
MichaelPackman

SUBMISSION NO. 119
AUTHORISED: ~ C~TD

4/05/2005

HouseofRepresentativeStandingCommittee
On FamilyandHumanServices.
Inquiry Into BalancingWorkandFamily
ParliamentHouseCanberraACT 2600

DearHouseofRepresentativesStandingCommitteeMembers,

I ampresentingthis submissionto advocateonbehalfof families who careforpeoplewith a disability. I
haveencloseda numberof lettersfrompeoplewhomI havemetwhilst inmyroleof ProgramCo-ordinator
for a disability supportservice., e e ~, The opportunitiesavailableto thesefamilies
areoftenseverelyimpededdueto thehighcareneedsor constantsupervisionrequiredfor theirfamily
member.

The secondpointof your inquiry is clearlywherethis submissionis aiming,howeverif onewere to
hypothesiseor hada crystalball andcouldforeseethebirth of a child witha disability,the financial,social
andcareerdisincentivesonecouldstateto startinga family listedunderpointoneof the inquirywould be
exceedinglymagnified.In mywork role for a smallnotforprofit organizationontheSunshineCoast,QLD,
I meetanumberoffamiliesandcarersliving in the area.All of thesefamilieshaverestrictionsontheir
working,marital, socialandfinanciallives, alargeproportionhavemajorrestrictions.I haveincludedthe
lateststatisticsthat I couldget fromtheDepartmentofDisability ServicesQueenslandfrom 1998 thatshow
thenumbersofpeopleliving with a disability in this region.~1~ ~ ~ ) It is the
percentagesthatareimportantin thesefigures,foreachof thesecommunitiestheyarerelativelythesame
andare,I think, incrediblyhigh.Fromthesefigures,onecanbeginto deducehow manyfamilies arebeing
impactedthroughoutthis regionandacrossthecountry.

A typical situation:

Hypothetically,apersonwitha disabilityis borninto a family. Below is a broadsnapshotof whatI observe
is occurringwith families in this sectorin QLD.

Theymayhaveto assistto batheandtoilet, dressand feedtheir child foraslongasthechild remainsin
their care.Thisregularlyinvolvessettingfairly rigidroutinesthroughoutthedayto achievethesetasks.
This is oftenoneparent’sfulltime occupation.Thissometimesleadsto breakdownofthefamily unit.
Othersiblings oftenmiss outonparentalattentionandopportunitiessuchassportandrecreation.I have
met agedparentswho have caredfor their child at homefor over fifty yearswith very little weekly
support.

• Parent’sopportunitiesandavailability forwork commitmentsareoftenobstructedby carecommitments
and fatigue.

• Familieswill generallyhavemuchhighercostsassociatedwithhealthcareandgeneralmedical
expenses.-

• Parentswill generallyhavea greaterresponsibility,beundermorestressandbe requiredto spendmore
timeonthe supervisionof the child with a disability.

• Whenthe child reachesschoolagethefamily carerat leastgetsabreakasthechild’s careneedsaremet
duringschooloperatinghoursby thestateeducationsystem.

• Oncethe child leavesschoolmostparentsreceivelittle or no caresupportfrom Disability
ServicesQueenslandat all. Only CarersAllowanceandDisability Pensionfor theadult child.
Parents of children with mild to moderateintellectual disability fall through the gaps in
servicefunding.



• TheHomeandCommunityCareblock funding to serviceprovidersis meantto supportas
manymembersof the communityin needas is possible.This typeof facility may assista stay
at homecarerto copeby providing somerespitebut doesnotoffer the levelof supportto meet
theneedsof aworking carer.

• Thoseparentswho haveadult childrenwho areseverelydisabled,or havehighsupportneedsmay
receivea DSQfundingpackage.An averagepackagebuysapproximately18 hoursof servicetimeper
weekfora 48 weekperiodperannum.Theymayhaveaccessto little orno respiteservicesat anyother
time. If aparentmanagesto work duringthe child’s servicetimestheycomehomeandarethe
primarycarerthe restof thetime, often resultingin poorhealththroughisolation,depression
andfatigue.In the SunshineCoastRegion,approximately onein two schoolleaving
applicants for DSQ funding weresuccessfulin 2005.Adult Lifestyle Support Funding
sawapprox 4 successfulapplicantsout of approx 170.Pleasenotethat I quoted
applicants,many simply don’t apply.

Parentswho decidetheycanno longercopewith caringfor their child at home,may,usuallythrough
desperation,decideto handtheir child or adult child overto theDepartmentof Disability Services
Queensland.
This may cost government $50000 per anum upwardsin wagesto care for the individual
plus costsassociatedwith housing.

SystemFailures that leavefamilies unsupported.

