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ADACAS VISION

To assert, promote and protect the
rights and responsibilities of people
with disabilities, people who are older
and people who are caregivers

ADACAS MISSION

We vigorously advocate for and with
vulnerable people, who have a
disability are older or their
caregiversso that they may exercise
their rights as citizens, live valued and
dignified lives in the community, and
pursue their dreams.
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Liza Venus receiving the 2012 Rookie of the Year in the Annual Disability Sector Awards
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Stephen Still

It is a great privilege to introduce the ADACAS Annual Report for the financial yegl2012
ADACAS continues to go from strength to strength, and is well placed to productively engage with
the excitement and dlllenges that will inevitably flow from the major reforms taking place in the
sectors we cover.

h¥ INBFGSadG y2648S Ay GKS . 2FNRQa ¢2N)] (GKA&a @&SIN
Constitution at the 2012 Annual General Meeting. As | mentioned indniila / K+ A NRa wS L2 N
revised Constitution was the culmination of many months work. | am pleased to report that the

revised arrangements have operated smoothly.

New initiatives over the course of the year have included the adoption of new governandegolic
for ADACAS to clarify the roles of Board members and the Chief Executive Officer, and the
development and adoption of girategicplan. Ad-iona May describeshe strategic plan was
collaboratively developed between staff, management and the BoaAD#CAS and sets a clear
direction forthe organisation Progress to date amplementingthe report has been

encouraging.

The new governance policies (available on our websitetit://www.adacas.org.au/corporate
information) clearly articulate the roles of the Board, the Chair and the CEO and serve as a useful
reminder of the significant responsibilities of each of these in management and strategic direction
setting for the orgarsation. The Board continues to work on capacity building, including through
setting in place a process for regular sssessment and targeted training for Board members in
key areas such as financial management.

The Board has experienced significant renewal tivempast year. Of particular significance is the

decision of Gary Leckie to step down as Treasurer sité& S I NB& ® DIFNE Q& LJ NI AOdz
diligence as a Treasurer was matched by his sound judgment on all of the governance matters

coming before theBoardand hisgood humour He was heldn high regardy his Board

colleagues and the staff.

PFAGSNI I O2YLISGAGAGS LINRPOS&aas GKS .21 NR OK2asS vy
Fy SyiKdzaAl adAO | LILINE I OK sfinafides, andlias atteadynbide 8JS OG A @S
strong contribution. Alana Fraser and Sean Fitzgalatwljoined the Board this yeaandhave
supplementedts knowledgeand understanding of disability issues.

I would like to take the opportunity to thariKeil Muller and Nthael Still yolunteers who

participated in the Board Information Technology Stdimmittee. The deep knowledge of IT
aeaidsSvya GKSe KI @S 0 N@stem&hnseanZNIORBA O 2 ya KBTI | Xy !
approach and is bearing fruit in greater systreliability, security, value for money and user

satisfaction.

Finally, it would be remiss of me not to mention the fine work performed by all the staff of
ADACAS. Their commitment to aiding the most vulnerable members of our community, often in
chalkenging or difficult circumstances, makes a positive difference every day. ADACAS could not
achieve its goals without them, and | thank them for their hard work and dedication over the past
year.
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CEO Report
Fiona May

The 201213 financial year saw ADACAS continue to consolidate and advance the work that we
undertake. You will see in this report that the amount of advocacy we provided has continued to
increase and this is a testament to how hard the staff team have worked abmyggar.

Early in the financial year the staff aBdard members spent a day developintheee to fiveyear
strategic plan for ADACAS. The time was right to begin a new\plidna range of foundational
documents renewed and a clear picture of the lteaenvironment in which we operateve had

a clear framework for where ADACAS is and wishes to be in the longer term. The strategic plan
confirmed the vision and mission of ADACAS and established the pillars of our orgarmsiaties
things which we caiinue to focus on doing well. It also identified a series of key strategies and a
timeline to progress those over the coming ygafThe Board regularly reviedprogress against

the plan as it guided our direction and priorities through the year.

