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Welcome to Your Voice, Your Choice
Hi, and welcome to the Your Voice, 
Your Choice monthly newsletter 
from The Disability Trust. This 
newsletter aims to keep you 
informed about all the latest news, 
events and people from NSW, 
Australia and the rest of the world.

If you like what we are doing, or 
have any suggestions or feedback, 
contact us at sean@disabilitytrust.
org.au.

This month we look at some of the 
emerging issues with the NDIS, as 

identified by Luke Bo’sher from 
Disability Services Consulting, we 
look at Liz and her Dads journey 
to understanding; we cover 
Centrelinks’ problematic attempt 
to work out if people have been 
overpaid their benefits, we hear 
from a man who applied for 400 
jobs and only got an interview 
when he removed any mention of 
disability on his resume, and we 
have the latest on the NDIS.

“Your Voice, Your Choice” aims 

to provide the questions, and 
hopefully most of the answers, that 
will keep you informed and able 
to use your voice to achieve your 
choice.

If there is a topic, issue, program, 
funding, article, event, or anything 
for people with disabilities, their 
families and carers, and people 
working in the sector, that we 
should know about, then contact 
us at info@disabilitytrust.org.au.

Editor: Sean O’Neill

The Disability Trust NDIS 
Services. Trust in Us.

The Disability Trust is a highly respected 
provider of services to people with a 
disability.

You can Trust us to provide the supports you need 
to live the life you choose!

The Disability Trust covers an area from South East 
Sydney, to South West Sydney, south through the 
NSW Southern Highlands, Goulburn, Queanbeyan 
and the ACT,  Cooma and south east to Bega, and 
all along the Coast from Sydney to the Victorian 
border.

Make The Disability Trust your local NDIS provider.

Contact one of our NDIS Support Planners on 
1300 347 224 or through our website www.
disabillitytrust.org.au, or email info@disabilitytrust.
org.au

Shoalhaven Information 
and Advocacy (SIA)

Kiama and Shoalhaven

         Providing information and individual 
advocacy for people with disabilities, 

carers, families and service providers. We are a 
central point of contact for information provision 
about disability services including:

• Programs, aids and equipment

• Forums and workshops

• Individual advocacy and support

• Referral to appropriate services

• Counselling - short term access to local 
counselling services

Phone 4428 9002 or email info@disabilitytrust.
org.au

Would you like to receive the Newsletter?
Subscribe to the newsletter at www.disabilitytrust.org.au/newsletters 

 

Or contact The Disability Trust at info@disabilitytrust.org.au 

100—102 Jardine Street  Fairy Meadow  NSW  2519

Phone: 4295 9806  /  Fax: 4255 8088 

Website: www.disabilitytrust.org.au 

Twitter: @DisabilityTrust or www.twitter.com/DisabilityTrust

Facebook: www.facebook.com/pages/The-Disability-Trust

The newsletter is aimed at covering a wide variety of stories and issues across the disability sector. The views expressed in 
this newsletter are not necessarily those of The Disability Trust. Should you have a story or information that you would like 

included in the newsletter please contact the Editor, Sean O’Neill at sean@disabilitytrust.org.au.



She strode onto the stage 
without notes, without 
preparation, and seemingly 
without a care. A hundred 
pairs of eyes were anticipating 
her spoken word poetry 
performance.

A recipe for disaster.

A disaster that I had tried to 
prevent from the moment she 
was born. It was the scene of my 
undoing.

I spent many a waking hour 
after my daughter Liz was born 
searching for a cure for Down 
syndrome. Someone had 
slipped a magazine article into 
my hands describing a medical 
scientist’s megavitamin remedy. 
Apparently it would isolate each 
extra chromosome and return 
her cells to normal functioning. 
Made sense to me. Made hope 
for me.

I tracked the scientist’s 
whereabouts across the U.S. 
to Glasgow and finally to 
Stockholm, which is where his 
trail evaporated along with my 
faith in his scientific credentials.

I returned to my search for other 
miracles from time to time, 
but with declining enthusiasm. 
Something else had caught 
my fancy — the concept of 
normalization. It suggested one 
way to deal with the differences 
associated with a disability was 
to tear down the literal and 
figurative walls of segregation 
and to normalize living 
environments.

I became a zealot for anything 
that would help Liz fit in. That 
included regular classrooms in 
regular schools and fashion-
label clothing, which I never 

considered for my other 
children — anything that 
would push her disability 
far into the background. 
Conformity became my 
parenting mantra.

You can imagine my 
dismay when one of 
the first things Liz did 
when she graduated 
from a regular high 
school was to enroll in a 
segregated community 
college program. I now 
understand that she was tired of 
my “sink or swim” agenda and 
simply wanted to be with her 
friends.

Liz began her performance by 
snapping her fingers to a steady 
internal beat, which cued her 
accompanist, the jazz guitarist 
who was sitting behind her. The 
crowd was with her, cheering in 
appreciation. She was beaming.

Her confidence shook me open.

And exposed my own lack of 
confidence. Not in her, but in her 
ability to live up to my idea of her.

I suppose some good can come 
from searching for a cure. But not 
if you miss the true miracle, the 
miracle of being. Of being thrilled 
by tiny, perfect beauty. Of being 
at peace with what you will never 
understand.

Some good can probably come 
from trying to fit in. But not 
if it distracts a dad from the 
blossoming of his daughter’s 
character.

The scene of my undoing led to 
this insight: if it ain’t broke, don’t 
fix it. Liz never needed fixing. 
Her difference simply needed a 
home. My job as a father was to 

help her stand out.

Fortunately, Liz’s confidence 
grew in spite of my attempts 
at cure and conformity. Her 
confidence would have grown 
more surely if it had been a two-
way street.

Liz’s time has come. And she’s 
not alone. The International Day 
of Disabled Persons is a good 
time to recognize disability pride, 
and that talent is bursting out all 
over. After the stages of “cure” 
and “conformity” comes the next 
stage of the disability movement 
which I describe as one of 
“CONFIDENCE.”

If you look around, you will see 
that folks with Down syndrome 
are playwrights, fashion 
designers, TV and movie stars, 
teachers, lobbyists, artists, hockey 
coaches, politicians, comedians, 
entrepreneurs and, of course, 
spoken word poets.

They don’t see themselves 
in need of fixing. They are 
embracing all aspects of their 
identity and creating their 
lives, with or without us. And it 
couldn’t come at a more critical 
time. The world could use more 
people who are enlarged and 
not threatened by difference.

Liz Never Needed Fixing. Her Difference Simply 
Needed a Home

One dad’s slow journey to understanding disability pride.

S P E C I A L  F E AT U R E



Unable to see the world around him, 
Amit Patel fitted his guide dog with 
a camera and set about recording 
evidence of the discrimination he 
faced but could not see.

“The city is a scary place. It’s like 
someone put you in the middle of 
Trafalgar Square, turned you in a 
circle and said ‘find your way home’.”

That is Amit Patel’s new reality after 
he lost his sight unexpectedly in 
2012, 18 months after he got married.

He now relies on guide dog Kika to 
get him around the once familiar 
streets of London.

But the footage captured by his 
canine guide hasn’t always shown a 
city willing to help him.

“The video came out of necessity,” 
Patel says. “Kika was getting hit by 
peoples’ bags and she was getting a 
lot of abuse. A woman stopped me 

one day and had a go at 
me for holding everyone 
up and said I should 
apologise, which was a 
real shock.”

The former doctor found 
a solution - attach a 
GoPro to Kika’s harness 
and film every journey. 
Patel’s wife, Seema, can 
then review the footage 
if it is felt there was 
something amiss about   
that day.

And when alterations 
were made to a London train station 
the camera came into its own.

