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The ACT Disability AgedandCarerAdvocacyService(ADACAS)
providesadvocacyfor peopleliving in agedcarefacilities,aswell asfor
peoplewith disability. Both oftheseadvocacyprogramsarefundedby
theCommonwealthGovernment.

YOUNGER PEOPLE WITH DISABILITY IN AGED CARE
FACILITIES

Background

Nationally,therearemanyhundredsofyoungerpeoplewith non-age

relateddisabilityliving in Commonwealthfundedagedcarefacilities.

Theyaretherebecauseof alackofsupportservices,eventhoughthe
CommonwealthStateDisability Agreement,(CSDA) clearlyplacesthe
responsibilityfor meetingtheaccommodationsupportneedsofpeople
with disabilitywith theState/Territorygovernments.

Consequencesfor younger peoplewith disability, for peoplewho are
ageingand for the Australian population

Cost
Therearesignificantcostimplicationsofthispractice. A youngerperson,
sayaged18, whohasbraininjury or spinalinjury asaresultofdrowning
or diving accident,will spendpossiblythenext40 to 60 yearsliving in an
agedcarefacility. Heorshewill beoccupyingabedthatwill neverbe
availableto olderpeople. ThismeanstheCommonwealthneedsto build
an additionalbedto compensate,in additionto meetingtheongoing
supportcosts,whichshouldhavebeenmetby thestate/territory
government.

Quality ofLWe
Clearlyageriatricfacility is not suitablefor youngmenandwomen,who
havedecadesof life yetto experience.Agedcarefacilitieshaveafocus
on meetingthehealthcareneedsofresidents.Activities, wherethereare
any,aregearedtowardsthemajority residentgroup:peopleaged70 and
over.

Thecareandsupportprovidedis gearedtowardsthemost frail, meaning
thatsomeresidents,eventhosepeoplewhohaveagerelateddisability,
aretechnically“over-supported”,andloseskills andknowledgethrough
inactivity.
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In addition,whilst rarelyacknowledgedpublicly, mostresidentsin aged
carefacilitiesdie there. Therefore,thereis notastrongemphasison
rehabilitationandskills developmentandmaintenance.Theresultis that
youngerpeoplewith disabilitybecomeincreasinglydependant,andtheir
supportneedsincreaseasdoesthecostofmeetingthem. With decreasing
skills comesincreasedvulnerability,andtheinevitableperceptionof
incompetenceandlow socialvalue.

Characteristics
Whilst peoplewith manydifferenttypesofdisabilitycanlive in agedcare
facilities, themajorityarepeoplewith anacquiredbraininjury, asevere
spinalinjury, oradegenerativeillnesseg Multiple Sclerosis.Theirneeds
canvary from somenursingprocedures,egchangeof cathetersand
administrationof(some)drugs,to generalpersonalcaresupportand
lifestyle development.

Concernsfor the future

Ofmajorconcernis therumourthatState/Territorygovernmentsare
lobbyingfor theCommonwealthto allow, andpossiblyfund extensions
to existingfacilities, to enableyoungerpeopleto bemovedfrom “aged
carebeds”into purposebuilt nursinghomes.

If this goesahead,it will effectively reversethepolicy initiative of
previousGovernments,which transferredSpecialPurposeNursing
Homesfrom administrationby theAgedCareProgramto theDisability
ServicesProgram.

This transferoccurredwith theimplementationoftheDisabilityServices
Act 1986(DSA), andin the following yearsmanyofthefacilitieswere
closed. Theresidentsweresupportedto moveinto moresuitable
communitybasedaccommodation,in linewith the Principlesand
ObjectivesoftheDSA, andconsistentwith theirwishes.

SincetheimplementationoftheDSA, andmorerecentlytheCSDA, the
numbersofyoungerpeoplewith disabilityliving in Commonwealth
fundednursinghomeshasincreased.In addition,thefundsavailableto
supportcommunitybasedliving havebeeninadequateto meeteven
urgentdemand.

TheCommonwealthhasnot rescindedeligibility for youngerpeopleto
accessnursinghomes,arguingthattheyshouldbethereas“last resort”
placements.However,thisoption seemsto bebeingpromotedby
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state/territorygovernments,whoadministertheAgedCareAssessment

processeswhere-byaccessto agedcarefacilities is approved.

