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Mr. Chairman,HonorableMembers

We arehereasrepresentativesoftheNT CarersAssociation.We arealsohereas
professionalsin servicedelivery to unpaidfamily carersin theNorthernTerritory,
which by its natureleadsa perspectiveon someissuesthat maybe a little different.

Let meintroduceourgroup

LeonieSimmonsis theManageroftheTop EndCommonwealthCarerRespite
Centre.Leoniecomesfrom a professionalbackgroundin agedcarenursingand
managementincludinga periodsettingup andoperatingagedcareserviceson an
indigenouscommunity.Sheis a MemberoftheCentrelinkNationalCarerAdvisory
committee.Hercurrentpositionincludesoversightofservicesprovidingrespite
servicesto anareathatincludes70%of thepopulationoftheNorthernTerritory.
This includesoperationof innovativerespiteoptionsto carerson Indigenous
communities.

JanelleMcKell is themanagerof theNorthernTerritory CommonwealthCarer
ResourceCentre.Janelleis atrainedSocialWorkerandhasworkedwith carersfor
thepastfouryearsboth in directsupportdeliveryandin educationandtrainingof
serviceproviderson carerrelatedissues.

I am GarryHalliday. I amalsoa trainedSocialWorkerandhold thepositionof
ExecutiveDirectorof theNT CarersAssociation.I amafamily carer,andhave
beentherecipientof carefrom my family whenI sufferedfrom adebilitatingillness.
I ama Memberof theCarersAustraliaExecutiveDirectorsForumanda member
of NationalCarersVoice. My personalinterestis in thepsychologicalimpactof long
termcareprovisionon carers.

We arenot academics,demographersor policy writers,thereforeourshort
presentationtakesit for grantedthat theagingofourpopulationandthegeneral
issuesthatarisefrom it havebeenaddressedelsewhere.Certainlysomeofthese
issueswereaddressedextremelywell in thewrittensubmissionmadeto this
committeein 2003by CarersAustralia.

Our pleato you is thatyou, in yourdeliberations,taketheimpactof provisionof
unpaidfamily careon thecareprovidersinto account.

Bringing theperspectiveofthe family membersandfriendswho providein home
carefor thefrail aged,thedisabledand thechronicill is radically differentfrom the



perspectiveofthe‘medicalmodel’ with its focuson provision ofserviceto the
‘patient’. The medicalmodel is thepre- eminentonetoday.Too oftenthefamily
carers,who statisticallyprovide75% of all carein ourcommunity,aretreatedas
‘supplicants’to do thebiddingofhealth,allied healthandhealthadministration
professionals.If theydo raiseconcernstheyareoften dismissedas‘nuisances

Lets takejust a few momentsto clarify ourvocabularyand the NT experience.In
thecontextofthis presentation,andin ourworkFamily Carersare:

parents,children,partners,other relativesandfriendswho assistwith a variety
of personal care, health care, transport, householdand other activities.
Primary carers play a key role in caring and assistwith communication,
mobilityandself-care.

Thepopulationof theNorthernTerritory is 190,000,ofwhich 25-30%(50,000)are
indigenous.This populationis spreadovera landareaof 1.35 million hectares
although71%of this populationlives in the ‘urban’ settingsofDarwin (environs)
(107,000),Alice Spring(26,500),Katherine(9,000)orTennantCreek(3,000). There
are16,000indigenouspeopleliving in these‘urban’ settings,i.e. 32% (16,000)ofthe
indigenouspopulation.Theremainderlive in small townsor ‘communities’,many
of whichareon landownedby theAboriginals.

BaseduponthelatestfiguresoftheAustralianBureauofStatistics(1998)it is
estimatedthattheirare24,523 carersin theNorthernTerritory. Thatis, about13
percentofthepopulationoftheNorthernTerritoryhavecaringresponsibilities.Of
this number,4,700peoplewereprimarycarers.Thesefiguresalmostcertainly
underrepresenttheactualnumberofcarersdueto anumberof issuesincluding the
elapseoftime sincetheywerecollectedand thehigh percentageofthepopulation
thatis indigenous.Thehigh rateof morbidity on aboriginalcommunitiesindicate
thatthepercentageofcarerson thesecommunitiesmaybe up to threetimes thatof
thegeneralcommunity(Markey, 1997).Weestimatethatthereare8,000-10,000
indigenouscarersin theNorthernTerritoryall ofwhom havesimilar issuesasthe
carersin thewider community;theseissuesareintensifiedby themultiple lensesof:

• Isolation;
• Poverty;
• Language;
• Lackofservices;
• Family breakdown;and
• Cultural confusion.

The NT CarersAssociationis a community organizationdedicatedto community
recoginitionoftherole playedby unpaidfamily carers;andprovision ofthe highest
quality servicesto thesecarersand associatedindividualsor groupsthroughoutthe
NorthernTerritory.



To achieveouraimstheAssociationusesmultiple approachesincluding:

• Directservicedelivery;
• CommunityDevelopment;and
• Involvementin public policy formulation.

We look forward to a time when unpaid family carersand associatedindividuals
and groupsare recognizedas an importantelementwithin our community, and
have accessto timely, seamlessand appropriate support services which are
deliveredin arespectfulmanner.

TheNT CarersAssociationInc considersitself to be thepeakcarerbodyin the
NorthernTerritory.We areaffiliated with CarersAustralia.

