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A PARENT PERSPECTIVE OF THE NDIS 

Mark Wyburn 

 

MARK WYBURN: I'll talk today about our experience with the NDIS.  We have 

been involved for about 18 months, and probably 12 months prior to that 

preparing for it.  We have Anna on the left there.  She's 12.  Nick is 15 . Luke is 

10.  And there's Roslyn, wishing she was 21.  Put your hand up. She's the 

second half of Team Wyburn. 

 

There is our Luke.  He has a moderate sensorineural hearing loss and also other 

disabilities. 

 

We have also been involved with a lot of early intervention, ongoing supports, 

through a variety of providers which we're very grateful for.  I've also listed 

what's really important about Luke, which is the real stuff.  Sometimes, with all 

the medical and early intervention going on, we forget that our kids are just kids 

and that they want to do everything that other kids want to do.  Sometimes 

people don't seem to think our kids have these dreams as well. 

 

So before NDIS - this is a statement from the 2011 Productivity Commission 

Report on Disability Care and Support and certainly it rang true with us.  Over 

90% of parents, like us, have no experience with deafness in the family, and like 

most families of a child with an early diagnosed disability, we had to find and 

start critical early intervention knowing nothing.   

 

Fortunately, in 2005, early intervention for Luke's deafness had a pathway.  So 

once diagnosed by Australian Hearing, we were able to start speech and 

language therapy.  However, we were also amongst the 30% to 40% of parents 

whose deaf child has an additional disability.  We didn't know what to do with 

Luke's other issues.  We needed a coordinated, multidisciplinary approach for his 

behavioural, social, cognitive and physical development.  His rare condition 

didn't fit into a box and his lack of support and intervention in this area was 

affecting his progress with speech and language. 
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Luke's block-funded speech therapy finished when he reached school age.  The 

system seemed to think that everything was sorted out by the age of 6 and we 

were left pretty much with nothing after that.  Luke missed out on Better Start 

funding by six weeks due to his age and the funding really wasn't enough to 

cover the needs anyway.  He would have qualified for this because of his 

deafness but not because of his corpus callosum issue.  By trial and error, and 

after some considerable time, we found a suitable coordinated therapy program 

with the Lizard Children's Centre, which is an applied behavioural analysis 

program, or ABA as it's known, generally used for kids with autism, and it was 

ideal for Luke's condition. This intensive program wasn't for him to become a 

lawyer or a doctor or to represent Australia in sport, but to have the essential 

communication, social and behavioural skills to attend school, participate in the 

community and also as an adult to hopefully get meaningful employment and be 

independent. We don't want him to be part of NDIS in the future; we want him 

to be part of the community.  Simple things most people take for granted.   

 

Meanwhile, while all this was going on, the development of the NDIS was 

underway.  It seemed to just happen around us without our knowledge as we 

were immersed in the fog of issues, emotions and learning during Luke's early 

years. 

 

After nearly five years of self-funding our program, we were approaching a point 

where we had to consider if we could continue.  To our immense good fortune 

and relief, the NDIS trial commenced in the Hunter region of New South Wales in 

July 2013 and we were eligible to participate from July 2014.  

 

I would just like to take this opportunity to thank Bruce Bonyhady, Rhonda 

Galbally, the Every Australian Counts campaign, Jenny Macklin, Bill Shorten and 

other politicians, the Productivity Commissioners, many disability advocates, the 

report writers and those brave people that publicly told very personal stories 

about their lived experiences so others could hear first-hand about disability so 

the NDIS could become a reality. 

 

My talk today is based on our one-off unique experience with the NDIS.  Your 

experience will most likely be completely different because you and your child 
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and your family situation is completely different.   

 

We had been running our own intervention program for four and a half years so 

we really did know what we wanted.  We just needed the financial support.  We 

did a lot of preparation with our documentation.  We were going 12 months 

pretty much before we were eligible.  And we wanted this all in place for our first 

planning meeting because we did need to be successful.  

 

Unfortunately, our experience at all the NDIS planning interviews has been 

challenging and stressful.  We had three interviews before our first plan was 

finalised and we came with a trolley-load of evidence on progress from our 

program for our second interview and we brought along our internationally 

experienced program supervisors.  She was strongly challenged on our program 

efficacy and we all left very upset.  We knew our child and we knew how far we 

had come and we knew how far we still had to go.  We did end up with a 

satisfactory outcome by the third meeting, although we did expend all our 

funding five weeks before the end of the 12-month period and had to self-fund 

again. 