Possibilities for a different approach

Any responsethatenablespeoplewith disabilitiesto besupportedin the
communitywill requireadditionalresources,but moreimportantly
coordinationofexistingresourcesandprograms,andearlyintervention.
Manyof these,if in place,wouldhaveadirect impacton reducingthe
ongoingcostof support. Forexample:

• useofstatehousingauthoritiesto advancelow or interestfree
loansto modify housingto makeit accessibleto thedisabled
family memberandto enhanceindependence;

• earlyinterventionto maintainasmuchphysicalmobility,
independenceandintellectualcapacityaspossible,againa
state/territoryresponsibility,eg physio,occupational,andspeech
therapies;

• casemanagementfrom timeof injury throughto somemonthsafter
satisfactoryreturnto theirhome;

• ongoingsupportand/orcasemanagementto respondto changesin
lifestyle; (suchasLocal AreaCoordination)

• brokeredpackageofsupportfunds.

Thereareanumberofexamplesnationallyofsuccessfulprogramswhere
youngerpeoplehavebeenassistedto leaveanursinghome,or to not go
into onein thefirst place. Someexamplesarecurrentlyoperatingin
WesternAustraliaandSouthAustralia.

In addition,theCommonwealth’sAttendantCareScheme,pilotedin the
mid-1980’s,providedexamplesofdifferentmodelsof administrationand
supportincludingasystemwherepaymentwasmadedirectlyto the
client, whothenorganisedtheirownsupport.

Suggestionsfor implementation
Theresourcessupportingyoungerpeoplewith disability in nursing
homesarecurrentlysolelytheresponsibilityof theCommonwealth.

FundingpossibilitiescouldincludeanextensionoftheCommonwealth’s
ExtendedAgedCarein theHome(EACH) scheme.Additional fundsand
servicescouldthenbeprovidedby StateandTerritory governments
through,for example,housingauthorities,HACC andDisability Services
Grantsprograms.
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However,theinitial critical objectiveshouldbeanunequivocalstatement
that agedcarefacilities are not appropriateplacementoptions for young
people with disability. This should be followed by consistent and
coherentpolicymakingandresourcedecisions.

Thekey featuresofanyprogramto supportpeoplewith disabilities,
irrespectiveofwheretheylive shouldbe:

• separationoftenancyfrom support;
• flexibility;
• responsivenessto theindividual’s supportneeds;
• developmental,leastrestrictiveoptions;
• portableto differenthousingoptions;
• involve thepeoplewith disabilityin decisionsaffectingtheir lives;
• maximisethecontrolby thepersonwith disability, andtheir family

wherenecessary.

Supporting documents

ADACAS believesthatit is importantto developpoliciesthatenable
youngerpeoplein agedcarefacilities to besupportedto returnto
communityliving.

To thisend,ADACAS haspreviouslyprovidedaproposalto the
Departmentof HealthandAged Carethatwouldenablethis to happenin.
awaywhich is, effectively,cost-neutralto theCommonwealth
Government.Thatproposalalsoaimedto deliverlongertermpositive
outcomesfor youngerpeoplewith disability, andolderpeopleliving in
thecommunity. A summaryoftheproposalis Attachment A.

ADACAS hasalsodevelopedapositionstatement,entitledPermissionto
Shine,designedto promotediscussionon this topic. The statementis
Attachment B tothissubmission.

MichaelWoodhead
A/g Manager
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Attachment A

Summary ofADACAS proposalto Department of Health and Ageing
regarding younger peoplewith disability in agedcare facilities

Theproposalis to re-categorisetheplacesoccupiedby youngerpeople
with disabilityasExtendedAgedCarein theHome(EACH) places.

Thefundsfor theseplaceswouldthenbebrokeredto communitybased
organisationsprovidingsupportto peoplewith disability, to developand
providetherequiredlevel ofsupportto enablethepersonto live in the
community.

In return,thevacatedplacescouldreceiveapprovalasagedcarebedsin
thenextroundofnewplacesfunding. (However,if therewereconcerns
aboutthequalityofcareprovidedin thefacility, thenapprovalshouldbe
withheld.)

Theprojectcouldbetrialledwithin theACT, andextendednationally
following evaluation. ADACAS researchhasindicatedthatthereare
morethan50 youngerpeoplecurrentlyliving in ACT facilities, with
othersonwaiting lists. Themajorityarepeoplewith Multiple Sclerosis,
but thereareotherpeoplewith acquiredbraininjury andspinalinjury.