Thereappearsto bea lackof cohesionbetweenHACC andDSQdepartmentsoftenresultsingapsin
serviceprovisionandcostlyduplication.

• Lackof adequatejob placesandplacementsfor youngintellectuallydisabledschoolleavers,manyof
which arenotmaturelyreadyfor this transitionstraightoutof school.

• Inadequatefundingtoprovidefor transitionalsupportfor young schoolleaversresultsin individuals
goingfrom a socialenvironmentfive daysperweekto uncertaintyandisolation.Thiscreatesanxietyfor
the family andtheindividual.

• This results in families being unsupported asthesechildren missouton DSQFunding Packages.
Under prepared job networks andlittle private sectoropportunities for peoplewith a disability
seespeopleregistered but without real prospectsor support in the meantime.Many parents of
theseyoungadults have to leavepaid working opportunities to facilitate supervisionand
community integration strategiesof their children.

• Apparentunwillingnessfromall levelsof govermuentto facetheresponsibilityto increasefundingto
supportfamilies.Severesectorunder-fundingandfragmentationof responsibilitiesfrom Stateand
Commonwealth.The currentStateMinisterforCommunitiesandDisabilityServices,WarrenPitt
openlyadmittedthat thestatehasgrosslyunder-fundedthis sectorfor 20 years.

• Lackof supportsystemthat identifies andmonitorstheneedsof the individual frombirth. Thiswould
help ageingcarerswhosechildren’sneedshaveincreasedthroughdeterioratinghealthastheyhaveaged.
Addto this theoften-deterioratinghealthof theagingcarer.

• Inequityinchildcareprovisionsavailableto parentsofadult childrenwitha disability. Thisis evidenced
by parentscaringfor adult childrenwith adisability without thesamelevelof supportofferedtoparents
caringfor youngchildrenwithouta disability. i.e. No rebated childcare for parents caring for
adults with a disability. Respitecancostup to $50 per hour. The right and opportunity to
earn a living is often deniedby the burden of care and lackof support.

• PersonallyI feeltheCommonwealth,StateandTerritoriesDisabilityAgreementsarefailing to offer
equityacrossthestatesandterritoriesto all Australianfamilies.Oneareain particular,relevantto this
committee,is supportfor employmentopportunitiesto thecarersof peoplewith adisability. This canbe
achievedthrougha greaternumberof carerrespiteoptions,but it hasto beaffordableandincentive
based.

• Dual levelsof governmentagencies,HACC andDSQ,who cannotagreeon a standardisedassessment
tool or a standardisedminimumdatasetreportingsystemforNGO’s in Queensland.The failure to fonn
agreementon thesetwo issuesisverydisappointingconsideringit couldsavea lotof time andmoneyin
thesectorthatcouldproducemoreservices.NGO’shaveto buy expensivesoftwareto connectinto
HACC andDSQreportingsoftwareor spendthetimemanuallyenteringinto thesystem.Withouta
standardisedassessmentprocessindividualsareoften lostbetweentwo systems.Somepeopleappearto
get moresupportthanmostwhilstothersin similarsituationscan’tgetanyat all.



Broad basedsolutions

• ThecurrentFederalgovernmentis at presentpublicly floating all mannerofreformsin its dealingswith
the states.I believea lot couldbeachievedon theCSTDAagreement.TheFederalGovernmentlooks
afterpeople’swelfarethroughCentrelinkandto myunderstandingwehaveequity in a nationalsystem.
It is abasicrightof oursocietythatapersonwho registersandattendsto therequirementsof Centrelink
will receivea welfarepayment.Fundinganemploymentschemefor carersto careforpeoplewith a
disability so that theirparentor parentsmaychooseto returnto the workforcelooksto be costeffective
to me. It is aninvestmentin thequalityof Australianlivesandwhilst this would havesubstantialcosts
therewouldbe thepotentialsavingsof two or morelotsof welfarebenefitsfor everypositioncreated.
Theworkerandthecarer.Onepaidcarerat a respitefacility maybeableto carefor severaldisabled
personsat a time.

• Many youngintellectuallydisabledschoolleaversarenotmaturelyreadyfor theworkforceandI feel
that linldngjob placementagencieswith adulttraining facilities for theseyoungpeoplecouldfacilitate
the transition.Centrescouldprovidelinkagesto thecommunitywith socialstimulation,education,
lifestyle,leisureandvolunteeropportunitieswhilstprovidingrespitecareoptionsto working families.
Trainingfor supportworkersthroughpartnershipswith TAFE Collegeswouldseecosteffectivetraining
opportunitiesanda skilful workforce.