“I asked for help and no one came,” 
Patel recounts. “The video shows lots 
of staff standing around me and this 
one guy looking over many times.

“Eventually when the staff member 
actually came to me the first thing he 

said was ‘sorry I didn’t see you’ and 
that really bugged me. He wouldn’t 
say that to someone who wasn’t 
visually impaired.

“It really makes me angry. It’s the fact 
that someone is fobbing me off.”

For the rest of the article go to 
http://www.bbc.com/news/
disability-38027203.

The Vulnerable Group Sex Ed Completely Ignores — & 
Why That’s So Dangerous

When Katie, 36, was identified as 
having an intellectual disability as 
a young child, her parents were 
told that she would never learn 
to read and would spend her 
days in a sheltered workshop. 
Today she is a single mum to an 
8-year-old son, drives a car, and 
works at a local restaurant as a 
waitress. She blasted through 
society’s expectations of her – 
including the expectation that 
she would never have sex. 
Katie never had a formal sexual 
education: What she learned 
came straight from her friend 
and mentor, Pam, who explained 
to Katie the importance of safe 
sex and waiting until she was 
ready. 
“I waited until I was 19, which is a 
lot later than some of my friends,” 
Katie says. Still, like many women 
with disabilities, she admits to 
being pressured into sex her first 
time, something she regrets. “I 
don’t think I was ready,” she says. 

“It actually was with someone 
who wasn’t my boyfriend. He 
was cute, and he wanted to have 
sex, so I said I wanted it, but at 
the last minute I changed my 
mind and it happened anyway. 
I just felt really stupid and 
uncomfortable afterwards.” She 
never told her boyfriend what 
happened. 
Katie’s experience is certainly 
not unique: In the general 
population, one out of six 
women has survived a rape 
or attempted rape, according 
to statistics from RAINN. But 
for women with intellectual 
disabilities (ID), the stats are 
even more sobering: About 
25% of females with ID referred 
for birth control had a history 
of sexual violence, while other 
research suggests that almost 
half of people with ID will 
experience at least 10 sexually 
abusive incidents in their 
lifetime, according to The Arc, an 
advocacy organisation for people 
with intellectual disabilities
When it comes to their sex lives, 
research shows many women 
with intellectual disability don’t 
associate sex with pleasure, 
and tend to play a passive role, 

more directed to “pleasuring the 
penis of their sex partner” than 
their own enjoyment, according 
to a 2015 study published in 
the Journal of Sex Research. 
They’re more likely to experience 
feelings of depression and guilt 
after sex. They’re at a greater 
risk for early sexual activity and 
early pregnancy. They’re also 
more likely to get an STD: 26% 
of cognitively impaired female 
high schoolers report having 
one, compared to 10% of their 
typical peers, according to a 
study published in the Journal of 
Adolescent Health. 
Katie, for example, contracted 
herpes in her early 20s from 
having sex; she says none of 
her sexual partners have had 
an intellectual disability. “I was 
hurt and itching down there, so 
I went to the doctor, who told 
me I had this bad disease,” she 
recalls. She was so upset, she 
confronted her partner: “I went to 
his office, crying, but he denied 
everything,” she remembers.
For the rest of the article 
go to www.refinery29.
com/2016/12/131205/intellectual-
disabilities-sexual-assault-
statistics-sex-education.

The guide dog that spies on people who ignore its owner



    This is what happened when Centrelink called to review 
my false debt accusation

I was lucky to have a Centrelink 
employee call me to review an 
incorrect debt – but I’m worried that 
politicians don’t seem keen to fix the 
errors in the system. 

I received a letter from Centrelink 
two weeks before Christmas that 
resulted in a $3,197 debt. I knew that 
was wrong, so I documented how I 
believed the mistake happened.

In 2012/13 – the year Centrelink 
claimed I was overpaid – I earned 
$26,642. Centrelink divided this 
amount into 26 fortnights and 
falsely claimed I had earned $1,021 
each fortnight, including the three 
months where I had no work and so 
claimed Newstart. You cannot give 
the necessary level of detail to avoid 
this error on the Centrelink web portal. 
They simply don’t give you the option 
to say anything other than your total 
annual income, essentially forcing 
you to go into debt. Then have to 
take complicated steps to have that 
false debt taken away. That’s when I 
contacted the media to tell them what 
was happening.

On Wednesday, my phone rang. The 
caller gave his name – the same name 
as an (in)famous radio shock jock. Oh 
no, are we on air, is he about to yell at 
me for being a bludger?

Phew, no, it was a different man with 
the same name, from Centrelink’s 
appeals department ringing to review 
my debt claim. He started by saying 
that Centrelink’s records showed that 
when I first applied for Centrelink back 
in 2013, as part of my approval process 
they had contacted my employer and 
confirmed that I was let go due to lack 
of clients at the time.

So Centrelink’s computer records 
this whole time has known that I 
legitimately wasn’t working for the 
whole year. Perhaps that’s something 
that the automated computer system 
could have flagged in the first place, 
before sending me a $3,197 bill.

The Centrelink staff 
member and I spent a few 
minutes on the phone as I 
talked through my payslips 
and I read out the amounts. 
All the amounts matched 
the information I had given 
to Centrelink at the time. 
He said he thought there 
would be little or no debt, 
but that he’d go over the 
numbers properly and call 
me back in half an hour. 
Mr Shockjock was lovely 
to deal with. The staff at 
Centrelink are victims in this 
situation too.

I asked if he was calling 
because of the appeal 
request I submitted 
through the Centrelink website, or 
because I’d been kicking up a stink in 
the media? He said the former, that it 
was a standard review process. I know 
that friends of mine who started an 
appeal before I even received my debt 
haven’t been phoned yet, but who 
knows – there are lots of kinks in the 
system. He then said that someone 
had informed him my case was 
sensitive as I had been taking my story 
to the media.

About 45 minutes later, he called again. 
I missed the call but he left a message 
to call him back. I was terrified dialling 
his number and waiting. I knew I was in 
the right but it was still scary.

He told me my debt had been 
reassessed, and he had confirmed with 
another staff member to be doubly 
sure, I suppose because my case is 
sensitive. He confirmed that my new 
corrected debt amount was $54.

This is a legitimate debt. He explained 
that it was to do with my restarting 
employment on a Monday, and my 
day of the week to report earnings 
(which is different for everyone, 
depending on when you sign up) 
was, I think, Tuesday. Then I had some 
working credit saved up in the system, 

which is why the amount came down 
to $54.

But I want to talk about some of the 
interviews that Mr Jongen and Mr 
Porter have been giving.

Jongen has been saying that the first 
letter is not a debt letter and that is 
technically correct. The first letter is 
one that tells you to log on to myGov 
and enter more details. The first letter 
I received said, we think you made 
$26,000 that year with no further 
information. So I logged on to the 
site, clicked “Yes”, that is the correct 
amount, and instantly got the next 
letter, which was a debt letter. Instantly: 
no humans involved. There was no 
way for me not to be sent the debt 
letter. There was no way to explain to 
Centrelink that I worked only part of 
the year, without having already been 
issued the debt letter and a due date. 
So sure, it was the second letter that 
was the debt letter. I still wasn’t able to 
stop this false debt letter coming.

For the rest of the article by Michael 
Griffin go to www.theguardian.com/
commentisfree/2017/jan/05/this-is-
what-happened-when-centrelink-
called-to-review-my-false-debt-
accusation. 

A new ACT Government Office 
for Disability has been officially 
launched by Minister for Disability, 
Children and Youth, Rachel Stephen-
Smith.

The Office for Disability would 

continue to support the ACT’s 
commitments under the National 
Disability Strategy through the 
Involve campaign.

It will also oversee a new 
grants program for community 

organisations to help them include 
people with disability in their 
activities, and it will work with 
advocacy groups and with the 
Disability Reference Group to take 
forward priority initiatives, such as 
the Disability Justice Strategy.

