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Summary
• This submissiondealsspecificallywith theissuesfacingourfamily sincetherecentdiagnosis

thatoursonsuffersfrom autism.
• Wehavefoundthetotal governmentserviceofferingto betotally sub-standard&/or non-

existent.
• We havehadto self-fundahome-basedearlyinterventiontherapyprogrammeat considerable

financialcost.
• This costis affectingourcurrentlifestyle andourlong-termobjectiveto beableto invest

towardourson’sfuture(andtherestofmy family). We haveto assumeoursonwill not beable
to provideforhimselfin thefuture,yet wecannotinvestforhis future.
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• This submissionrequeststhatthegovernmentcompletelyoverhaulall levelsofthecurrent
serviceprovisionto sufferersof autism,sothat:

o thereis acohesiveandintegratedsystemin placeto guidefamily’s from initial
diagnosis,throughall levelsofservice.

o at least20 hoursperweekofeffectiveearlyinterventionservicebeprovided
o significanttax breaksto familieswho provideself-fundedearlyinterventiontherapy

whereno alternategovernmentserviceis provided
o supportthroughall levelsof education,at theschoolofchoice
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Background
Our3 yearold sonwasdiagnosedwith autism9 monthsago.At thetime ofdiagnosisour
paediatricianwrote to theVictorianDepartmentofHumanServicesaskingthemto helpus.We
havenotreceived~y assistanceorservicefrom thatDepartment.Our sonis oneofthe“lucky”
childrenwho “only” faceda 6 monthwait to attend2 hoursperweekat an autismearlyintervention
centre.A charitableorganisationandour family fundhis attendance.Theonly othergovernment
assistancewereceiveis acarerallowancefrom CentreLinkworthapprox$2,000p.a. To
compensatefor thelackofearlyinterventionserviceofferedby thegovernment,weself-funda
hometherapyprogram. This year,thewagesandconsultantfeesto deliverourhometherapy
programwill costusapprox$29,000. This is aftertax money,with no taxbreaksorrefunds
available. We alsohavetheaddedresponsibilityasemployersto complyto lawsrelatingto
employment.

As aparentit is heartbreakingto knowthat somethingmorecouldandshouldbe done.Foran able-
bodiedadultit is like living yourworstnightmare.Watchingyourchild sufferaffectsyour
marriage,friendships,health,your relationshipwith yourotherchildren. If life is this hardfor the
parent,imaginehowdifficult it is forourson.

Terms of Reference Questions:
1. How can children’sdevelopmentalneedsbestbeaccommodatedin this rapidlychangingsocial
and technologicalenvironment?
• With respectto governmentservice,children’sdevelopmentis basicallythedomainof2 types

ofgovernmentdepartment;HealthandEducation. This is furthersubdividedacross3 tiersof
government;Federal,StateandLocal. It needsto berecognisedthatthesedivisions creategaps
for somechildren. Autismis an example.

2. Whatis neededmostto strengthenfamily relationships,parentingskills and confidence?
• Anecdotalevidencesuggestsfamilieswith anautisticchild haveagreaterrisk ofdivorcethan

“normal” families. TheFederalGovernmentneedto recognizetherearecontributingfactorsto
this increasein risk, which areoutsidethecontrolof thefamily. Examplesarefinancialstress
andlackofgovernmentservices.Thegovernmentneedsto recognisethatdivorcewill resultin
anevengreaterdependenceon Governmentservices(e.g.singleparentallowance,shift from
selffundedtherapyto governmentfundedtherapyetc).

3. Whatwoulda family andchildfriendly communitylooklike? Whatpracticalstepscouldbe
takento strengthencommunityengagementwithfamiliesandchildren?
• With respectto autism,thecommunityneedsto provideamorecohesiveand effectivetotal

serviceto theaffectedpersonandtheirfamily. From initial diagnosiswehaveencountered
delays,misinformation,no information,andafragmented,substandardservice.This is not
family orchild friendly.
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4. Whatarethegapsin existingservicesfor childrenandparents?Howcouldtiers ofgovernment
and thenon-governmentsectorwork moreeffectivelyto enhanceservicecoverageanddeliveiy?
• EarlyInterventionservicesfor childrenwith Autism aresub-standard.In ourcase,therewasa 6