The yeamlso gave us opportunities to celebrate ADACAS and the great work that we do. In
particular | would like to recognise two staff members who received awards during the year.
Ivette Gonzales was nominated by a colleague for the Hesta Healthy Workplaa# svdawve

were delighted that the sector chose to honour her for this work in making ADACAS a healthier
place to work, at the ACTCOSS Community Sector AwardsvaSfmned by Liza Venus who was
awarded Rookie of the Year in the annual Disability Seatards recognising her achievements,
hard work and commitment to her relatively new role as an advocate. All of the staff have
continued to advocate vigorously and passionately for the rights of their clients as well as support
myself and each other in éhwork that we do.

In January 2013 we underwent our first external audit under the National Disability Advocacy
Standards. These new standards set the benchmark for advocacy services and fil@#ssire to

have the opportunity to showcase the high standiaf work ADACAS undertakd3reparation for

the audit was a considerable investment of time however it gave us the impetus to reflect more
closely on some aspects of our workhe auditors were with us fawo days, interviewing clients

and staff,andreviewing policy and documentatioi heyconcluded that we are fully compliant

with all standards. This qualification enabled ADACAS to apply for and be awarded
Prequalification by the Community Services Directorate which also recognises us asheving

high quality core systems and processes required to undertake government contracts and tenders.

The audit provided an impetus for us to review and reflect on a range of policies and processes
and many improvements were identified and acted upon. ADAC#8édweloped a strong culture
of continuous improvement which supports both the core practices of the organisation and the
advocacy work we do for clients.

During the year ADACAS opted into theman Rights Act 2004 (ACThe Act provides
organisationswk 0 KS 2 LJi A 2 Yit. Qe@tionW4aD daablgsdrganigafiondit@be declared
subject to the public authorities obligations as delineated in Part 5A of theprsuant to section
40D. On 10 December 2012 the Attorney General Simon Corbell maadasation through a
notifiable instrument which took effect on 1 January 2013.
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Human rights lie at the very foundation of the work that ADACAS does on a daily basis. Ensuring
thatourOf A &igdandeal human rights are promoted, respected and upheloLinadvocacy is
crucial to ensuring that their voices are heard at every level. By opting in to the Act ADACAS has
publically declared its serious commitment to abide by the provisions of the Act as well as to
human rights in general.

As confirmation ohow important such a step is to each and every staff memBBACAS
developed and implemented itduman Rigts Policy, agreed upon by statfthis policy stipulates
that human rights will play a pivotal role in forming the direction and shape of our adyvoca.

Changes to our Home and Community Care funding stream came into effect this year which gave
us the opportunity to slightly restructure our service delivery. You will see that this report focuses
on our disability work and owlder personsvork broadly rather than discussing each program in
isolation. This enables us to highlight themes in our advocacy work without the artificial distinction
of which funding program was used to undertake the work. Case data is still presented within
programs whiclenables comparisons with previous years. In addition to our increased case work,
ADACAS patrticipated in some major systemic advocacy actions during the year. These are
discussed within thelder personsand disability sections of the report.

We have ber able to continue and expand our Supported Decision Making work during the year
and a separate section of the report describes the considerable work we have undertaken in this
area.

This year has seen ns&ronglyincreasethe focuson our relationships wh external stakeholders.
ADACAS continues to participate in a range of networks and forums that consider issues relevant

to our client groups. While this can be a significant time commitment, it enables us to contribute

to broader sector development isssi@nd to stay abreast of changes that are occurring. | have
established regular meetings with key stakeholders, incluBisgbilityACT and Housing ACT

Executive. These regular sessions provide an opportunity to raise and resolve a range of complex
specifc client issues as necessary and also to discuss policy and systemic issues that emerge. They
have establishedreaterlevels of trust and communication between ADACAS and other

organisations and contribute to our strong reputation in the Canbesramurity.

