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The Hongurable Kevin Rudd MP
Prime Minister

Parliament House

CANBERRA ACT 2800

Re:  Latter from The Honoursble Jenny Macklin dated the 8% August

Dear Prime Minister,

Sadiy | missed the oppertunity to hear what was said at the public hearing for betler support for carers held on the 26" September 2008, | was
unaware the oppartunity existed until | decided fo respond to Ms Mackiin's letter. The hours were unsuitable in any case as | work.

I am writing to you te let you know how disappointed | am at receiving the rotificalion that our carer's payment will not be continued, My wife and
FHind ithard to aceept the Australian Government has abandoned us in our ime of need given the long term benefits the country will receive in
the farm of reduced disability payments to our daughter Caitlin. Accordingly | wou'd like you to read this and pass it on to the inguiry into better
suppett for carers,

My daughter Caillin suffers from Cerebral Palsy, She zcquired this condition when she siopped breathing soon after a Hepatitis B vaccination on
day three of her life. In the aight years since we have been on a rollerccasiar journey as we seek to minimize the effects of those few short
minutes she went without Qxygen. We have had to deal with deprassion on a daily basis.

Only those in similar circumstances can know,
What itis like to watch your child miss all their milestones.
The pain of knowing that they are severely delaved with lite hope of them ever catching up to their peers.
What itis ike fo field the constant questions of why they are rot starding, walking, taking, and daing the things that other children their
age do.
The fesling ofisolation that comes because you just don't want fo answer fifty questions every fime you go out.
The feeling of heblessness at not being able to progress their development due to a lack of resources in the local area,
The frustration of finding solutions but not being able 1o get sufficent contact time to make a difierence or worse still not being able to
afford them.

In my own case this past year has been a particularly hard, as | battie on at home my daughter is making amazing progress in Hong Kong under
ihe care of Professor Zhou Jiefang. The ferced separation of our family has meant | have missed both of my daughiers birthdays, Mother's day
and Father's day. | receive a daily report over the phone but | am not around to share the responsibility of bringing the children up. Whilst | will be
etemally grateful for the support my wife's family have provided; the conditions are extremely cramped and there is very limited contact with other
children of the same age, particularly English speaking ones. | have to deal with my wile’s exhaustion as she negofiates the incredibly congested
Hong Kong publlic fransport system six days & week with two small children in tow. The two hour therapy session each day takes a minimum of
five hours to achieve and twice a week she backs up with a double session. This incurs a further minimum of four hours break between each

sassion.

We o this because nowhere in Australia have we seen such progress with a non-progressive disorder such as Cersbiral Patsy. My wife deserves
a medal for her dedication as she sits for an hour cross-legged until the first part of the session finishes. During that time she holds onto my
daughters head with electrical wires intertwined through her fingers and connected 1o the acupuncture points in my daughters head. This Is done
30 she can control Caitiin's head movements; she goes nhumb in the legs but will not move lest the needles fall out.



My daughter deserves a madal for tolerating twenty-four acupuncture needles a day with sighteen of the connecies to electrical stimulation firing
pulses around thres times a second. { don'tknow any eight year olds that can sit still for so long and do o whilst receiving the electrical impulses
she dees.

Jane and | moved te Canbarra on promotion with the government and | left my immediate family in Brisbane. As previcusly stated my wife's
family resides in Hong Kong. We have had no family to rely upon for respite, and no one was able to mind the children unfit Caitlin was six.

The high cost of therapeutic equipment bas also been a barrier to Caitlin's progress. Fortunately for us some of the equipment has been fundad
through community organisations. The down side of this Is; whilst health professionals are recommending expensive eguipment to aid mobility ar
communication the budget often does not streteh that far. The effort involved to apply for funding from community crganisations also takes its bl
and very often the rejection causes deep depression as you slip into the abyss of poor, poor pitiful me; | am not even able 1o organize something
the doctors have told me my child needs, Your feeling of self worth plummels and you feel Ike crying because nobody cares about your baby
and nobody believes a word you say. Quite olten you find yourself justiying every bit of expenditure as you alienate friends with your seemingly
endiess obsession to better the quality of life of your child. Often-we have falt we have had fo prove to all and sundry our daughter is not
intellactually disabled as she has been unable to answer for herself.

The emotional costs oulstrip the financial costs every fime but tha financial costs are significant. We have kept our head above water by having
private medical insurance and using the equity we bullt up in sur home to fund our daughter's treatment. Temry Snow of the Snow foundation has
supported our self help group Friends of Brain Injured Children ACT and his phiianthrapy erabled my daughier to walk.

It costs me between $250 and $300 & week for therapy (eigh! sessions a week), My daughter bas been overin Hong Kong since the 31 Aprit this
year and is due to refurn on the 277 January 2009 in time lo start the new school year,

One of the key things we have come lo realise is children with brain injuries need frequent intense stimulation gver long periods of time. Whether
it is swimming or hydrotherapy every night, or acupuncture the key is lots of stmulation every day over years noi days, weeks or even momhs. It
also requires a ict of follow up work 1o continue the gain in movement.

Our experience has already saved the community significant dollars. Now that our daughter can walk she no longer needs a wheelchair
approximately $7000 she is now teginning to telk this has saved us and the community around $5,000 for the Voice Quiput Davice that was
recommended when she was five.

It miakes good sense to me to halp parents lika us parents who put their child’s indepandence zhead of their own needs. We want our daughter
to participate fully in the community holding down worthwhile employment gaired througn mainstream education. In time our daughter will Rifil
these aspirations and not be reliant on disabifity pensions or group housing. | was shocked o find out that a single place in a group house in the
ACT costs the govemment $75,000 per year and in NSW 582,000, These figures were taken from the Senate report info unmet needs cf the
disabled and were based on 2002 costs. You can see my polnt monay spent up front on therapy reduces these figures to $17,000 per year for
those able to look after themselves,

Of course not all parents are willing to dedicate themselves as muct as Jane and | and some therapies work for some peaple and don't for
others, The tragedy of it all Is if you don't try your child will go down the paih that relies more an community / goverrment intervention.

| acknowledge the $600 bonus and the $1000 Child Disability Assistance Payment in July mentioned in Ms Macklin's letter as help we may not
otherwise received. | would however fike to put into context with our on going costs. In Australia $1800 buys us 11 hours of acupunclure spread
over 3 weeks and 13 hours of physiotherapy spread over 13 weeks. As previously stated children with brain injudes need frequent intensive
stimulation over long periads of tima. It is impossible to get the same lavel of reatment that we recelve in Hong Kong as there are simply not
snough booking places available and the experise is simply notnere. It has taken us four years to repair the damage done in just a 'sw short
minutes and we are not there yet, but we are a long way towards our goal, If we hat taken the advice we would have learned to deal with the fact
our daughter was disabled and she would be in a wheslchair using a voice output device to communicate instead of singing and dancing as she
now does.

Please forward this submission to the pariamentary inquiry info Better Support for Carers.
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