 

Our first plan review after 12 months was also difficult.  We had to get a new 

planner up to speed and we brought along PODC's coordinator for support, which 

was fortunate as we had three NDIA staff with us at one stage during the second 

meeting. Again, we ended up with an acceptable outcome but it took two 

interviews, a few emails and a few phone calls.   

 

After Luke's plan was finalised, we have had little contact with the NDIA, other 

than claims because we self-manage.  We were supposed to have some local 

area coordinator contact but that hasn't happened yet and we haven't really 

chased it. 

 

Our second plan review is due before July this year, and we're going to do that 

by phone, which is a bit of a change in the process. 

 

So I suppose the message here is don't go into your planning meeting expecting 

the NDIS to know what your situation is or what is best for your child or your 
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family.  Remember, you know what's best for your child and you know your child 

best. 

 

Both Roslyn and I needed to be there and we really appreciated our program 

supervisor and the PODC coordinator being there at separate times as well. 

 

So my message is: prepare, prepare, prepare.  That's off the Every Australian 

Counts website and that's pretty much it in a nutshell, and that's why everyone 

has to do a lot of work.  Probably the hardest part is to be realistic about where 

you are now.  You might think that you can understand your child speaking quite 

well, but can your next-door neighbour understand your child? Can your parents 

understand them? Can the kids in the school playground understand them? So 

be realistic.  We're always optimistic and aspirational, but in this case, you have 

to actually have a realistic view of your child's capabilities. 

 

You really need to know what your goals are and you need to have a five-year 

plan.  Write them down.  You need to have that down-pat. You need to figure 

out how you're going to achieve those goals and how you're going to measure 

success. You need to do a lot of education, because with choice comes 

responsibility, so you've got to get up to speed.  You've got a lot of learning 

required. You've got to research potential service providers as well, and you 

have to think about options for accessing the community because it's not just 

about what happens within your family; it's about getting your family and your 

child out in the community.  As Bruce mentioned, that's one of the aims of the 

NDIS. 

 

You really have to have a good idea of what you want before you go into the 

planning meeting.  There's comments on Facebook pages saying, "I'm going into 

the NDIS planning meeting and I haven't read anything or I'm not prepared".  

Well, you just can't do that.  

 

You've got to think about the plan management options, whether you want to 

self-manage or whether you want the NDIA to do that, do you want the provider 

to do that? There's a lot of different options there to think about as well. 

 



 

Mark Wyburn - 6 March 2016 6 

Here are some of our concerns.  I won't go through them individually, but 

there's a lot of plays in motion in this game, and there's a lot of things that 

could go wrong with all the bases that have to be covered.  I suppose one of the 

big things is that you have to make informed choices when perhaps you're not 

informed.  When your newborn baby is diagnosed, you know the least about that 

child's condition at that point in time, and yet you've got to make a lot of choices 

on where they're going and what they're doing. 

 

The other thing that Tracey mentioned, of course, is the transition issues and 

lots of new providers entering the space.  We're gearing up from 20,000 people 

to 460,000, so the actual scale of this process is just incredible. 

 

I suppose you'll get access to these slides later, but there's some websites that 

are worth having a look at for extra help.  You become a bit of an internet 

junkie.  You've just got to stop watching My Kitchen Rules and get onto the 

computer and start looking at stuff and get yourself up to speed! 

 

I suppose my final word on this, and it's been mentioned a few times, is that 

with choice comes risk and responsibility, so you really have to be involved.  You 

can't sit on the sidelines.  You can't be a passenger.  You have to be the pilot.  

NDIA have information sessions within your community.  Get along to those.  Be 

part of a disability group.  Share your experiences with other people because a 

lot of people haven't got the capacity - the people that are here are involved 

already and you're engaged.  There's a lot of other people that haven't got that 

capacity, through language difficulties or cultural difficulties, or they just haven't 

got the educational capacity.  Their kids shouldn't miss out either.  You've got to 

be part of the conversation.  There's a bit missed out there but it says: you will 

then be doing the best for your child, your family and the community. So thank 

you.  

 

About Mark Wyburn – Parent  

Mark lives in Newcastle NSW with wife Roslyn and their three children. Their youngest 
son was born in 2005 and has a moderate sensorineural bilateral hearing loss and 
additional needs.  There was no history of deafness in either family. Mark has had 
experiences with many different government and non-government service providers 
through seeking assistance for their son’s disabilities and advocating on his behalf.  They 
have been participants in the NDIS since July 2014. 
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Mark is currently a committee member and regional representative of Parents of Deaf 
Children (PODC), and has represented both PODC and Aussie Deaf Kids at different 
government forums in relation to hearing services. 
 