As my second year as Chief Executive Officer at ADACAS closes, | reflect on how far we have come
in two years and what a pleasure it has been to work with the dedicated statB@audl members
that we are so lucky to have.
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ADACAS at a Glance

Individual Advocacy

total number of advocacy hours 10,224
total number of people assisted 367
total cases 479
new cases 261
cases continuing from 201112 218
closed cases 236
Inquiries

total number of hquiries 243

Duing 201213 ADACAS provideg67 clients with10,224hours of advocacgn 479issues This

represents a continuation of the steady increase in advocacy that ADACAS has experienced over the
past few years (Figure 1.0Jhe trend that we see is that whitee number d clients climbs

steadily, the numbeof issues is increasing more rapidly and the number of hours that we spend on
advocacy is also increasing steeply 20per centon last year). This indicates that the work we are
doing with clients is of increasingmplexity, involving several distinct issyaadis takingmore

hours of advocacy to resolvénce agairccommodation andervices are the two most frequent

issues that we advocate abowldurel.1). As anticipated last year, there has besigaificant

growth in child protection work over the yeahis is discussed in more detail on pdde

Number of clients compared to cases
600
500 479
38 441
+= 400 o
E >~ 382 311 367
O 300 363 351
‘_,65 297 298 —e—Total no. of cases
= 200 == Total no. of clients
100
0 T T T T 1
2008-09 2009-10 2010-11 2011-12 2012-13
Period

Figure 1.0
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Distribution of Client Advocacy Issues 2132(%)

m Accommodation

m Services
Vulnerable/ Isolated

m Health
Financial

H Legal

m Abuse

m Children

m Other

NB:'Other" includes the following issues which range fro®1fder cent in value; Discrimination Transport,
Recreation, Physical Access Equipment Aids, Employment, Education, and different forms of abuse.

Figure 1.1
Funding Received

Home and Community Care Program for Younger Pegptevided with the assistance of the ACT Government
Home and Communitya®e Program for Older Peopighis service is supported by funding from the Australian
Government undethe Commonwealth HACC Program

ADACAS is part of the Australian network of disability advocacy services funded by the AGirediament.
National Aged Care Advocacy Prograam Australian Government Initiative.

Mental Health Consumer Advocacy Progi@&CT Health.

IDEAS Disability Advocacy Brokerage Program.

ADACAS Funding 2013

B Home and Community Care Prograr
> 65y0

m National Aged Care Advocacy
Program

® Home and Community Care Progra
< 65yo0
® National Disability Advocacy Progra

® Community Mental Health Program

= IDEAS NSW

Figure 1.2

In addition to our advocacy work, this year we dignificant additional project wonepresenting $148,2006f growth
funding. These projects were:

Having Their Say12 NDIS stories funded by Disability ACT

Supported Decision Making Reseagtiis project was made possible with assistance from theG@&rnment under
the ACT Disability Grant Program

Supported Decision Making Websiteractical Design Fund projean AustralianGovernmentnitiative.
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Advocacyfor People with Dsability

Total number of clientfHACC) 138
Total number of case$HACC) 159
Total number of clients (NDAP 48
Total number of cases (NDAP 54

As a result of the split of the Home and Community Care Program into younger and older persons
programs managed separately by the ACT Government (younger persons with disability) and the
Commonwealth Government (older persons), ADACAS has restructueetyasacy team into

two broad teams. All advocacy for people with disability is undertaken by our younger persons
team. Advocates carry a mixed case load including clients funded under either the National
Disability Advocacy Prograonthe HACC Younger Persons program. Advocates in this team also
undertake work with people with psychosocial disability and mental health issues, some of which
is funded by the Community Mental Health Program.

Accommodation $sues Thesecontinue to be themost frequent issues which people seek help

for. We have many clients who are seeking to access or change their social housing. During the
yearthe ADACAS CEO met quarterly with the Executive of Housing ACT and these meetings have
contributed significatly to a better relationship betweethe two organisations. Housing staff

have a clearer understanding of the role of advocates and we have been able to provide feedback
on policy matters which affect clients. Current housing application processes itlicgideed to

have letters of support from services that indicate that a person with disability will be accessing
support during their tenancy. This process is flayaiservices will often not commit until a

person has a place to live. With the introdioct of the NDIS the process will have to change

again, as the relationship between individuals and service providers may be dramatically different,
particularly where the person with disability is selinaging their supports and not using an
incorporatedservice provider. ADACAS has raised these issues with Housing ACT and looks
forward to working with them to ensure that people with disability are able to access appropriate
social housing as required. During the year ADACAS staff were invited to dibsepvecesses of

the Multi-Disciplinary Panel which meets weekly to make decisions about the priority housing list.
This has enhanced our understanding of the processes and enables us to provide better advocacy
for people seeking priority housing.

