affected. Radio 1 RPH is one
of those services lost in transition because it doesn’t fit the NDIA model. Or they say it doesn’t.
I take the view they’re wrong.
The transition has had a mixed impact on individual clients. If a client has had a good advocacy
support and a good NDIS plan particularly early on, transition has been good for them. If the
client has come in to NDIS later or has poor advocacy support, they have had a lot of difficulties.
NDIS has brought disruption to the service sector. A lot of services that were once there are
not there. A lot of new services haven’t quite got their act together in terms of finding staff
and doing things.
There’s been an influx of organisations into the sector. Whereas before NDIS there were
70 organisations in the disability space, according to the ACT Government there are now
450 registered with them as providing disability services. Despite the influx of organisations,
people are having difficulty finding and locating services. So something’s going wrong.
The main problem is the sheer volume of change and that people haven’t been able to adjust
quickly enough. The services haven’t been there to meet the demand. The NDIS was a huge
market disruption. Of course market disruptions are wonderful in theory because they clear
out the dead wood. It’s like uprooting a plant getting green shoots.
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You get disruption but the problem is the old services disappeared and the new ones haven’t
come to take their place yet. Also a lot of specialist disability services and single diagnostic
services have had trouble adjusting to the NDIS system. They are not flavour of the month.
And so these services are losing government political and financial support.
In theory they were supposed to take over, but in practice that hasn’t happened. Where I’ve
heard that most, and probably I’m close to it, is in the blindness sector. For example in the
blindness sector we lost two organisations. The government said to the Canberra Blind Society
we won’t fund you anymore. To survive the Canberra Blind Society found an ally and signed a
partnership MOU. So Canberra Blind Society kept its high profile rehab services, but the smaller
things like peer support social groups went downhill. Canberra Blind Society couldn’t run a
braille service anymore because the government wasn’t funding it. That went by the board.

In theory the NDIS gives choice provided people have support to make choice real. The classic
free market is predicated on perfect knowledge. That doesn’t exist in real life because people
with disability don’t have knowledge. As I wrote in my recent article in The Canberra Disability
Review, “There is no equality of bargaining power between buyers and sellers. People with
disabilities have less money, less knowledge and less buying power than service providers
and policy makers”.

Stories of transition

The ACT Government needs to stay in the game. It can’t say it’s all a Commonwealth matter,
we’re not going to get involved. It’s got to continue to fund information services, advocacy
services and some peer support services because the NDIS can’t or won’t do it. The ACT
Government has got to find some space somewhere to fund those services that fall into the
NDIS gaps because the NDIS is using a market model and many services can’t be monetised
and marketised.

Robert Altamore is Executive Officer for People With Disability ACT
IT DOESN’T COVER EVERYTHING – TRANSPORT IN THE INSURANCE MODEL
“We understand NDIS is an insurance scheme and it doesn’t cover everything.
But I think they’ve underestimated the usage, value and the necessity of transport
as an enabler for people with disabilities. That’s a big issue. The framework for the
NDIS as it is moving through and not having those direct calls and contacts, makes
it challenging. And a lack of sector understanding about how NDIA make decisions.
Sometimes the logic doesn’t seem to match the decision even if the person is well
prepared for their planning meeting.”
Jo Cochrane, Director, Lifestyle Services at Communities@Work
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The challenge we face now …
THE ILC GAP
ILC funding is also almost exclusively being
framed as project funding which means
there are challenges in driving organisation
and operational reform, building continuity
and sustainability of programs and growing
capacity over time. The ILC is trying to achieve
this with insufficient funding. The majority of
ILC funding is going to Local Area Coordination
($550m compared to $132m for the rest of ILC)
and there is only $1.5 million available in the
2017–18 round in the ACT.