Not all residentswant to leavethenursinghome,possiblybecauseof fear
aboutongoingsupport,andlackofoptionsanddemonstrationprojectsto
raiseawarenessofalternativesto institutionalisation.

Rationale

Costshifting
• Unlessanduntil theCommonwealthGovernmentchangesits

policy ontheeligibility ofyoungerpeoplewith disabilityto access
agedcarefacilities, thenit is likely thedemandwill increase.The
main reasonfor this is thattheResidentialAgedCareProgramhas
automaticfunding/placesgrowth.

• TheCommonwealth/StateDisabilityAgreement,(CSDA),places
responsibilityfor meetingtheaccommodationandsupportneedsof
youngerpeoplewith disabilitywith StateandTerritory
Governments. Fundingfor theseprogramsis not automatically
linked to demand,andwas significantlyunder-resourcedwhenthe
CSDA cameinto effect in 1991-2. Severalstudiesundertakenby
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State/TerritoryGovernments,andby theAustralianInstituteof
HealthandWelfare,indicateasignificantshortageof
accommodationplacesfor peoplewith disability.

• TheStatesandTerritoriesaregoingto usewhateveroptionsare
availableto themto makefundsstretchfurther. TheAgedCare
AssessmentTeams,which gate-keepaccessto agedcarefacilities,
areadministeredby StateandTerritory Governments.

• If theCommonwealthallowsyoungerpeopleinto agedcare
facilities, it will bemeetingthosesupportcostsuntil theperson
dies,or theyfind analternateaccommodationoption. Forsome
people,thiscouldbe4 or 5 decades,or longer.

• As fundsfor disabilityaccommodationsupportarescarce,and
prioritisedto thosemostin need,peoplecurrently“adequately”
supportedin agedcarefacilities areunlikely to getpriority. If the
numbersofyoungerpeoplein agedcarefacilities increase,the
Commonwealthcouldeventuallybespendingthemajorityof its
agedcarebudgetonyoungerpeople.

• Commonwealthis meetinginfrastructurecostswhich are
effectivelyState/Territoryobligations: TheCommonwealthcan
makeResidentialCaregrantsto meettheestablishmentcostsof
agedcarebeds.

• Thenumberofnewbedsis governedby aformula,(acertain
numberofbedsper 1000peopleover70 yearsofage)whichhas
beendeterminedasreasonableto meetthedemandfrom older
peoplefor agedcarebeds. As longasayoungerpersonoccupies
anagedcarebed,thenthatbedis not availablefor useby anolder
person,andconsequentlytheCommonwealthis not meetingthe
quota.

• If the formulafor agedcarebedsis valid, thentheCommonwealth
shouldincreasethe formulato compensatefor thedeficit. The
moreyoungerpeopletherearein agedcarefacilities, themorethe
Commonwealthwill haveto spendto establishnewbedsto meet
thequota,anddemandfrom theolderpopulation. Theseare
effectivelyinfrastructureandsupportcoststhatshould,underthe
CSDA,bemetby theStatesandTerritory Governments.
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Costneutral
• Theproposalis costneutralto theCommonwealth.The

Commonwealthwouldhavecontinuedto beresponsiblefor the
supportcostsfor theyoungerpersonanyway;socontinuingthis
fundingthroughanEACHplacerequiresno increasein
Commonwealthfunding.

• Growthplaceswouldhavebeenallocatedanyway. Thedifference
is thatsomeof thenewplacesarepre-determined,ie to those
facilities whereayoungerpersonhasbeendischargedinto the
community.

Policycoherency
• Theproposalis coherentwith currentapproachesto supportfor

peoplewith disability; accommodationin institutionsis not. In
1987theCommonwealthGovernmenttransferredresponsibilityfor
administrationof specialpurposenursinghomes,(SPNH), from the
ResidentialAgedCareProgramto theDisability ServicesProgram.

• Thismovereflectedaphilosophicalshift in deliveryof supportto
peoplewith disability,which wasconsistentwith theDisability
ServicesAct, 1986, (DSA). ThePrinciplesandObjectivesof the
DSA weredevelopedfollowing extensiveconsultationwithin the
community,aswell asresearchon contemporary,andleadingedge
approachesto support. As aresult, thispolicy shift hada
significant level of supportfrom peoplewith disabilityandtheir
families; especiallyfrom thosepeoplealreadyliving in SPNH’s.

• As aconsequenceoftheinternaltransferof administrative
responsibilitymany,but not all, SPNH’swerede-institutionalised,
with residentsbeingreturnedto thecommunitywith appropriate
levelsofsupport.