The bng wait to access housing, even when on the priority list, continues to be a concern for many
of our clients. We were pleased to have a number of clients who had endured lengthy waits
offered appropriate homes during the year. Housk{@Thow recogniseghat people with

disability are unable to access the private rental market in the ACT regardless of their income,
because there are no accessible properties available for rent.

While long term housing solutions can be difficult to arrive at, emergency accommodation is also
in short supply in théCTand virtually norexistent for people with disabilities.
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Case Study Michael

Michael was 16 years old with a mild intellectuability, living in the ACT. One day his
family refused to pick him up from respite. Michael could not be accommodated at an ACT
homelessness refuge as they were all full. Care and Protection Services (CPS) were
contacted and they took Michael to a refugdth 24-hour supportlocated in NSW. The

CPS worker provided Michael with a list of contacts, but advised him that they could not
assist him further. As there was no transptrthe ACTavailable from the refuge, Michael
stopped attending school.

ADACA was contacted and requested to provide advocacy support to Michael. An
ADACAS advocate listened to him and attempted to arrange transport so that he would be
able to attend school immediately. His family refused to support Miclzeetlid a

representatie from the Department of Education. Another organisation contacted by

51 /1 { IIRAASR GKIG (GKS& 46SNB dzyltofS G2 |
NEBaARAY3 Ay vdsSStryoSelyé yR y2G Ay (GKS 1/

After making numerous inquiries the advocate was ¢wvally able to secure
accommaodation for Michael in a youth homelessness refuge in the ACT, located quite
close to his school'he refuge providedome staff support during the day but not at
night.

CPS continued to refuse to assist Michael, claimingtttegt were unable to support him

as he was not at risk of harm, abuse or neglect. When the advocate sought assistance from
Disability ACT they were advised that they could not offer a respite service as Michael was
seeking longerm accommodation and Miclehwas too independent fahe other models

of support that they provide.

Although Michael is independent in some aspects it became clear that, as a main stream
service, the refuge lacked the resources, training or knowledge to support Michael or
peopleg A 1 K KA & GeLS 2F RAAlIOAfAGEO® ¢ KS NBTdz3 S
behaviours impacted significantly on the other residents and soon they stated that he

would have to leave.

It was at this stage a case conference was called by the advocatellwitteaant
stakeholders requested to attend. At this meeting CPS committed to supporting Michael
until he was 18 years old. They are now providing Michael with a withe24-hour
supportin the ACT.

aAOKIFStQa Ol aS KA 3K NeFdlidgdhroligh e gai$s NedwedB | £ NR &
service systems. In this case his age ensured that CPS eventually undertook to support
him, however if he had been 12 months older this solution would not have been available

to him. People with mild to moderate disébA G & | NS |4 NRA&A] 2F 0SAy:
mainstream servicesy& 2 G RA al 0f SR Sy 2dzZ3KQ FT2NJ RA&al 0Af )
O2yGAydziy3d (2 SyadiNB GKIFIG aAOKFStQa @2A0S A

ADACAS Annual Report 2012 9



We received many requests for advogaturing the year that relate to issues with neighbours.

These cases are often difficult to resolve through advocacy as there are very few options for
resolution that the affected person can access. Housing ACT has introduced the Improved Support
StrongerCommunities Team which seeks to address neighbourhood issues for social housing
tenants however they too are not always able to resolve matters. Where our experience tells us
that advocacy will not be able to assist in a neighbourhood issue, we aecoepting these

clients but often we are also unable to find an appropriate alternative referral for them.