Thereis no doubtthattheagingofourpopulationgenerallywill placean increasing
demandon theneedfor carers. Somewill saythattheprovisionofsuchcareis,
afterall whata family shoulddo. With respect,webelieveis a view of societythat is
outofdate.It is aview that hasbeencalled‘unethical’ by theWorld Health
Organisation.Changesin societystructuredo not allow families to providecare
overa longperiodwithout profoundimpacton thecareproviders.Theseimpacts
includenegativeimpactsuponphysicalandmentalhealth,family relationships,life
possibilities,andlead,too often,to poverty. It is the carersin this situationright
now whoareourdaily ‘work’.

Thechallengefor thefutureis to recognizethe role of thosewho chooseto becarers
asan importantpartofthehealthsystem.We believethat this requiresadoptionof
a formalcarerpolicy by all levelsof governmentthatprovidesthemwith rights, and
identifiesthecommunitiesandtheGovernmentsresponsibilityto provideadequate
supportin arangeofareasincluding; involvement in caseplanning,provisionof
appropriateequipment,adequaterespiteandadequatefinancialsupport.As partof
this policy theneedto provideadequateongoingeducationto thecommunityabout
carersandcarerissuesmustbe addressed.This shouldbe throughall levelsof
schoolingandextendto professionaltraining.

You will notethat we feel thattheseservicesshouldextendto thosewho ‘chooseto
be carers’.This choicemustbe freely takenwith a clearunderstandingofthe
rewardsand thepossiblenegativeimplications.Thismeansthat otheraccessible
andaffordablealternativesmustbe availableandthatwhenthedecisionto provide
careis takenthatservicespromisedareavailablein a timely manner.‘Welcometo
thewaiting list’ is notacceptable,but is the realityfor too manyofour clients.

Currentandgovernmentpolicy for communitycareseemto be basedon the belief
that therewill beanendlesssupplyofcarers.Wesuggestthatthis is not thecase.
Theincreasein theprevalenceofsingleparentfamilies,thefactthatwomanare
delayingstartingfamilies,theeconomicimperativefor many families to havetwo
incomesto meetlargemortgagescombinedwith breakdown ofcultural imperatives
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to providecareto family memberssupportourapprehensionsabouttheavailability
of anadequatepool of carersin the future.

In aNorthernTerritory contextthespecialneedsofagingpeopleon indigenous
communitiesalso needsto be takeninto account.Currentlythereis a high birthrate
on indigenouscommunities.However,theculturalbreakdowninvolving alcoholand
othersubstanceabuse,combinedwith povertyandhigh morbidity is ofserious
concern.If thesituationremainsasit is, earlyonsetof agerelatedillnesseswill
continueandthesupplyofablecarerswill befurtherdepleted.

In additionto theaboveissueswebelievethatsomeofthecurrentissuesthat are
continualdifficultiesfor carerspointto improvementsthatareneededasthe
numberof family carerincreasesasit must.

• Seeminglygoodpolicy decisionssuchastheEACH schemeneedto be
managedin sucha waythattheyenablepeopleto stayin theirhomewithout
causinggreatergriefthanexistedbefore.Therulesregulations,exclusions
andexemptionsmakethisschemealmostunworkablefor somefamily carers,
who afterall, arethe onesthat providemostoftheservice.

• Policiesshouldbe in placethat endeavourto keepcarersin theworkforce
ratherthanmakingthis difficult or impossible.Currentrulesasto means
testingofservicesbaseduponspousalincomeareforcing ourclientsto give
upwork, or breakup marriagesto maintainaccessto healthcarecards.

• Respiteandsupportoptionsmustbe culturally appropriateandavailable
whenthecarerneedstheservice.

• If theCentrelinkexperimentfor providingfinancialsupportto thosewho are
needyis to be maintainedit needsto be adequatelyfundedto provide
professionalknowledgeableserviceseverytime, ratherthana servicebased
upontheluckofwho happensto be behindthe counterwhenCarersattend.
OurCarersshouldnot haveto sit on theendofa phonefor extendedperiods
of timeto thenbe providedwith thewronginformation.

• HACC servicesneedto be adequatelyfundedto provideserviceswhenthey
areneeded,a trainedworkforcethat is adequatelypaid forwhat theydo
shouldprovidetheseservices.This is not thecaseat themoment.

• Ourclients, andthe peopletheycarefor needa healthcaresystemfrom
which theycangetaffordabletreatment,whenit is needed.This is not the
experienceof manyof themat themoment

• An agingcommunitymeansthattherearean increasingnumberof aging
carers.Thesepeopleneedto assuredthat adequateservicesarein placeto
provideongoingcareif theyhappento becomeill ordie. This is not thecase
atthe moment.

• Carersshouldbeforced to continueprovidingcaresimply becausethereis
no alternative.For manythatis notcurrentlythecase.

We urgeyou not to fall into thetrapofconsideringfamily carersasanunlimited
andfreeworkforce.Thiswill leadto personalandsystemicdisaster.



It is almostcertainthat everyonein this room will, atsometime,experience
being afamily careror receivingcarefrom a family carer.It should be an
experiencedthat is specialandpositiveto all involved.Unfortunately,for many
ofourclients,this is not thecase.Wehopethat it will be betterin thefuture.

Thankyou for theopportunityto raisetheseissues.We arehappyto clarify anyof
thepoints.