• To re-establishSPNH’s,or to constructwings in existingagedcare

facilities,wouldbeto returnto policiesalmostthreedecadesold.

Constraints

If thisproposalwere to beimplemented,thereareotherfactorswhich
needto beconsidered,andput into place,in orderfor youngerpeople
with disabilityto be adequatelysupportedin thecommunity. These
include:
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• accessto modifiedhousing,and/orfundsto modify existing
housing;

• accessto therapiesto maximisephysicalandmentalfunctions;
• accessto nursingcareas required;
• accessto aidsandequipment;
• accessto othersupportsif theEACH fundingis insufficient;
• accessto ongoingcasemanagement/coordination.

All of thesearetheresponsibilityof theState/TerritoryGovernment.
However,the Commonwealthhassomeinfluenceonthesethrough:

- HomeandCommunityCareProgram;
- CommonwealthStateDisability Agreement;
- CommonwealthStateHousingAgreement;
- MedicareAgreement.

Thereis alsogeneralconcernin thecommunityaboutthegenerallack of
theseresources,for peoplewith disability, for olderpeople,andfor their
familiesandcarers. In particular,availabilityofaccessiblehousing,
and/orthelackof accessto low interestor interestfreeloansfor housing
modifications,is acontinualsourceoffrustrationfor peoplewith
disability,(andolderpeople)wishingto continueliving in the
community. Therearealsoissuesaboutlackof, or insufficientaccessto
coordination,andalackof mechanismsto tailor packagesof
individualisedsupport,asopposedto “off-the-shelf’ serviceresponses.

Thus aprojectthat is ableto demonstrateoutcomesin theseareaswill not
onlydeliverimprovedoutcomesfor thepeopleconcerned,but also,in a
widercontext,improvethecommunity’sinfrastructureandsocialcapital.

In thelongerterm, thereareissuesaroundearly interventionto maintain
peoplein thecommunity,ratherthanprojectsto returnpeopleto the
communityfrom aninstitution. Thelatteris moreresourceintensiveas
links to the communityhaveto bere-established.This proposalwill
demonstratewaysto overcometheseconstraints.
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Attachment B

A POSITION STATEMENT

FOR THE

“PERMISSION TO SHINE PROJECT”

OCTOBER 2002
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1. Introduction

PurposeofthisPositionStatement

This position statementhas beenprepared aspart of a submissionfor
Government funding concerning younger people with disabilities in
residential aged care facilities (or nursing homes) in the ACT to
promote discussionand to contribute to the overall robustnessof the
final submission.

Reasonfor thePositionStatement

The position statement is motivated by a heartfelt concern for the
well-being of younger people with disabilities currently living in
residential aged care facilities in the ACT and a desire to strengthen
and securemore positive life pathwaysfor thesepeople.

Structureof thePaper

Thispaperis structuredasfollows. It first providesadetaileddescription
of the subgroupof peoplewith a disability who are the focus of this
positionstatement. It thenoutlinesthepolicy contextthat operatesin the
ACT andidentifiesthemainbarriersexperiencedby youngerpeoplewith
disabilitiesin residentialagedcarefacilities. Thekeypremisescentralto
the positionstatementfollows this. It thenidentifiesandoperationalises
sevenhigh-levelprinciples which underpinthe position statement. The
lastsectionprovidesan overviewofwhatactionsneedandcouldbetaken
to progressthePermissionto ShineProject.

I. TARGETGROUP- WHOA~ WETALKINGABOUT?

The group of people at the centreof this position statementincludes
youngerpeoplewith disabilitiesundertheageof65 who are:

• currentlypermanentresidentsin residentialagedcarefacilities in the
ACT, totalling 41 persons(25 menand16 women)at 30 June20011;
and

• currently eligible or likely to become eligible for permanent
placementin aresidentialagedcarefacility in theACT.

It excludesyounger peoplewith disabilities with a terminal medical
condition,thosewhoreceiveasupportedaccommodationservicethrough

Australian Institute of Health and welfare (AHTW) (2002) ResidentialAgedCare Servicesin

Australia2000—01:A StatisticalOverview,AJHW Cat. No. AGE 22, Canberra,AIHW (Aged Care
StatisticsSeriesNo. 11).
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or funded by Disability ACT and thosewho currently receive or are
eligible to receiveapackagethroughtheCommunityAged CarePackage
Program.