New ACT Office for Disability



What can we bring home from the ‘Bionic Olympics’?

What will it take for hi-tech wheelchairs, 
exoskeletons, robotic arms and 
mind control to really change the 
everyday lives of people with physical 
disabilities?

A recent competition in Switzerland 
saw people with paraplegia and other 
motor disabilities battle it out using hi-
tech wheelchairs, exoskeletons, robotic 
arms and mind control. Amazing 
stuff — but what will it take for such 
technologies to be useful in everyday 
lives?

Greg McClure lost the use of his legs 
in a motorbike accident in 1993. But in 
October this year, he represented Team 
Sydney in an international cycling race 
— thanks to electrodes that stimulated 
his leg muscles to push the pedals.

Specialised bikes like his were just one 
of the technologies for people with 
disabilities that were put to the test at 
the world’s first Cybathlon in Zurich.

Greg’s pedal power came from 
electrodes firing in a set sequence, 
informed by sensors that detected the 
angle of the pedals.

But it took Greg a long time to get to 

this point, because his muscles had to 
be in good condition to be stimulated 
by the electrodes.

“I’ve been training now for over 20 
years,” says Greg, who has been 
building up his muscles on stationary 
versions of bikes using this technology, 
called Functional Electrical Stimulation 
(FES).

Greg took eight minutes to complete 
the 750-metre circuit while some 
younger, fitter competitors did it in half 
the time.

The US winner, who was actually older 
than Greg, took just three minutes — 
but this was with the aid of electrodes 
that were actually implanted.

“You get more power and less fatigue 
with implant technology,” says 
Cybathlon initiator Professor Robert 
Riener of ETH-Zurich.

In another Cybathlon competition, 
amputees used prosthetic arms to 
carry out tasks like changing a light 
bulb, opening a can and putting pegs 
on a line.

Meanwhile, competitors with 
quadriplegia ran virtual races using 
technology that decoded their brain 
signals. Using their thoughts alone, 
they got avatars to accelerate, and to 
jump over — or roll under — obstacles, 
in a specially-designed computer 
game.

Disability researcher Professor Simon 
Darcy from University of Technology 
Sydney (UTS) is impressed by the 
technologies that were on show in 

Zurich, but warns that these devices 
face many more hurdles before they 
will prove useful in an everyday setting.

“The news-grabbing visionary 
gee-whizzery that is embedded in 
engineering, computers and biomed 
tech is awesome,” says Professor Darcy, 
who has himself been living with a 
disability for the past 32 years and relies 
on a powered wheelchair.

“But I’m interested in what difference it 
will make in the life of the person?”

An exoskeleton may help someone 
with paraplegia walk around, and see 
eye to eye with people. And it may 
even help them realise their dreams of, 
say, walking their beloved down the 
aisle, says Professor Darcy: “You’ve got 
no idea how overwhelming the able-
bodied norm is.”

But, he says, an individual may have 
other priorities before walking.

“Everybody thinks that making 
paraplegics walk again is the best thing 
since sliced bread but if you ask the 
average paraplegic or quadriplegic 
what would they would prefer, it would 
be bladder, bowel, sexual function 
before walking.”

And while the FES bike he raced in may 
be good for sport or recreation, Greg 
doesn’t see it as a substitute for his 
wheelchair.

“It doesn’t give you the same freedom.

“Wheelchairs are more manoeuvrable 
into shops and around the home. It’s 
easier to live in a wheelchair.”

If you do one thing for Andrew Hewitt 
on this International Day of People 
with Disability, it is this: park your 
sympathy at the door.

“Don’t feel sorry for me. Because I 
don’t,” he said.

Mr Hewitt lives with cerebral palsy, 
and at 46 years old, the disease has 
gradually had more impact on him.

“I’ve always thought, ‘nothing to get 
upset over’,” he said. “You just do what 
you have to do to get on in life.”

For Mr Hewitt, getting on in life means 
playing music. Specifically, the drums. 
His passion for percussion took hold 

when he was 10 years old, and there is 
no let-up in sight.

“When I’m behind the drum kit I go 
into my own world,” he said.

In the last three years, Mr Hewitt’s 
advocacy for music and people with 
a disability have found a perfect 
outlet: Can-Do-Musos, a worldwide 
organisation for musicians that also live 
with a disability.

“We want people to see the talent,” 
he said, looking at the Can-Do-Musos 
website he helps administer.

Can-Do-Musos have promoted their 
work at the huge National Association 

of Music Merchants expo in the United 
States. In 2017 they are opening on the 
main stage.

Check out the Can Do Musos website 
at www.candomusos.com. 

International Day of People with Disability should be 
every day, musician Andrew Hewitt says



Heartless to the core’: autistic man 
chased by Centrelink debt collector

A call from a private 
debt collector was the 
first 21-year-old Jack 
Rogerson learned 
of his $3,000 debt to 
Centrelink.

Rogerson, who is 
autistic, was confused 
and unsure of how to 
explain himself. He began preparing 
to pay the debt recovery firm Dun 
& Bradstreet, which has a $10.8m 
contract with Centrelink to chase 
down welfare recipients for years-old 
debts.

But before doing so he mentioned the 
call to his mother, who intervened.

Nicole Rogerson, who is the head 
of Autism Awareness Australia, said 
finding out that her son was being 
“heavied” by debt collectors was a 
huge wake-up call. She fears others 
with an intellectual disability are at risk 
of paying money they may not owe.

“I’m so concerned for 
families who are a lot 
more vulnerable than 
we are,” she said. “Jack’s 
at least got two parents 
and we can work this 
out for him. It will be 
horrible having to deal 
with Centrelink but at 
least we can do it, and 

we will because it’s the right thing to 
do”.

Her son’s debt related to three months 
when he was on a disability benefit, 
just before he began working as a 
chef’s apprentice. He was not working 
while claiming from Centrelink during 
those three months, and his mother 
said the debt was false.

The family’s circumstances appear 
consistent with others who have 
complained about Centrelink’s new 
automated compliance system, which 
relies on data-matching reported 
income with information held by the 
Australian Taxation Office.

Mencap poll finds 70% of parents of 
children with learning disability have 
felt unwelcome in public

Almost two-thirds of parents of 
children with a learning disability 
say that they have missed a social 
engagement because of fear about 
what the public reaction to their child 
will be, a survey has found.

The Mencap poll also found that 70% 
of parents of children with a learning 
disability have felt unwelcome in 
public and a fifth have been asked to 
leave a public space due to their child’s 
behaviour, heightening their sense of 
isolation.

Ramya Kumar, the mother of nine-
year-old Rishi, who has autism and a 
related learning disability, said: “When 
he behaves in a way other people don’t 
understand, I end up explaining his 
condition and apologising for him, and 
I feel I shouldn’t have to.

“I was once asked that I keep Rishi 
in the garden instead of taking him 
along into their house, because of 
his behaviour, a behaviour which is a 
result of his autism, something he can’t 
control.

“We feel extremely isolated and outcast 
from society because I feel they don’t 
understand or want to understand my 
son and his and our challenges, and 
that makes people act awkwardly and 
drift away from us.”

The online poll of more than 1,000 
parents with a child with a learning 
disability, published on Wednesday, 
found that they were pessimistic about 
public attitudes and sceptical that they 
are changing for the better. Half think 
public attitudes towards children with 
a learning disability are negative and 
more than half (56%) believe attitudes 
have either not changed or worsened.

Two in five parents said they felt other 
parents were somewhat, or very, 
unhappy for their child to spend time 
with children with learning disabilities 

and 63% said they had chosen to miss 
an engagement in the last 12 months 
because of concerns about public 
reaction.