Quality Service: The second most frequent issue that people require advocacy for continues to be
access to and quality of services, includéngployment, health, in home support, community

access, case management and recreation. Cases included people with disability who were seeking
to access mainstream employment or services as well as disability specific services. In both cases
the advocate wrked with the client to ensure that their voice was heard and needs could be met.
Many of our longer term clients experience ongoing issues with service provision essentially
lurching from one crisis to the next as service is intermittent, quality varistaff change. These

are underpinned by a wide set of challenges which face the community seatdr as attracting

and retaining quality staff, training and support and reforming a culture of service delivery which
does not always put the pers@inedls at the centre of service design.

Case StudyTim

Tim isa middle aged man with an Acquired Brain Injury. He lives in adhatese with

one other male who haan intellectual disability. The men are not happy living together

and issues of concermige frequently. These were sometimes managed well by a

LI NI A Odzf F NJ AdzLILI2 NII 62NJ SNJ 6K2 gl a ogAtfAy3
working relationship with ifn and his housemate. However when this worker, lisfues

becane more difficult to rsolve.

The men chose to keegpme petsn the housewithout first seeking approvdtom their
service provider. The seace provider eventually found oubat the animals had been kept
inside the house and had created a mesthin the house. Alecision was made to

remove the pets and then have the house professionally cleaned. Support services were
withdrawn until after thehouse was cleanedsit was considered a work, health and

safety issue to have support workers working in the house vthdenouse remained
uncleaned.

The men were warned of the consequences of keeping animals in the house in the future,
but the service provider failed taddressa way to meet the underlying needhat the

menwere expressing through their behaviour. Givbe level of support being provided

the service provider was well aware that they need support to manbgie day to day

living activities. Although ADACAS belighes the men had a right to owpets it was

evident that they would require support tee able tokeep the animals safely. Alternative
ways to enable them to keep pets, such as maintaining a guinea pig run in the backyard, or
supporting them to learn to care appropriately fiheir pets, were not explored.

When the two men bought more petnd again kept them in the house they began
receiving threats of eviction. Instead of seeking to learn from the first experience and
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provide them with some guidance in how they could safely look after their pets the service
provider opted tothreaten themen.

Tim had consistently sougtite allocation ofa flat of his own as he does not enjoy living
with others. The incidents witthe pets wereused as a threat that if he did not behave
G LINB LISNI & ¢ (0 Kdacieass WsddiaRcesioSsbirifigovinlace of residence.

The case served to highlight that some service providers only want to have clients who are
O2YLX AlFYyd FyR LINBLINBR (2 GR2 6KIFG (GKS& | NB
best practice in how they work with the client. Itagident that the Disability Service

Standard,{ G4 YRIFI NR ¢KNBS a5S0AaAizy allAy3 IyR /K
particularcase.

As we move towards the launch of the NDIS the need to ensure that people with disability can
build their capacity to bdt choose and control their services is paramount. Many of our clients
have little experience of making decisions about their own care and need support to have their
voice heard when care does not meet their needs. This is unlikely to change with thuatiom

of the NDIS and is likely to lead to an increased demand for advocacy. In gduggvicant work
needs to be done to prepare people for a new way of thinking about their services in the context
of their hopes and dreams rather than in the cexit of a constrained suite of options which is
insufficient to meet demand. Too often clients tell us that they do not want to complain about
service because even poor service is better than no service at all. This culture of fear and
dependency will noshift quickly and much will need to change before people genuinely feel in
control of their lives.

Guardianship ADACAS works with many people who are subject to guardianshipraiimtancial
management by others. Those others are often family membersayr be the Public Advocate or

the Public Trustee. Frequently we are aware of guardians who work very hard to ensure that the
protected person receives the best possible care and is enabled to have the best life chances that
they can create. However, we fmmtunately are also aware of a number of cases where guardians

are not acting in accordance with the Guardianship Act and are oversteppiimgalee For

examplet NAYOALX S& n O0HOORO 2F (GKS DdzZr NRAFYyakKaLl ! O
(incdzZRAyYy 3 GKS LISNE2yQa fAFSadetSy0 Ydzad o6S AyidSNF.
we are aware of guardians who determine what recreational activities a person can participate in

and for how long, what social activities they haaedwhetherthey can learn new skills, meet