monthwait from initial diagnosis,to theprovisionofAutismspecificearlyinterventionservice.
Theserviceofferedis only 2 hoursperweek. Whilst weareveryhappywith thequalityof
serviceprovided(Irabina“I can’twait” programat BayswaterVictoria,which is
philanthropicallyfunded,not governmentfunded),wearetotallydismayedatthepaucityof
servicesavailable. Plusweare“lucky” thatwe“only” hadto wait 6 monthsforplacement.
Clearlythereis amajorshort fall in serviceoffering,ashort fall thatwehavehadto absorb
ourselvesby settingupanABA* hometherapyprogramfor ourchild. Thishascomeat a
significantcost (tensof thousandsofafter-taxdollarsperannum),whichhasleadto a
significantlifestylechangefor ourfamily. Not only do weincurthesecosts,butweincur
employerresponsibilitiesin theemploymentofseveraltertiarystudentagedtherapistswho
deliver thehometherapyprogram. Thesestudentsarealsogaining industrytrainingrelevantto
theirfield ofstudy(disabilitystudiesandpsychology). As employerswegetno taxbreakfor
employment,or forprovisionofon-the-jobtraining. As parentswegetno tax breakfor
provisionofaservicethat anyparentwould reasonablyexpectto receivefrom thegovernment.
Furthermore,wearespendingall ofoursavingsnow,severelylimiting ourability to start
planningandinvestingtowardsprovidingfor oursonwell into his adultlife. Thereareno
certaintiesfor thedevelopmentofpeoplewith autism. We haveto assumeoursonwill be
unableto fully providefor himselffor his lifetime. We wantto investon behalfofoursonbut
wearecurrentlyspendingoursavingsonhis currenttherapysocannoteffectivelyinvestfor his
future. It is ourconclusionandrequestthatthefederalgovernmentrecognizethefollowing:

o Offering forAutism EarlyInterventionservicesareinadequate.
o Manyfamilieshaveto coverforthis shortfallby settingupequivalenthometherapy

programsat significantpersonalcost.
o Familieswho do soshouldbegrantedsignificanttax breaksto reducethefinancial stress

borne(bothin termsofreducingoperatingcostsandin termsofinvestmentincentive).

* ABA — AppliedBehavioralAnalysis. Developedby Dr Ivar LovaasatUCLA in USA. It is an

intensive1 on 1 therapyprogram,basedon discretetrial andpositivereinforcement.It breaksdown
skills into componenttasksandteacheschildrentheseskills, componentby component.ABA
formsthebasisofmuchoftheearlyinterventionstrategiesin developednationssuchasUSA and
Canada,with somestatesprovidingABA therapyprograms.ABA is entirelycompatiblewith the
theoryunderlyingearlyintervention,that is, teachchildrenskills in thefirst 5 to 6 yearsoflife
whilst theirbrainsarestill developing,thusmaximizingtheopportunityto makere-adjustmentsthat
will yield life longbenefits.

• Theaboveis reallyfocusedon theissuesfacingfamilieswith autisticchildrenupuntil about
pre-schoolage. Therearemanyissuesthatwewill haveto dealwith, asoursongetsolderand
manymoresystems(primaryschool,secondaryschooletc.)to traverse.We anticipatethatwe
will becontinuallyconfrontedwith systemsunpreparedfor, or indifferent to the issuesthat face
peoplewith autism.
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5. Whatadditionaleffort is requiredto meettheneedsofIndigenouschildren,childrenfrom
diversecultural backgrounds,children with disabilities,childrenin joblessfamilies, children
knownto be ‘at risk’ andchildrenin fostercare?
• With respectto autism,thelackofearlyinterventionto medemonstratesthatgovernmentsare

lockedinto aninstitutionalizedmindset. Thelessmoneyspentat earlyinterventionstagewill
directlyresultin moremoneybeingspentto providefor thepersonfrom primaryschoolage
throughto death.As atax payerI find this outrageous.As aparentofa child with autismI am
beyondoutrage. I think ofall ofthehundredsofthousandsofdollarsworthoftaxesmy wife
andI havepaidoverthe last20 yearsandthefirst timewereally needspecificassistancefrom
thegovernmentthereis nothing!

6. Whatnationalgoalsandtargetsfor improvingthehealthandwell beingofchildrenandfamilies
couldbedevelopedto measureprogress?
• Nationalgoals:

o DoestheFederalGovernmentknowhow manypeoplesufferfrom autism andrelated
problemsin the autismspectrum?

o DoestheFederalGovernmentprovidean integratedplanthatwill assistthesepeople,
from earlyintervention,throughall tiersofeducationandinto adultlife?

o DoestheFederalGovernmentunderstandthe~ costto thecommunityacrossall of
theselayersofgovernmentandservice?

o DoestheFederalGovernmentbelievethatthetotalendto endserviceprovisionis fully
effective?

o DoestheFederalGovernmentunderstandwhatit is like for thesepeopleandtheir
familiesto traversethesesystems?

Signed:______________________________ Signed:______________________________

PeterKiefel, dated21/1/2002 WendyKiefel, dated21/1/2002
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