Mencap urged the public to be more 
accepting towards children with a 
learning disability and, rather than 
unfairly judging them, to offer support 
to help end isolation.

The charity’s head of campaigns, 
Rossanna Trudgian, said: “It’s 
heartbreaking not only that children 
with a learning disability being 
dropped off birthday invite lists or 
are being asked to stay in the garden 
away from other children, but almost a 
third of parents have felt forced to miss 
social engagements, such as their best 
friend’s wedding.

“There’s a lot of confusion around 
learning disability, but gaining a bit 
more understanding could change the 
lives of parents who have said in such 
large numbers that they are in need of 
help. For anyone worried about how to 
react around children with a learning 
disability, we urge people to pause and 
realise it’s ok to feel awkward, but to 
still engage and help end this isolation 
so many parents are feeling.”

Many parents of children with learning disability fear 
public reaction, poll finds



Would you like to 
help us do research 

on hospitals? 

On the day before the 
International Day of People with 
Disability, 3rd December and to 
take a look at where we’re going 
wrong, Fran Kelly was joined 
by Disability Discrimination 
Commissioner, Alastair McEwin, 
and the founder of Push Mobility, 
Shane Hryhorec on RN Breakfast. 
You can listen or download to the 
discussion at www.abc.net.au/
radionational/programs/breakfast/
where-we’re-going-wrong-with-
disability/8086162. 

They also made a video with the 
founder of Push Mobility, Shane 
Hryhorec, on his journey from the 
ABC studios through Sydney to 
buy a cup of coffee, see it at www.
facebook.com/radionational/
videos/10154756575962378.

Where we’re 
going wrong with 

disability

EQUIPMENT DEMO 
& FOCUS GROUP ON 

ACCESSIBILITY
The Specialised 
Wheelchair 
Company are 
coming to the 
SCIA office to 
demonstrate 
the self-
balancing wheelchairs, Genny and Add 
Seat. The futuristic wheelchair with 
interchangeable wheels enables you to 
travel on sand, gravel, rough and steep 
inclines. 

Briometrix is holding a focus group to 
learn your experiences planning and 
completing trips–whether it was work, 
leisure, holidays, general outings and 
shopping or going to an event. The 
focus group will be 1 hour. Briometrix 
is an Australian company who create 
Fitness Devices and Accessibility Maps 
for the wheelchair community

Briometrix is an Australia company 
who create Fitness Devices and 
Accessibility Maps for the wheelchair 
community

Where: Spinal Cord Injuries Australia 
(Wollongong Office), Level 9 Crown 
Towers, 200 Crown Street

When: Thursday 9th February 2017, 
Specialised Wheelchair Company from 
11am to 12pm, Briometrix from 1pm to 
2pm and 3pm to 4pm.

Open to all ages, nibbles and drinks 
provided. Please RSVP to Mel on (02) 
4225 1366 or illawarra@scia.org.au.

Recommended parking is the Market 
Street undercover carpark (just around 
the corner from the police station). If 
you have any issues finding the venue 
call Mel on 0413 367 522.

Would you like to help us do research 
on hospitals? The NSW Government 
has asked NSW CID to interview 
people about being in hospital. If you 
choose to take part you will be asked 
questions about going to hospital. 

Your answers will make things better 
for people going to hospital. NSW CID 
will talk with you for about 2 hours. 
There will be a break to get something 
to eat and drink. 

You do not have to answer all the 
questions. You can choose to stop the 
interview at any time. You can ask for 
someone to be with you during this 
interview if you want. 

Rachel Spencer from NSW CID will 
do the interviews. If you are keen call 
Rachel on 1800 424 065, or email on 
rachel@nswcid.org.au.

NSW CID will give you a $75 voucher to 
say thank you 

Google Maps is now more wheelchair-friendly

The wildly popular map app will now 
tell you whether locations are suitable 
for people with access needs — and 
it’s thanks to a group of Googlers who 
worked on the feature in their “20% 
time.”

By day, Rio Akasaka is a product 
manager on Google Drive, the cloud 
file-hosting service. But in his 20% 
time, the Boulder, Colorado resident 
is a product manager working on 
accessibility features for Google Maps.

For the last year, he has worked with 
a team of contributors (between 
five and 10 of them, all in all) on 
introducing accessibility guidelines 
to Google Maps. The map tool 
already displays some information 
about venues and locations, like 

busy-ness, opening times, reviews, 
and atmosphere. Alongside this, it 
will now display information about 
their suitability for people with access 
needs.

How does Google Maps know? It 
sources the answers from its “Local 
Guides” — Google Maps users who 
answer questions about the places 
they visit on everything from cost to 
quietness. Earlier this year, queries 
on accessibility were added to the 
questions asked to these users, and 
with millions of answers, Google 
now feels confident enough to start 
displaying the results on its listings.

It looks like a small change — but if 
you’re in a wheelchair, it’s a pretty 
important one.

Registrations now open for the NDS 
NSA Conference on the 23rd and 24th 
of February. The Theme is Turning Plans 
Into Outcomes. It will be at the Hilton 
Hotel, Sydney.

Early bird discount registration close 
20 January 2017 and registrations close 
5pm Friday 17 February 2017. Proudly 
sponsored by Global Disability & Health 
Care Services. For more information 
go to https://www.nds.org.au/events-
and-training/conferences/nds-nsw-
conference-2017.

NDS NSW 2017 Conference



THE mother of a child with Down 
syndrome is furious over a top 
government bureaucrat’s refusal 
to admit the genetic condition is 
incurable during a Federal Budget 
review of the Disability Support 
Pension (DSP).

The mother, who declined to be 
named for fear it might affect her own 
daughter’s disability pension, lashed 
out at the Department of Human 
Services deputy secretary Jill Charker.

In early December, Ms Charker 
continually refused to concede 
that Down syndrome — a genetic 
condition in which an extra 
chromosome gives a person physical 
and intellectual disability — was 
incurable.

The mother, who said parents in the 
Down syndrome community are both 
angry and scared about the Budget 

review, told news.com.au it 
was “a government pension 
cutting exercise”.

Ms Charker was appearing at 
a Federal parliamentary Joint 
Committee Public Accounts 
and Audit (JCPAA) hearing 
into the DSP.

Parents of children with 
the condition and Down 
syndrome Australia are 
concerned that the Budget review 
is requiring them to provide further 
medical evidence of their disability.

Ms Charker and other committee 
members were questioned at the 
hearing by Down syndrome advocate 
and Victorian MP Julian Hill.

When she saw the video of Ms 
Charker’s response, the appalled 
Down syndrome mother said she was 

“speechless”.

“This is all about the last Budget stating 
anyone under 35 on Disability Support 
pension would need to be reviewed,” 
the mother said.

“It’s a blatant waste of taxpayers 
money having staff request that 
people with conditions such as Down 
syndrome prove that they are still 
intellectually disabled.”

When she was a little girl, Jerusha 
Mather saw many, many doctors. And 
none of them looked like her.  

The medical specialists in her 
birthplace of Sri Lanka concluded 
having cerebral palsy meant she would 
never be independent, or live a normal 
life. But they were wrong.

Her family migrated to Melbourne, and 
with intensive treatment she went to 
mainstream schools and is now in her 
second year of biomedical science.

Now Jerusha, 21, wants to become 
the doctor she longed to meet as a 
child; a neurologist with a disability, 
with empathy born from personal 
experience.

But the council that oversees the 
admission test (known as the GAMSAT) 
to study medicine at university has 
refused some of her requests for 

special consideration.

These include being allowed to 
sit the exam over several days to 
avoid fatigue. 

And when Jerusha talked to 
various universities about their 
degree she met with varying 
resistance, she says. Some 
even suggested she consider a 

different career path.  