Consistentwith the ACTDisability ServicesACT1991, DISABILITY, in
respectof aperson,meansa disabilitythatis attributableto apermanent
intellectual,psychiatric,sensoryor physicalimpairmentor acombination
of thoseimpairments,which resultsin asubstantiallyreducedcapacityof
the person for communication,learning or mobility and the need for
continuingsupportservices.

2. POLICYCONTEXTOPERATINGIN THEACT

It is well known andgenerallyacceptedin the disability and agedcare
sectorsthatresidentialagedcarefacilities are inappropriateenvironments
for youngerpeoplewith disabilities. Despitesuchplacementsbeingused
as an “option of last resort” by the ACT Government,the numberof
youngerpeoplewith disabilities in thesefacilities is unacceptablyhigh
andtheoutcomesfor thisgrouparefar lessthanideal.

Notwithstanding sound arguments around deficiencies in existing
governmentprogramsandfunding allocation,theprincipal reasonfor the
unacceptably high number of younger people with disabilities in
residentialagedcarefacilities in the ACT is that they arepowerlessto
chart their own pathwaysin life. Indeed, a national researchproject
investigating the placement of younger people with disabilities in
residential agedcare facilities conductedby the NSW Departmentof
Community Servicesin 19952 found that the relative supportneedsof
those remaining in thesefacilities were not significantly greaterthan
former youngerresidentsof such facilities who had been relocatedto
moreappropriateresidencesin thecommunity.

Thereis alsoa critical absenceof informationaboutyoungerpeoplewith
disabilities in residentialaged care facilities at both the national and
State/Territorylevel. The datacurrentlyavailableonly tells us aboutthe
overall numberand proportionof permanentand respitecareresidents
and admissionsin the ACT, by gender(see Table 1 over the page).
Putting anecdotal evidence to one side, there is no government
publication from which to paint a personalpicture about the lives of
youngerpeoplewith disabilities in the ACT. We no little or nothing
about:

2 In AIHW (2001)Australia’sWelfare2001,Canberra,AIHw.

12
Inquiry into long term strategiesto addresstheageingof theAustralianpopulation

ADACAS submission



• the appropriatenessof the placement of younger people with
disabilitiesin residentialagedcarefacilities;

• the personalcharacteristicsand experiencesof youngerpeoplewith
disabilities;

• the life pathwaysyoungerpeoplewith disabilities andthosewho are
closestto themwouldchoosefor themselves;and

• thediverseoptionsavailableto sustaintheir life choices.

Without such information, the task of developing public policies
concerning younger people with disabilities becomes a precarious
exercise. Consequently,the effective-nessof suchpolicieswould most
certainlybeseverelycompromised.

Therefore,understandingthe personalcharacteristics,experiences,life
goals and aspirationsof youngerpeoplewith disabilities along with a
knowledgeof the rangeof sustainablediversealternativelife pathways
availableto themis ofvital importanceto ACT publicpolicy makers,but
also to serviceproviders,youngerpeoplewith disabilitiesandthosewho
areclosestto them asthey aredirectly affectedby the actionsof policy
makers.
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Table1: Residenttypeby gender,personsagedunder65 andthetotal
population,residentialagedcarefacilities,ACT, 30 June2001(A)

Permanentresidents

FEMALE

MALE

41 (2.9%)

16 (1.5%)

25 (6.8%)

1,401

1,035

366

Respiteresidents

FEMALE

MALE

3 (9.1%)

(12.5%)
3

0 (0.0%)

33

24

9

All admissions(B)(C)

FEMALE

MALE

79 (7.0%)

49 (6.7%)

30 (7.5%)

1,136

734

402

Permanent
admissions(B)(C)

FEMALE

MALE

24 (5.1%)

10 (3.2%)

14 (9.0%)

471

315

156

Respiteadmissions(B)(C)

FEMALE

MALE

55 (8.3%)

39 (9.3%)

16 (6.5%)

665

419

246

FEMALE

MALE 25 375

Note:

(a)Derivedfrom informationheldon theCommonwealthSystemfor the
PaymentofAged ResidentialCareandfrom supplementarydataprovided
by theCommonwealthDepartmentofHealthandAgeing.

(b) Refersto admissionsto residentialagedcarefacilitiesbetween1 July
2000and30 June2001.
An individualcanhavemorethanoneadmissionduring theperiod.
Transfersareexcluded.
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(c) Separationsfrom residentialagedcarefacilities (i.e. death,returnto
thecommunity,to hospital,
to anotheragedcareservice)arenot availablefor personsagedunder65.