YySg LIS2LX S 2NJ GNB ySg GKAy3Iaod CKA& YIFINNBgAyY3
the persor® safety in mind. When this is combined with a service provision cultateassumes

a duty of care approacihich seeks to always minimise risk, a person quickly becomes trapped in

a system which leads to increasing social isolation. Family guardians in the ACT are not required to
undertake any training in the role and this may contribute to the overreach ofdgauaship. In

addition, service providers tell us that they can find it difficult to manage the expectations of
guardians on the one hand, with the wishes of the protected person on the dBaeerally in

these situations they choose to do as the guardian requests, which further marginalises people

with disability from having agency in their own lives. This was evident in both our advocacy and
supported decision making work. We have had thpapunity through our supported decision

making work to engage with the ACT Civil and Administrative Trilfa@a#Tdn issues related to
guardianship and have been able to work cooperatively with the ACAT to explore ways to reduce
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the impact of guardianshL) 2y | LISNBR2yQa fAFSo 5dz2NAy3 GKS &St
opportunities to raise our concerns about guardianshith other stakeholdersand to add our
voice to the call for review of the Guardianship Act.

We brought to the attention of Disability@¥, a checklist provided to all families of students with
disabilityby their schoolss they prepare to leave schodincludes applying for guardianship as
one more thing to be checked off during this process. This culture that when a young petson wit
intellectual or complex disabilities reaches 18 the parents should automatically seek guardianship
is strong in the ACT. It must change. Young people need to be supported to develop as much
independence as possible so that they can retaithe greatestpossible extentheir right to

make decisions. We recognise that for some people, retaining full autonomy may be ynlikely
however to apply guardianship before a person has had the opportunity to learn to make
decisions, take riskand experience any leVef independence is to deny their basic human rights.
Much needs to be done to change the general community assumption that a person must have a
guardian, training for guardians should be developed to ensure thatdbenot overreach the

role, and the Giardianship Act must be reviewed to establish a wider range of options, including
supported decision making, which give effect to Article 12 of the United Nations Convention on
the Rights of People with Disability.

National Disability Insurance Schem@DACAS continued to be heavily involvedha

development of the NDIS during the year. This important initiative will change the face of disability
services in Australia and high expectations rest on the detail of how it will be implemented.
ADACAS has ward to raise issues of concern to our clients through submissions to the design
process and in a range of forupiscluding directly with members of the ACT NDIS Taskforce.

We cooperated witlDisability Advocacy Network Austral@ANA on the national adecacy work

they have undertaken in this area and are pleased that throughwtbrk we now have a clear
AYRAOFGA2Y FNRBY bl A2yl f 5AaloAfAde Lyadz2NFyOS ! 3¢
the NDIS but will continue to be separately fundexd dreely available to those who need to

access itThe role of advocacy under the NDIS as a safeguard for vulnerable people continues to

be discussed. We are clear about the value that our clients place on their relationship with their

advocate and the wgs in which advocacy has and can safeguard clients.

Case StudyGerald

Gerald is a 68 year old man living with late stage multiple sclerosis. Gerald got into an
altercation with several of his neighbougsart of the fall out of which was a successful
application for mutual protection orders for all parties signed by a Magistrate of the ACT
courts. Because of cognitive issues associated igbondition, Gerald had some degree
of difficulty in remembering the terms of the orders, what to do if a breactuored and
what to do to ensure that he himself did not breach the orders. ADACAS remained
Ayo2t SR Ay DSNIfRQa OFaS IFOSNI LINPGARAY3I O2dz
community organisations, the police and Gerald himself to ensure he understoadcheha
could and could not do based on the terms of the order. Gerald was able to contact
ADACAS advocates with queries about what he could or could not do and subsequently
avoid several accidental breaches of the order. At the time of writing, Gerdlddta
breached the terms of his order, and has been supported to notify police when breaches
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from other parties have occurred. Without the involvement of ADAGASald would
likely have forgotten the terms of the order and its very existefi¢e ongoing
involvement of an advocate is acting as a safeguard aghinmsbreaching court orders.