So Jerusha has lodged a complaint 
with the Australian Human Rights 
Commission against the Australian 
Council for Educational Research, 
alleging discrimination on the basis of 
her disability.

“I feel like I can bring a lot to the 
medical field. I can relate to patients 
and their struggles, and I can use my 
power as a doctor to help others,” she 
says.

“It makes me sad because they are 
not focusing on my abilities. They are 
underestimating me.”

She says cerebral palsy affects her 
speech, which is indistinct at times, 
and her ability to walk on uneven 
ground. Movement in her limbs can be 
involuntary, and she fatigues easily. It 
does not affect her cognitive abilities. 

With the support of documents from 
her doctors, she asked the Australian 
Council for Educational Research to 
allow her to double the time she has 
for the test. She also wanted to sit it 
over a number of days to avoid fatigue.

The council agreed to increase her 
time by 25 per cent, but will not allow 
her to sit it over several days.

Victoria University agreed to enrol 
her in biomedical science despite her 
dismal results, and she has excelled 
since.

At university she is given extra time 
on exams and the assistance of a 
medically-fluent “scribe”, who assists 
her in classes and exams.  

South Australian member of 
parliament Kelly Vincent, from the 
Dignity for Disability party, has been 
vocal about the need to create new 
opportunities for students with 
disabilities.   

“Unfortunately, this provision is often 
used as an excuse not to even find 
out what is ‘reasonable’, rather than 
an opportunity to change thinking. 
Reasonable adjustment is not about 
special treatment – it is about levelling 
the playing field,” Vincent says. 

‘They are underestimating me’: aspiring doctor claims 
disability bias

Down syndrome mother’s fury at bureaucrat’s 
refusal to say in Parliament condition is incurable



The Australia’s consumer law 
regulators have launched a national 
campaign to educate consumers with 
disability, businesses and not-for-
profit organisations in the National 
Disability Insurance Scheme about 
their rights and obligations under 
the Australian Consumer Law. The 
national campaign was released on 
2 December 2016 to coincide with 
International Day of People with a 
Disability, on 3 December 2016.

The Australian Consumer Law sets out 
rules for businesses to abide by when 
dealing with their customers. The 
Australian Competition and Consumer 
Commission (ACCC) together with 
the state consumer protection 
agencies, have developed a range of 
educational materials. These resources 
include:

• ‘Smart shopping with Casey and 
Reece – a video for consumers 

with disability (Easy English)’ that 
explains key consumer rights in a 
clear manner

• An Easy English guide that 
explains consumer rights clearly, 
including numerous pictures. 

• A consumer guide for the broader 
audience of consumers with 
disability, support networks and 
carers. 

• A two page fact sheet that gives a 
brief overview of consumer rights 
for consumers with disability.

• An industry guide targeted at 
businesses supplying goods 
or services to consumers with 
disability.

The guides and videos are available on 
the ACCC website at www.accc.gov.
au/disabilityresources.

Launch of educational resources for 
consumers with disability

Gregory & Dolores Farrell Scholarships for 
2017 – Applications Now Open

The Gregory & Dolores Farrell 
Scholarships for students who use a 
wheelchair for mobility undertaking 
tertiary education in NSW will again 
be administered by the SpineCare 
Foundation in 2017. The closing date 
for applications for 2017 is: Friday 3rd 
February, 2017. Students who are 
completing year 12 at the end of this 

year will be eligible to apply if they 
plan on attending university in 2017. 
Students who are part of the way 
through a tertiary course are also 
eligible to apply. If you require any 
further information, please contact 
Deanna Mooney on deanna.mooney@
northcott.com.au or 9890 0959.

Ables Nightclub
The party 
continues at 
Ables with 
the New Years 
Party on Fri 13 
January from 
7.30pm at The 
Grand Hotel, 
234 Keira st, 

Wollongong.  Welcome in the New 
Year at Ables, with lots of prizes, free 
pizza and good times all night. 

The party keeps going in February 
with the Valentines party on Friday 
February 10 from 7.30pm at The 
Grand Hotel. As always we have free 
pizza, prizes and lots of fun.

Ables is a space where people can 
have fun without being harrassed.

For more information, and to see 
hundreds of photos from previous 
Ables events, go to www.facebook.
com/AblesWollongong. 

Keep an eye out for out next Traffic 
Light party in late February. The 
Traffic Light party last year was 
heaps of fun and we do it all again 
soon.

One in Four Young 
People with 

disabilities Bullied 
in Nightclubs

Young people with learning disabilities 
consistently have bad experiences at 
clubs and concerts, according to a new 
study released last week by UK charity 
Mencap. Of the nearly 300 people in 
the UK between the ages of 18 and 35 
surveyed for Mencap’s research, one 
in four reported that they had been 
bullied in a club. One in three reported 
that they had been afraid of staff at 
music venues.

As a result of the findings, Mencap 
is encouraging clubs to add learning 
disability awareness training to their 
usual staff training protocol. 56 percent 
of the people surveyed reported that 
they would be more likely to go on 
nights out if the staff at venues and 
clubs understood more about learning 
disabilities.

Kelsey Ramsey, one of the people 
Mencap surveyed, said she would like 
to go to more concerts and clubs but 
is not comfortable doing so after a 
number of bad experiences. “When 
I was volunteering at a music festival 
recently a man called me a ‘retard’ 
every time he saw me,” the 24-year-
old said. “It really hurt my feelings and 
made me feel unwelcome. I’ve been 
called the R word before, and I know 
that people make comments about me 
and how I look. It makes it hard to carry 
on doing the things I love,” she said.

Mencap is now making a new push to 
promote its Sidekick program, which 
connects volunteers with people with 
a learning disability in their area who 
have similar interests. Whether those 
people like going to clubs, the movies, 
or running marathons, the program is 
designed for volunteers to help people 
with learning disabilities do the things 
they love.

“People with a learning disability have 
a right to a night out like anyone else,” 
said Mencap’s Head of Campaigns and 
Activism, Rossanna Trudgian. “But the 
reality is if you are young and have a 
learning disability you’re likely to be 
blocked out of something as universal 
as music due to fear of staff or public 
attitudes. What’s worse, bullying seems 
to be one of the reasons people with a 
learning disability don’t attend gigs or 
nightclubs, and this needs to change.”



Having a Say Conference 2017
For the past sixteen years, the Having a Say Conference has been the number one place to connect. From participating 
in Speed Friendship and Dreams & Aspirations sessions to learning about the importance of Peer Groups, Self-Advocacy 
Groups and Parent Networks, and from listening to leaders and politicians to going crazy on the Dance Floor with your 
friends – we want the 2017 conference to be all about you and your connections. The Theme for the 2017 Conference is: Lead 
Your Life! Held in Geelong from February 8th to 10th at the Deakin University Waterfront Campus. For more information go 
to www.valid.org.au/conference/default.htm. 

Backlash sees changes to wheelchair and mobility scooter regulations halted
PROPOSED changes to motorised 
wheelchair and mobility scooter 
regulations that threaten to leave 
some users housebound have 
temporarily been halted following 
overwhelmingly negative community 
feedback.

A Standards Australia draft document 
proposed a new blue label system that 
would require powered wheelchairs 
and mobility scooters to comply with 
a raft of new conditions, including 
weight, size and speed specifications.

Users failing to comply would be 
ineligible for a blue label, barring them 
from accessing public transport or 
using road-related areas like footpaths.

The new regulations would also 
prevent any wheelchair weighing 
more than 120kg from carriage on 

widely used commercial aircraft such 
as the Airbus A330, and Boeing 777 
and 737.

In a statement released earlier this 
month, Standards Australia said more 
than 600 comments were received 
during the public consultation period.