Source:AustralianInstituteofHealthandWelfare(AIHW) (2002)
ResidentialAgedCareServices
in Australia2000—0]:A StatisticalOverview,AIHW Cat.No. AGE 22,

Canberra,AIHW (AgedCareStatisticsSeriesNo. 11).

4. Key PremisesOfThePosition

Centralto thispositionstatementareanumberof keybeliefs:

1. Residentialagedcarefacilities:

• are inappropriatefor youngerpeoplewith disabilitiesas theyare
designedfor frail olderpeople;

• provide a minimum standardof physical care, which is not
necessarilycommensuratewith the level of careactually needed
by younger people
with disabilities;

• are detrimental to the psychological and social well-being of
younger
peoplewith disabilitiesastheir living conditionsareregimented,
they are subjectedto group treatment and are isolated from
communitylife; and

• are the antithesis of human dignity, self-determinationand
integrationinto full community life as articulatedin the ACT
Disability ServicesAct 1991 (seeAttachmentA, Schedule1 of
theAct).

2. Youngerpeoplewith disabilitiesin residentialagedcarefacilities are
a diverse subgroup of the general population of people with a
disability, with varyingbackgrounds,capacities,needs,life goalsand
aspirations.
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3. Younger peoplewith disabilities in residentialaged care facilities
3.

need encouragement,personalisedopportunities and supports in
orderto live anordinarylife andto bepartof their local community.

4. Themeaningof ordinarylife andcommunityliving for everyperson
with adisability is uniqueto thatperson.

5. Thelife pathway/schosenby ayoungerpersonwith a disabilityneed
to be respectedand actively reflected in the assistancethat is
providedto thatperson.

6. Governmentpolicy and the service delivery culture need to be
facilitative, responsiveandflexible to the dynamiccapacities,needs
andlife choicesofyoungerpeoplewith disabilities.

7. A muchhigherpriority andmoreresourcesneedto be given by both
the Federaland ACT Governmentsin order to make a substantial
differenceto thequalityof life ofyoungerpeoplewith disabilities.

5. HIGH-LEVEL PRINCWLES

Thepositionstatementis underpinnedby sevenhigh-levelprinciples:

1. UniqueSupports;

2. EmpowermentandSelf-determination;

3. Ever-changingLives;

4. Equityof Opportunity;

5. RightRelationships;

6. Quality Service;and

7. Culture ChangeandCommunityDevelopment.

1. Unique Supports

Thereis no model, or preconceivednotion of the best life pathway/sfor
younger people with disabilities. In identifying what these diverse
alternativelife pathway/smight be,this processneedsto becharacterised
by:

~This could includepersonalisedopportunitiesand supports in areassuch as: physical care and
well-being; emotional well-being; independentadvocacy support; personal relationships/family;
cultural; sexuality;housing;therapy; telecommunications,aidsandappliances;education,vocational
trainingandemployment;recreationandleisure.
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• Assistingyoungerpeoplewith disabilitiesandthosewho are closest
to themto build visionsofadesiredlife pathway/s.

• Assistingyoungerpeoplewith disabilities andthosewho areclosest
to them
to think creativelyto locatesolutionsthatwill enablethemto pursue
their
desiredlife pathway/s.

• Fully respectingthe wants,needsandlife choicesof youngerpeople
with disabilitiesandthosewho areclosestto them.

• Includingall life’s needs(referto footnote3).

• Identifying and securing,wherepossible,the requiredresourcesto
enableyoungerpeoplewith disabilities andthosewho areclosestto
themto pursuetheir ownlife pathway/s.

• A wholeof govermnentapproach.

2. EmpowermentandSelf-determination

Younger people with disabilities will drive the process. This
requires:

• Acknowledgmentthatyoungerpeoplewith disabilitieshavearight of
self-determination;thatis, theyare freeto determinetheir ownlife
pathway/s.

• Acknowledgmentthat manyyoungerpeoplewith disabilitieshave
hadlittle orno realdecisionmakingopportunitiesfor sometime.

• Acknowledgmentthatyoungerpeoplewith disabilitieshavedecision
making experiencesthathavenot createdpositivecircumstancesor
outcomesfor themor thosewho areclosestto them.

• Acknowledgementthatthelife pathway/schosenby youngerpeople
with disabilitieswill bestronglyinfluencedby their perceptionof
whetheror nottheir personalsafetyis adequatelyprovidedfor.