Case StudyDouglas

Douglas lives in supported accommaodation where he receives high physical support

because of arcquired Brain Injury. Douglas has a great degreefbéudliy

communicating verbally and in writing because of the significant exertion required for

even the smallest movements of his body. Douglas corresponds predominantly through
SYILAf @Al I Y2RAFASR 1S@02INR | YR ic®2 YLlzi SNX
provider to establish a protocol whdpg Douglas could email the management of his

support service with any issuabouthow his support wabeingdelivered5 2 dz3f I & O00Qa
hisadvocateinto that email correspondence. ADACAS agreed to remain involved with
Douglas and to advocate on his behalf if and when any issues arose with quality of service
that Douglas felt he could not deal with on his own. When an incident occttfred,

advocate wasble toR A & O dza asexpresizdl tvikhdr the outcome he was seeking
andtoYSS(G 6AGK NBLINBaSyidl iA@dSa 27T bighdrdaf | 4 Q3
from an informed positionThis meant that issues and misunderstandings were quickly
resolved. The on@ing involvement of an advocate is safeguarding Douglas with his

service provision.

Qx¢

Our workon the NDISocused on the needs of people who through their circumstances will not
have the same opportunitiess otherdo exercse choice and control. Thereesstrong

connections between this work and our supported decision making wdrlch is considered in
more detail elsewhere in this report. We were also invited to participate in consultations for a
number of NDIS Practical Design Fund projects, whick te#ing place nationally. We were able
to raise the concerns that affect our client group and contribute to the development of important
policy issues and valuable projects in this way. ADACAS also received funding for a Practical
Design Fund project @fur own. This is discussed in detail in the supported decision making
report.

As the ACT prepares for the NDIS a humber of other activities are underway. The ACT has
launched a selflirected funding trial, seeking to learn what needs to be in place tpatp
individuals to sefmanage their funding. The My Choice ACT project began during the year and
ADACAS participadeon the reference group for this piece of work. My Choice ACT is only
available to people with existing Individual Support Plans andchbaspact on the amounof

funding people ar@accessing. Howeveéhe reference group has worked with the providers to
guidethe development of the resources people will need in order to self managkiding

financial management systems, employer polcaad practicesand the like. While the project
involves only a small number of participants it is demonstrating the very significant preparation
that is required for people to self manage and employ their own care workess.! / ! { Q&
participation contirues to focus on ensuring that the needs of the individual are not subsumed in
the many administrative and legislative compliance issues that must be met.

ADACAS continues to raise the needs of the most marginalised and vulnerable as the policy
developmentwork for the NDIS continues. We hear often the assurance that anyone who
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currently receives a service, including HACC services, will continue to be able to access that service
when the NDIS is introduced (even if they are assessed as ineligible for gualdkd&e). While

this assurance is welcome we know that this is only part of the answer to ensuring that people

with mild to moderate disability are able to access the supports they need, now and in the future,

to be able to live ordinary lives in our camnity and have the best possible life chances.

Care andProtection: ADACAS has experienced a significant increase in the number of cases which
involve child protection matters. Some cases relate to young people with a disability themselves
who are enteing out of home care, others involve working with families of children with disability
who are engaged with Care and Protection Services(B®3he largest group involves parents

with disability (either cognitive impairment or mental illness) whoskitgtio parent is being

assessetty CPS staff. The data shows that over the pastyears we have experienced a

doubling of the number of care and protection matters that we are advocating affmutre 1.3.

Care and Protection cases
25 - 21
20 -
15 | 10 11
10 -
5 _
0 r . :
2010-11 2011-12 2012-13

Figure 1.3

The right to family is enshrindd the United Nations Convention on the Rights of People with
Disability (UNCRPD) yet it is quickly dismissed in a risk averse child protection environment. All
the achievements which have been won regarding the forced sterilisation of women with
disabilties will be lost if the culture and practice of CPS continues to be one that assumes that
people with learning difficulties cannot parent effectively.