A Standards Australia spokesman 
said the original proposal for the 
new regulations was submitted by a 
representative of Engineers Australia 
and sought to develop a technical 
specification to assist users to identify 
wheelchairs and mobility scooters that 
are suitable for use on public transport 
across all states and jurisdictions.

Seventeen interest groups formed the 
committee responsible for the draft 
Australian Standard, including Physical 
Disability Australia (PDA) which argued 

strongly 
against 
the 
proposed 
measures.

PDA 
president 
Liz Reid 
said 
diverse 
nature of physical disability meant 
many Australians were using powered 
wheelchairs and mobility scooters that 
did not comply with the proposed 
regulations.

“If the proposed specification standard 
and labelling is adopted, endorsed 
and enforced by the Australian 
Government, many Australians may 
find themselves unable to participate 
in social and economic life,” she said.

       
Auslan national curriculum for 

Australian schools hailed as 
‘huge step’ for deaf community

The first national curriculum for Auslan, the language of 
the deaf community in Australia, will soon be rolled out 
in schools across Australia, in a move being described as a 
“huge step for equality”.

Although it was officially recognised as a language by the 
Federal Government in 1987, the use of Auslan for deaf 
children in Australian schools has been largely inconsistent.

Dr Carty said the introduction of the curriculum was 
especially momentous given deaf people were cruelly 
tormented for using sign language in years past.

“For so many years, for a very long time, deaf people 
and their sign language was marginalised — sometimes 
forbidden — at school, and so for older deaf people you 
hear many stories about how their hands were tied behind 
their back, they had to sit on their hands, and they were 
punished for using sign language at school,” she said.

Parent Cath Loveday said the changes would help her child 
feel less isolated. Her 9-year-old son Dwayne attends a 
mainstream school in Townsville, and is currently only able 
to fully communicate with his interpreter.

“If there are young people coming through who are 
learning Auslan now and go through high school and 
become employed in the community, he’ll start seeing 
those people. That’s what it’s about, not being isolated, and 
about him really being immersed in his community.”

South Australian political party 
Dignity 4 Disability changes 

name to the Dignity Party
RACE, gender, age and sexual 
orientation should not pose a 
barrier to being treated equally 
which is why political party 
Dignity 4 Disability is changing its 
name.

MLC Kelly Vincent said it would 
now simply be known as the 
Dignity Party, dropping disability 
from the name to better 
represent the all issues for which it 
advocates.

“It’s not about abandoning the 
disability issue, just encapsulating everything else because it 
is about dignity for everyone,” Ms Vincent said.

 “We just wanted to make that clear because, in the early 
years perhaps not now, if I spoke on an issue, say same sex 
marriage, in the Parliament people would say things like ‘why 
are you speaking on this you’re the D4D party’.

“I am also a Member of Parliament with the privilege and 
responsibility to have a vote on other issues.”

Ms Vincent said the party would continue to be “disability 
led” including its personnel and policy focus but that the 
new name better acknowledge the other issues which it 
believed important.



Resources on Centrelink 
debt recovery

Medicinal cannabis supplier raided by police; Towradgi’s Ben 
Oakley among hundreds affected

A police raid on an altruistic supplier of 
medicinal cannabis has devastated and 
outraged Towradgi man Ben Oakley, 
who credits the illegal operation with 
giving him his life back. 

Police raided the north Adelaide 
home of 44-year-old Jenny Hallam on 
Wednesday morning, seizing products 
and equipment and cutting off a 
supply said to benefit hundreds of sick 
and terminally ill people Australia-wide.

Mr Oakley says he has been receiving 
cannabis oil free of charge from Ms 
Hallam for more than a year. He and 
his father Michael have vowed to stand 
by Ms Hallam and campaign on her 
behalf. 

The Oakleys have been vocal 
campaigners for medicinal cannabis, 
citing its effect on Ben’s rare and 
debilitating condition. A daily dose has 
helped Ben, 20, withstand chronic pain 
caused by stiff person syndrome, and 
has stopped the life-threatening body 
spasms he once endured.

Towradgi’s Ben Oakley uses 
medicinal marijuana to help 
ease the pain - and life-
threatening spasm - caused by 
stiff person syndrome. Picture: 
Sylvia Liber

Before using the oil, Ben claims 
he suffered more than 600 
spasms in four years, including 
some lasting up to two hours. 
He reports only three spasms, 
lasting no more than 20 
seconds, since using the oil. 

Ben estimates he has enough 
oil left to last him up to five 
and a half months. 

He believes Wednesday’s raid 
will drive many to “charlatan” 
suppliers trading oil of a 
questionable quality for profit 
on the black market. 

Michael Oakley said the government 
had effectively legalised the drug, 
“then put a nice big glass barrier up so 
no one could get it”.  

“I 

will be watching my son deteriorate 
to the point of probably death if 
something doesn’t change,” he said. 
“I feel as though the government has 
held a gun to my son’s head.”

For those who receive a letter from 
Centrelink telling them to go onto 
myGov to confirm your income, or are 
contacted by a debt collector about 
a Centrelink debt assessed by the 
online system, a factsheet at www.
welfarerights.org.au/news/2017/1/9/
new-factsheet-centrelink-online-debt-
system (from the National Welfare Rights 
Network) explains what the letters 
mean, how the online system works, 
and where people can find help.

Also, see this article on News.com.
au at www.news.com.au/finance/
money/costs/what-happens-when-
you-get-a-centrelink-letter/news-story/
b6a1ab30d41e82c963fa9b5cdddf579c 
and this Crikey article at https://www.
crikey.com.au/2016/12/21/how-to-
dispute-a-centrelink-debt/ on how to 
dispute a Centrelink debt.

Those needing assistance can contact 
welfare rights services (there is a list 
of them at www.welfarerights.org.au/
organisations, including the Illawarra 
Legal Centre at Warrawong (Tel: 
42761939).

The Right Start Foundation is inviting 
families with a member with down 
syndrome to apply for funding through 
the 2017 Grants Program.

Up to $4,000 pa is available to cover 
expenses including therapy, equipment 
or related costs related to the care 
needs of the person with the disability.

Financial hardship will be considered as 
part of this application.

If you are interested in applying please 
obtain an application form from the 
website (at the bottom of the home 
page) at www.therightstart.org 

The application process is simple and 
many families are already benefiting 
from the funds.

If you have any questions Contact 
Carmel Flavell at Community Links 
Wollondilly on phone 4683 2776 or 
email carmel.flavell@communitylinks.
org.au.

Financial Assistance 
Available for families 
with a member with 

down syndrome



A graduate applied for 400 jobs but 
had absolutely no response – until he 
took all references to his disability off 
his CV.

Daryl Jones spent six months looking 
for work since he graduated from 
the University of Hull, but was met 
with radio silence from prospective 
employers.

The 27-year-old from Hull, who has 
a genetic disorder called Marfan 
Syndrome, got so frustrated that he 
went through his CV and edited out all 
references to him being disabled.

This included the fact that he played 
disability sport, was a disability 
spokesperson for the NUS, and 
founded a disability charity called 
Disability Sports Humber.

Despite those being impressive 
achievements, it was only after he 
removed them – and any other 
references to his disability – that he 
was contacted about job interviews.

So far Daryl has been to 12 interviews, 
but none of them have taken him on 

– all claiming that he doesn’t have 
enough experience, or that other 
candidates were better suited.

‘I’ve made over 400 job 
applications but have had 
nothing,’ Daryl, who has a degree 
in business and marketing, said.

 ‘It’s disappointing. Studies have 
shown people with disabilities do 
want to contribute, they want to 
have a job and earn money, but 
nobody will employ me.

‘I have a degree and when I’ve 
spoken to people they’ve said I have 
loads of qualifications and plenty of 
experience, and can’t understand why 
I can’t get a job.