• I feelthatafterhoursandweekendrespiteis anareawheremoremoneyneedsto be allocatedand
invested.Thehealthcostandcostof low productivityfrom familieswho arestretchedto thelimits
supportingtheir disabledchildrenmustalsobeexpensive.Again I seethis asaninvestmentin the
quality of Australianlives withdollar savingspotentialoverthe longerterm.

In Closing

Societyexpectsandrequiresthatpeoplewitha disabilityarecaredfor andasthelegislationstates,havethe
samerights asanyothermemberof thecommunity.As longastheirparentsaredoingthecaring,generally
speaking,it appearssocietyandgovermnentdoesn’twantto know muchaboutit. Parentscarebecausethey
love theirchildrenandwantthebestfor them,but theycannotbeexpectedto do so ontheir own. This is a
social issueand requires a social response,good governancecan deliver that response.

I thanktheHouseof RepresentativesStandingCommitteeon FamilyandHumanServicesfor allowing me
theopportunityto presentthis humblesubmission.It is frommy heartandfrom abeliefthatmorecanbe
doneto createpositivewin-win solutionsforwhatis a large,andby virtue of timeandtheageingprocess,an
increasingpercentageof ourpopulation,carers.

YoursSincerely

MichaelPackman
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DeborahTaylor

QLD

12 April 2005-04-14

To Whom It May Concern:

I am a singleworkingmotherof two children. I havea daughterturning 11 this Septemberanda son
turning 9 this June.My sonwasdiagnosedwith Autistic SpectreDisorderand ADHD in March2003.
Theyfirstly mentionedAutismto mewhenmy sonwasin preschool,whichwasin 2001.It tooktimeto
compilenecessaryinformationforthis particulardiagnosis.I havebeenworkingpart-timeonandofffor
thepast8 yearsthat I havebeensolelyraringmy children.Findingsuitableemploymenthasbeenrather
difficult.

In fact, I eventried going to TAFE in 2002 to try and furthermy educationfor thepurposeof getting
moresuitableemploymentthat would fit in with my family’s needs.I soonrealisedI wasnot getting
anywherefastanddecidedbestjust to stickwith whatyou know.

Soin February2003,I decidedto getbackto thework force, so I couldprovidemoreadequatelyfor my
family financially. As theParentingPaymentonly allows for the immediateliving costsofmy family. I
had alsonot beenreceivinganymaintenancefor quite sometime andmy carwas in desperateneedof
mechanicalrepairs,which meantmoney.

I beganemploymentat a ServiceStationwith hoursof work, whichdid not suitmy family, but enabled
meto getastartonmy necessarycarrepairs.I stuckwith thispositionthat did notsuit until I couldfind
otheremployment.

I took a position with a cleaningcompanybut inevitably this was also unsuitable, as the position
requiredme to work everySaturdayand Sunday.Which in turn meantmy children spent theirwhole
weekendat thebabysitter.This wasunacceptableformy children andme.

I beganat abutcher’s,startingat 10 hoursaweek andthendueto otherstaffresigningputmy hoursup
to between20-28hoursperweek. All wasgoingwell at first until I lostmy babysitterandthenmy son
beganto haveproblemsat school.In theendmy sonwascominghomeat 10.30amandI wouldhaveto
finish work earlyin order to pick him up from schooland thenhomeschoolhim by myselfon these
particulardays.Soin theeventofbothofthesecircumstancesit wasinevitablyapparentthat I couldnot
continuemy employmentatthebutchers.Regretfully,I resignedfrom this position,I sayregretfullyasI
really enjoyedthis particularposition.

I yet againsought employmentin 2004 with yet anothercleaningcompany,OPTIMUM, which was
basedin Mooloolaba.After 1 monthof employmentit was evidentthispositionwasnot suitablefor my
children,andmeasI waseitherrunninglateor leavingwork earlyin orderto dropoff andpick up my
childrenfrom school.

I resignedfrom this cleaningcompanyand decidedto look for a positionof employmentin the local
areaof Nambourwherewe live. It hadto be in thehoursthat my childrenattendedschool, that being
9.OOam-2.OOpm.asthis wastheonly wayI couldseethatwouldenablemeto work atall.
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People with disabilities living in the Department of Communities — Sunshine Coast Region.

Maroochy Shire 101,769 2,365 3,749 4,237 5,526 2,165 2,929 20,971 21%
Noosa Shire 34,106 829 1,274 1,495 1,908 732 1,014 7,252 21%
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Data Source: Survey of Disability, Ageing and Carers (SDAC) 1998, Australian Bureau of Statistics (ABS)
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LGA Name
Caboolture Shire
Caloundra Shire
Cooloola Shire
Kilcoy Shire 3,036 68 118 125 162 63 86 622 20%
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