The following ACT organisations were not listed
as having yet received Information, Linkages and
Capacity Building funding in 2017:

It is clear that this will not maintain a number
of functions, such as shared service centre
arrangements for health, chronic disease and
disability peer support groups, despite these
being essential social infrastructure that the
community expects to be maintained.16

• INALA

• Canberra Blind Society
• Canberra Deaf Children’s Association
• Canberra Queanbeyan Attention Deficit
Disorder Group
• Capital Community Housing
• Epilepsy Association Inc (ACT)
• Friends of Brain Injured Children
• TADACT
• DUO Services Australia LTD (formerly
Tandem) – AFFIRM
• Australian Red Cross Society
• Belconnen Community Services
• Pegasus Riding for the Disabled
• Mercy Health & Aged Care Inc		
• Community Services #1
As we go to print a funding round has been
announced for National ILC funding including
for Information, Linkages and Referrals, but for
some this is too little, too late:

“We didn’t expect to come through change unscathed and we knew we might close but
we did expect that there would be some care and stewardship of a specialist disability
information services program so that people with disability didn’t lose out. It’s sad and
wasteful that the Commonwealth will now need to entirely reinvent the wheel, cobbling
together information resources from scratch when these were already at hand.
The saddest thing is that people with disabilities have entered planning processes
without all of the knowledge and information that could have supported them to build
great lives. This was all avoidable if the Federal Government had acted with foresight
and different areas had communicated through the transition.”
Suzanne Bain-Donohue, Former Executive Director, Nican

16 ACTCOSS, Briefing: A summary of key community sector priorities for ACT Government Budget and election commitment implementation,
ACTCOSS, Apr 2017, p.21, http://www.actcoss.org.au/publications/advocacy-publications/briefing-summary-key-community-sectorpriorities-act-government.
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… While the community sector said
ON INFRASTRUCTURE IN CANBERRA >
We believe we can build a more egalitarian,
inclusive and sustainable Canberra if in the
next term of government well targeted
investments are made in city infrastructure,
social infrastructure, services, the local
environment and economic development.

ON FALLING SHORT >
As well as the election commitments made
by the ACT Government, we believe that
there is an emerging need to maintain some
contingency funds to ensure the ACT retains
key social infrastructure following changes
in policy and funding responsibilities across
Territory and Commonwealth jurisdictions.
This contingency funding in 2017–18 could
be used to ensure that essential services
are maintained while their future and/or
transitions to other models can be secured.
The policy and funding changes that
underpin the need for a contingency funds
in 2017–18 include the National Disability
Insurance Scheme transition (especially
the shortfalls in Information, Linkages
and Capacity Building (ILC) and support
programs for people with psychosocial
disability); the cuts to community legal
services; the conclusion of a number of
Commonwealth grants to community
organisations in June 2017 funded under
the DSS New Way of Working with grant
programs; threats to the National Affordable
Housing Agreement and any other shortfalls
arising from the Federal 2017–18 Budget.

ON RISKS TO SPECIALIST SERVICES >
In addition to the block of specialist services
which will be able to be obtained through
NDIS plans, the ACT provides a number
of services to people with disability which
support people to access the community,

exercise rights, be supported by advocacy,
obtain peer support and obtain specialist
services which are not obtainable via the
open market or funded services through
other systems.
A number of shortfalls have emerged as
the full rollout of the NDIS gets underway.
The clearest gaps are in respect of tailored,
personalised and community access services.
Some of them cross the health disability
interface and do not sit in the disability
system, however, an expectation seems to
have developed that the NDIS Information,
Linkages and Capacity Building program
will be a catch-all program for all areas of
underpinning infrastructure accessed in
whole and in part by people with a disability,
people with chronic conditions and carers
in the ACT.
ACTCOSS believes we should maintain
these services in the same way as we support
underpinning social infrastructure for other
groups in the community irrespective of
funding shifts.
ACTCOSS believes that the ACT Government
should stocktake, map, quantify and
prioritise demand for these tailored,
personalised and specific services as a
priority prior to devolving further services
which had previously been provided by
the ACT Government.
Sources: ACTCOSS et. at., Community Shared Statement for
ACT 2016 election, ACTCOSS, Aug 2016, http://www.actcoss.org.
au/publications/advocacy-publications/community-sharedstatement-act-2016-election; and ACTCOSS, Briefing: A summary
of key community sector priorities for ACT Government Budget
and election commitment implementation, ACTCOSS, Apr 2017,
http://www.actcoss.org.au/publications/advocacypublications/briefing-summary-key-community-sectorpriorities-act-government.
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