Marfan Syndrome is a genetic disorder 
that affects the connective tissue. 
Daryl says his condition doesn’t stop 
him from working, unless the job is 
particularly physical.

‘It means I can’t do physical jobs – but 
office work, administration, I can do 
that,’ he said. ‘I’ve been applying for 
everything.’

People have apparently suggested 
Daryl take a salary from his work with 
the charity, but he refuses to do this.

‘Some people have said I should 
draw a salary [from Disability Sports 
Humber], but I don’t want to do that, 
because that money needs to go 
towards supporting disability sport.

‘If I draw that money there will be less 
for everything, and that’s not what I 
want to do.’

For now, Daryl is still looking for work 
– but hopefully soon his luck will 
change.

Try, Test and Learn 
Fund opens

The first cycle of the Try, Test and Learn 
Fund is now open until 24 February 
2017. Announced by Federal Social 
Services Minister Christian Porter in 
September 2016, the $96.1 million 
Fund will trial new approaches to 
reduce the risk of long-term reliance 
on welfare payments.

Initially the Fund will target three 
groups: young carers, young 
parents and students at risk of long-
term unemployment. Eligible to 
attract funding will be projects that 
demonstrably can build the work 
capacity or employment prospects 
of members of one or more of these 
groups. 

The Fund is constructed around 
an insurance approach which uses 
extensive data to assess the costs 
and benefits of investments over the 
long term. The submission process 
is designed to be more accessible, 
transparent, collaborative and 
supportive of innovation than the 
usual government-funding round.

More information on the fund is 
available at https://engage.dss.gov.au/
try-test-and-learn-fund. 

Man who applied for 400 jobs finally gets interviews after 
hiding his disability

Young Carers 
Back to School 

Competition
What‘s the best 
piece of advice 
you would give 
to another young 
carer? Maybe 
you would tell 
them to take 
some time out for 

themselves, by doing something that 
they love, like watching their favourite 
TV show. Maybe the best advice you 
have is letting a fellow young carer 
know: “Hey! It’s totally okay to talk to 
someone about it”! Whatever your 
advice may be, we want to hear it!

You could win a fabulous Back-To-
School gift pack full of delightful items, 
like journals, pens, stickers, a cool water 
bottle and a backpack! We have 3 gift 
packs up for grabs, for each of the 
following age ranges: Under 12 years, 
13-17 years and 18-25 years. Each gift 
pack is worth up to $100! Young carers, 
25 years old or under living in NSW. 
Go to www.youngcarersnsw.org.au/
back-to-school-competition-2017/?mc_
cid=321f848854&mc_eid=81f7f2836f 
for more information.



NDIS Update

New look board for NDIS
The federal government has 
announced company director 
Helen Nugent will chair the new-
look, expanded National Disability 
Insurance Agency Board. She is one of 
eight new members joining the board 
from January 1.

Four incumbent members will stay on 
for at least six months while another 
four end their terms on Saturday.

The changes to the board come 
with some baggage, with original 
members only finding out in 
September 2015 they were being 
replaced when the government 
advertised their jobs in newspapers.

For more details of the new Board 
go to http://christianporter.dss.gov.
au/media-releases/strong-board-to-
guide-the-ndis. 

Are you NDIS 
Ready?

The National Disability Insurance 
Scheme or NDIS is the biggest 
change to the way people 
with disability are supported in 
Australia’s history. If you would 
like to know more about the NDIS 
call The Disability Trust on 1300 
DISABILITY (1300 347 224) or at 
info@disabilitytrust.org.au.

New NDIA 
Benchmarking Function

The National Disability Insurance 
Agency (NDIA) is developing a new 
benchmarking function that will help 
NDIS providers compare their operations 
with other providers.

We want to hear from providers 
that deliver one or more of the 
following services - assistance with 
self-care activities, assistance to access 
community, social and recreational 
activities and Supported Independent 
Living. We will work with you to 
benchmark your metrics against others 
in the market and provide you with data 
that will help your organisation operate 
efficiently and effectively in the NDIS. 
More at https://www.ndis.gov.au/news/
benchmarking-function-design.html. 

NDIS Consultations 
and Inquiries

The Parliamentary Joint Standing 
Committee on the NDIS recently 
announced two new inquiries 
relating to the provision of specific 
types of services under the scheme.    

• Inquiry into the provision of 
hearing services under the NDIS.  

The committee will examine the 
issue of how hearing services are 
transitioned to, and delivered 
through, the NDIS. Submissions 
close 30 January 2017. For more 
information go to www.aph.gov.au/
Parliamentary_Business/Committees/
Joint/National_Disability_Insurance_
Scheme/HearingServices. 

• Inquiry into the provision of 
services under the NDIS for 
people with psychosocial 
disabilities related to a mental 
health condition

The committee will examine a range 
of issues in relation to processes 
and supports for people with 
psychosocial disabilities, including 
the transition to the NDIS of 
mental health state and territory 
government funded services, and 
the position of people who are not 
eligible to become NDIS participants. 
Submissions close 27 February 2017. 
For more information go to www.
aph.gov.au/Parliamentary_Business/
Committees/Joint/National_
Disability_Insurance_Scheme/
MentalHealth.

NDIS Annual Report
The National Disability Insurance 
Agency (NDIA) has published its 
2015-16 Annual Report, which 
provides a comprehensive overview 
of the Agency and Scheme. The 
report features achievements 
and participant stories while 
also highlighting the growth 
opportunities ahead. The next 
three years represents a unique 
transition period which will see 
430,000 Australians enter the NDIS. 
Get a copy of the 2015-16 Annual 
Report at www.ndis.gov.au/about-
us/information-publications-and-
reports/annual-reports.html. 

Your buying rights 
under the NDIS

The NDIS will create a market for 
disability services worth $16 billion a 
year, so it’s good news our consumer 
watchdog has released a new guide 
to consumer rights for people with 
disability. The Australian Competition 
and Consumer Commission (ACCC) 
released the new guide and resources 
to support people with disability in 
navigating their rights when buying 
goods and services under the NDIS.

That could be anything from 
wheelchairs and hearing aids, to 
mobile phone plans and cleaning 
services. You can download the 
resources free online at www.accc.gov.
au/disabilityresources.

The National Disability Insurance Agency 
(NDIA) has updated its Operational 
Guidelines. These guidelines help the 
public to understand how the NDIA 
makes decisions about people and the 
National Disability Insurance Scheme. 
The new guidelines can be found at 
www.ndis.gov.au/operational-guideline/
overview-sitemap.html as well as a fact 
sheet on the updates.

New NDIA Operational 
Guidelines

NDIS Contact Centre 
new operating hours

The NDIS Contact Centre, 1800 800 110, 
has new operating hours from 8am to 
11pm local times, Monday to Friday. For 
calls received outside our new operating 
times a recording will advise the caller 
of the Contact Centre operating hours. 
The NDIS will continue to monitor call 
volume patterns to ensure the Contact 
Centre operating times provide the 
community with the services and 
support they need.



The National Disability Insurance 
Scheme (NDIS) has recruited Loud to 
launch a state-wide campaign featuring 
NDIS customers.

The campaign includes stories of 
individuals who have been positively 
impacted by the insurance scheme.

The long-form video takes a ‘silent 
observer’ approach, allowing the 
audience to have an in-depth 
understanding of how NDIS impacts 
the lives of those with disabilities.

Featuring Siobhan, a 16-year-old girl 
suffering from cerebral palsy, The ‘Take 
Charge of Your Future’ video on Vimeo 
(https://vimeo.com/189575253) aims 
to show the ways in which NDIS give 
people with disability control over the 

support they receive.

Throughout the campaign Siobhan’s 
mum says “now [she] just gets to be 
mum” and Siobhan says she can do 
“pretty much whatever [she] wants” 
from going shopping to going out of 
town for a few days.