• A processthatacknowledgesandproactivelyrespondsto the
changingneeds,circumstancesandlife pathwayschosenby younger
peoplewith disabilitiesovertime.

• A processthatprovidesadequatesafeguardsandprotectionsfor
youngerpeoplewith disabilitiesandthosewhoareclosestto them,
particularlyin timesofchange.
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• Acknowledgmentthatopportunitiesin life arepartofaprocess,not

anoutcome.

3. Ever-changingLives

The livesofyounger peoplewith disabilities and thosewho are closest
to them are typically dynamic and fluid, not static. To this end, an
array of different pathways may be accessedat any point in time.
This requires that:

• “Visioning” and“dreaming” of adesiredlife pathway/sis constantly
evolvingandis notaone-offdecisionorexperience.

• Resourcesmustbe linked to the youngerpersonwith a disability to
enablethemto developandbehappy.

• The meaningof an ordinary life is definedby and is uniqueto the
youngerpersonwith adisabilityandthosewhoareclosestto them.

• The ever-changingaspectsof living as reflected in the decisions
youngerpeoplewith disabilitiesmakemustbein placeassafeguards.

4. Equity of Opportunity

For a numberof reasonsnot all peoplebegin life’s journeyon an equal
playing field. As aconsequence,peoplehavedifferentlevelsof emotional
support,strengthsof personalsupportnetworks,needsand supportsdue
to thenatureoftheir disability,etc. It is necessary,then,that:

• The processidentify that different typesandlevelsof resourceswill
beneededovertime.

• The initial stageof deciding upon an alternativeor enhancedlife
pathway/smaynecessitateprovidingyoungerpeoplewith disabilities
with information,experiencesandsupport.

5. Right Relationships

It is important to honour the natural relationship betweena younger
person with a disability and those who are closest to them. This
requires that:

• It maybe necessaryto work with the immediateor extendedfamily
of the youngerpersonwith a disability to re-establishthe primary
relationshipof parent,partner, sibling, friend, etc, as opposedto a
relationshipprimarily identified ascarer/carerecipient.
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• Youngerpeoplewith disabilities andthosewho areclosestto them
dominate
the decisionmaking processand make their own decisionsat all
times.

• It maybe necessaryto assistsomeyoungerpeoplewith disabilitiesto
form alternatenaturalloving andsupportiverelationships.

• It may be necessaryfor someyoungerpeoplewith disabilities and
thosewho are closestto them to havethe supportof an independent
advocate.

6. Quality Service

Younger people with disabilities and those who are closest to them
should be in the position to define what quality service (including
quantity)meansto them. This requiresthat:

• Public policy makersandserviceproviderslook beyondthe concept
of minimum service standardsto meeting the needsof younger
peoplewith disabilities.

• Quality serviceneedsto be defined by the youngerpersonwith a
disability and thosewho are closest to them. The outcomesof
standardisedassessmenttools and formal assessmentsconductedby
allied health professionalsneed to complement(not replace) the
serviceandsupportsneededas definedby the youngerpersonwith a
disabilityandthosewho areclosestto them.

• The processfosters the right relationshipsbetweenyoungerpeople
with disabilities, serviceproviders and other formal and informal
supportnetworks.

• Any fundingis attachedto theindividualandis portable.

• Thereis anemphasison educationandinformation.

• Someyoungerpeoplewith disabilitiesmayrequirethe supportof an
independentadvocate.

7. Cultural Changeand Community Development

The processidentifiesthat beinga valuedmemberof the community is

therightful startingpoint, notan outcome.Theprocessmust:

• Challengeassumptionsthatthecommunityis not welcoming.

19
Inquiry into long termstrategiesto addresstheageingof theAustralianpopulation

ADACAS submission



• Challengeassumptionsthat public policy makers, allied health
professionalsand workers in agedcarefacilities know what is best
for younger peoplewith disabilities and thosewho are closestto
them.

• Work to establish/re-establishthe networksfor youngerpeoplewith
disabilitiesthatgivevalueto beingpartof thecommunity.

6. WHERETO FROM HERE?

It is essentialthat immediate action be taken to assistyounger people
with disabilities currently living in residential aged care facilities in
the ACT to locate appropriate and positive living options and resume
lives that have a purpose and value. It is equally important that
other younger peoplewith disabilities do not find themselvesin the
position of being unable to locate any positive life pathways. These
are over-whelming imperatives in the lives of the individuals who
find themselvesin thesesituations.