Gerry Cyron, Loud’s head of planning 
and innovation said: “All people – 
whether they have a disability or not 
– have dreams, desires and goals. For 
people with a disability it means living 
their lives the way they choose.

“For service providers, it means coming 
up with new solutions to better help 
their clients achieve their ambitions. For 
the general public, it means creating a 
society where all humans are treated 

equal and are given the same chance 
to chase their ambitions”.

Stephen Lally, director of NDIS 
communications for the NSW 
Government, said recognising the 
importance of delivering clear and 
engaging information about joining 
NDIS is key to their campaign.

“The creative shares stories of real 
people from different regions, with 
different disabilities, ages and cultural 
backgrounds,” she said.

The creative will initially run over three 
months across digital, social, radio 
and press channels targeting people 
with disabilities, their families and 
Indigenous audiences.

National Disability Insurance Scheme puts those in 
need at heart of new campaign

On New Years Eve, Minister Porter 
announced the make-up of the new 
NDIA Board and its new chair Dr Helen 
Nugent. Bruce Bonyhady, the inaugural 
Chair has exited, pushed out by the 
Federal Government. It has been 
a difficult birth for the NDIS under 
Bruce’s leadership and this article 
draws on the issues he raised as most 
challenging for the future in his parting 
letter to Minister Porter and the NDIS 
Standing Council.

The Challenges Ahead

The 12 months between now and 
December 2017 will see the NDIS 
tested on just about every front as 
the transition to full scheme becomes 
real. Not only does the NDIA have 
to complete plans for a staggering 
100,000 people with disability. 
But the NDIA will do this while 
managing through a mess of in-kind 
arrangements handed to them by 
the Commonwealth and States, an 
overly strict cap on their own staffing, 
as well as building a new program to 
help over one million Australians with 
disability or who are carers.

Despite the NDIA creating a rod for 
their own backs from time to time, 
the NDIA deserve our patience and 
goodwill as they try and deliver the 
near impossible in 2017.

The NDIA will need to deliver an 
extraordinary effort to meet the 
challenges it will face between now 
and December 2017.

Challenge #1: 2,000 
plans every week

Governments have 
instructed the NDIA 
to create around 
100,000 new NDIS plans 
throughout the 2017 
calendar year. This is a 
staggering number of 
people to go from being 
unknown to the NDIA 
to being fully signed up 
NDIS participants.

The NDIA will need to 
deliver 2,000 plans each and every 
week throughout 2017 to achieve this 
target. More people will get a plan 
between New Year’s Day and Easter 
this year than become participants 
over the whole first 3 years of the NDIA 
trial!

Challenge #2: Getting Information, 
Linkages and Capacity Building (ILC) 
right

2017 is the year that the NDIA will 
have to get a whole new program of 
funding right – Informational Linkages 
and Capacity Building. The NDIS is 
throwing away the rule book for grant-
funding and forging a new path of 
‘outcomes focused’ funding through 
ILC.

Everyone now understands that the 
NDIS is not for everyone with disability. 
And that the NDIS is often not meeting 
the needs of carers. The answer: 

Information, Linkages 
and Capacity Building.

The NDIA has been 
handed the most 
miniscule possible 
budget for this work. 
Just $132 million when 
the NDIS is fully rolled 
out. With this funding 
the NDIS is expected 
to develop a system to 
provide assistance to 1.2 
million people (900,000 
people with disability + 
350,000 carers).

The NDIA is focusing on making this 
small funding bucket achieve the most 
impact possible. That’s why they are 
so focused on ‘ILC outcomes’ because 
not a cent of this tiny bucket can be 
wasted.

Without an effective ILC program, 
people with disability will not achieve 
genuine community inclusion. Further, 
it means that the NDIS participants 
numbers are likely to blow out as 
people with less severe functional 
impairments have no choice but to 
exaggerate their disability in order to 
get something from the NDIS.

For the 3 other challenges facing 
the NDIS go to the rest of the article 
by Luke Bo’sher from Disability 
Services Consulting at www.
disabilityservicesconsulting.com.au/
resources/houston-we-have-some-
problems.

Houston, We Have Some Problems (with the NDIS)



World Braille Day – January 4

Celebrated on January 4, the birthday of Braille 
inventor, Louis Braille. The day recognizes the 
contributions of Louis Braille in helping blind and 
visually impaired people to read and write.

Moebius Syndrome Awareness Day - January 24

People are encouraged to wear purple and spread 
awareness about the syndrome originated from 
the MFOMS (Many Faces of Moebius Syndrome), 
an organization run by Tim Smith from Virginia, 
USA, Gavin Fouche from Cape Town, South Africa 
and Rebecca Maher, from Tampa, Florida. www.
moebiussyndromeawarenessday.org. 

February

World Cancer Day - February 4

A truly global event taking place every year 
on 4 February, World Cancer Day unites the 
world’s population in the fight against cancer. 
It aims to save millions of preventable deaths 
each year by raising awareness and education 
about the disease, pressing governments and 
individuals across the world to take action. www.
worldcancerday.org.

Feeding Tube Awareness Week - February 5 - 11 

ausEE Inc. is partnering with facebook support 
group AU Tubie Support to promote Australia’s 
Feeding Tube Awareness Week, ausEE Inc. is 
an Australian charity providing support and 
information to anyone diagnosed with or caring 
for someone with an Eosinophilic Gastrointestinal 
Disorder (EGID) including Eosinophilic oEsophagitis 
(EoE). They hope to raise awareness for those 
living with feeding tubes and the day to day 
challenges they face. www.ausee.org/feeding-
tube-awareness-week.

Australia’s Healthy Weight Week - February 13 - 19

Being a healthy weight helps you to feel your 
best, and it’s never too late to start! February is the 
perfect time to kick-start healthy eating habits, 
starting with polishing your cooking skills. http://
healthyweightweek.com.au/#sthash.qBAlEHy1.
dpuf.

Sweetheart Day - February 14

Heart Kids Australia - Sweetheart Day is a chance 
for all Australians to get together to help our 
Aussie heart kids by funding vital support and life-
changing medical research into childhood heart 
disease. 8 babies are born every day with a heart 
defect in Australia. https://www.sweetheartday.
org.au.

Wear Red Day - February 14

Heart Research Australia supports a centre of 
excellence that attracts world class and emerging 
researchers to conduct ground-breaking research 
into the prevention, diagnosis and treatment of 
heart disease. https://www.heartresearch.com.au.

International Childhood Cancer Day - February 15

Cancer kills more Australian children than all 
other diseases combined. Around 1 in 285 kids 
are diagnosed prior to reaching adulthood. Over 
10,000 Australian children are fighting cancer 
now. Another 1,100 are diagnosed each year. 1 
in 5 kids die within 5 years of diagnosis. http://
thetruth365aus.org.

World Cholangiocarcinoma Day - February 15

World Cholangiocarcinoma Day is an international 
effort to raise much-needed awareness of 
cholangiocarcinoma, a devastating cancer that 
occurs in the bile ducts in or outside the liver. 
http://worldcholangiocarcinomaday.org.

Don’t Wait Until It’s Too Late – February 1 - 28

Bowel Cancer Australia’s vision is to reduce 
incidence, death and suffering associated with 
bowel cancer through advocacy, awareness, 
education, support and research. www.
preventbowelcancer.org/awareness.

FebruaDAREy - February 1 - 28 

Cerebral Palsy League - FebruDAREy is a unique 
annual fundraising event that generates awareness 
around supporting people with disabilities. It is 
designed to suit people of all ages and abilities and 
provides a motivational opportunity for you to do 
something you perhaps wouldn’t ordinarily do. 
www.februdarey.com.au.

For Your Calendar…