It is also clear that an infrastructure must be developedto sustain a
service and support systemthat wrn respond to the lives of younger
peoplewith disabilities in apositive and proactive manner.

Four actionshavebeen discussedthat will assistwith:

• the improvement of information on younger people with
disabilities in the ACT;

• generating a wealth of insights into good practice for working
with younger peoplewith disabilities and thosewho are closestto
them; and

• the developmentof an infrastructure that could sustain the level

of systemchangerequired.

ACTIONS -

1. CONDUCTA THOROUGHINVESTIGATION into:

• the locations and circumstancesof younger people with
disabilities currently living in residentialagedcare facilities in
the ACT, andpeoplewho are in other residentialfacilities who
areeligible for placementin suchfacilities;

• the extent of issues experiencedby younger people with
disabilitiesin residentialagedcarefacilities in the ACT;
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• theoptionscurrentlyconsideredavailablefor thesepeople;
• current national and international practices, including best

practice;

• financialcoststo sustaincurrentpractices;and

• non-financialcoststo sustaincurrentpractices.

2. DEVELOP AND TRIAL A PROCESSthat would:

• investigatethepersonalisedopportunitiesandsupportsrequiredby
youngerpeoplewith disabilitiesto sustainapositive healthstatus
and to maximiseand maintain personalrelationshipsand other
socialandcommunityconnections;

• identify serviceproviders with the capacityto support younger
people with disabilities and then link younger people with
disabilitieswith them;

• identify community organisationswith the capacity to provide
financialsupportto youngerpeoplewith disabilities;

• liaise and network with service providers and community
organisations
to inform andeducatethemabouttheneedsofyoungerpeoplewith
disabilities;and

• build links with a range of service providers and community
organisations
to improveaccessfor youngerpeoplewith disabilities.

3. BuiLD PARTNERSHIPS with relevantpolicy governmentdepartments,
serviceprovidersandcommunityorganisationsto contributeto robust
policy thatwill sustainpositivepractice:

• ata fundingandaccountabilitylevel;

• ataservice/supportcollaborationlevel; and

• ataservice/supportpracticelevel.

4. CONDUcT EDUCATIVE ACTIVITIES to enable these three actions to
eventuatein a positive and collaborative manner.
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Further discussion is necessary between younger people with
disabilities and thosewho are closestto them, the ACT Government,
the Federal Government, serviceproviders and advocatesin order to
pursue any of these actions and/or other actions that may be
necessaryto strengthen and securemore positive life pathways for
youngerpeoplewith disabilities and thosewho are closestto them.

It is alsonecessarythat action not be hindered by a lengthy period of
negotiation. The discussionmust take placeimmediately. It must be
focussed and outcome directed.
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ATTACHMENT A

SCHEDULE 1 OFTHE ACT DISABWITY SERVICESACT 1991

:

Humanrightsprinciplesto be furthered

in relationto peoplewith disabilities

1. All peoplewith disabilities are individuals who have the inherent

right to respectfor theirhumanworthanddignity.

2. Peoplewith disabilities,whatevertheorigin, nature,typeor degree
of disability, havethe samebasichumanrights asothermembers
of societyand shouldbe enabledto exercisethesebasichuman
rights.

3. Peoplewith disabilitieshave the samerights asothermembersof
society to realise their individual capacitiesfor physical, social,
emotionalandintellectualdevelopment.

4. Peoplewith disabilitiesandcarersof peoplewith disabilitieshave
the sameright as othermembersof society to servicesthat will
supporttheir attainingareasonablequalityof life.

5. Peoplewith disabilities have the sameright as othermembersof
societyto makeandactivelyparticipatein the decisionsthat affect
their lives andareentitled to appropriateandnecessarysupportto
enable participation in, direction and implementation of the
decisionsthataffect their lives.

6. Peoplewith disabilities havethe sameright as othermembersof
society to receive servicesin a mannerthat results in the least
restrictionoftheirrightsandopportunities.

7. Peoplewith disabilities have the sameright of pursuit of any
grievancein relationto servicesashaveothermembersofsociety.

8. Peoplewith disabilitieswho wish to pursuea grievancealsohave
theright to adequatesupportto enablepursuitof thegrievance;and
be ableto pursuethe grievancewithout fear of discontinuationof
servicesor recriminationfrom any personor agencywho may be
affectedby or involvedin thepursuitof thegrievance.
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