Advocacy relating to the needs of clients engaging with CPS has been one of the most significantly
demanding areas for ADACAS advocates funded by HACC Young Persons, NDAP and Mental Health
programs. Advocates consistently reported a high to crisis workload level while working with

clients engaged with CPS. Advocates find the work interesigesmotionally, physically and

intellectually draining. Advades often struggléo realisethe wishes of their clients to the degree

that should be possible based on the law, principlesatiiral justice and @ice for Children,

Youth and Family Suppaxhd Communityservices Directorate (CSilicy.

Generally CPS workers were friendly and professional when engaging with adyboateger
they consistently demonstrated a poor understanding of how to effectively engage with people
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living with mental health issues ary’ i St £ SOl dzt t RA&FOAfAGED ! 51 /1 {

skillset in this area resulted imfavourable, restrictive and litigious outcomes for parents living
with intellectual disability and mental health issues.

CPS is required to respond teports where a child, young person or prenate is at risk or potential
risk of abuse and neglect. CPS has an important role in the community, responding to and
appropriately preventing harm to vulnerable young people. There is no doubt that a significant

and positive impact is made on the lives and quality of life of children and young people in the ACT
community by CPS interventions.

The/ KAf RNBY | YR 2@8zéfihestths lelhad teiDirdctoriGeneral, and
subsequently her delegates in CPS take in receiving reports, assessing and investigating,
supporting families to resolve issues andhere risk is too greatseeking orders to remove the
child from he care of parents or otherwise intervene on the responsibilities of the birth parents.

When an assessment is made that there is a significant enough risk to a child or children, the child
or children are removed from the care of the parents, the DireGeneral takes over

responsibility and the children are eventually placed either in out of home care or the family are
required to work with CSD to achieve certain goals or responsibilities. Long term involvement
comes irthe form of voluntary orders, twoear orders or orders for the care and protection of

the child until he/she reaches the age of 18.

After the investigation of a report, most stages of the process require that an application is made
FYR 2NRSNJ IANIYGSR o0& | YWitdA&aGNIGS 2F GKS 1/ ¢

The following analysis breaks down the various stages and roles taken on as CPS moves from
receiving a report along their pathway to a determination. Common issues birth parents fagd ot
family members living with mental illness and/atéllectud disability encounter are noted in

brief case studies.

Responding to Mandatory Reporting:

While itis important to make a mandatory report when the situation warrants, there shbeld

more transparent process in determininghen it is appropriate todllow up a report. It would

appear that reports about parents living with intellectual disability and mental health issues are
more likely to trigger an appraisal process than reports about the same or similar issues where the
person does not fall intthis category There is little evidence supporting the need to target these
groups or the likelihood of a child being at greater risk than the rest of the population when
parents with disability are properly supported.

Reports relating to parents livirwith mental health issues andf intellectual disability also

appear to be made far more frequently than those that are made for issues relating to the
standard population. There appears to be a degree of stigma associated with parents living with
these issus that limits the pragmatism of reporters in responding to the issue in a supportive
strengths based manner.
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Case fudy ¢ Emma and Pete

Emma and Pete were eigitonths pregnant with their first child. Both were living with a

diagnosis of an intellectudisability and Emma was also living with mental health issues.
YYy2Ay3d (KS& ¢g2dZ R ySSR AAIYATFTAOFYy({ &dzLJJi2 NI =
together to identify a place where they could all live together, so that Emma and Pete

could be supported in therole as parents. Referrals were made to case management and

support services in the community with the resources needed to supplement and sustain

the family unit.

At eightmonths into the pregnancy the two families were making their final preparations
before the birth. At this time an anonymous report was made and CPS investigated. This
caused significant stress and strain on the family, both in the way in which CPS engaged
and in the additional distraction and disruption of those crucial final prepamat
Conversations with both families reflected the significant amount of information they had
provided about how Emma and Pete were being supported to all stakeholders involved in
the case. Either thenandatedreporter did not provide all the informatiqririggering an
appraisal, or CPS responded based on assumptions of concemmdtetlearly shown not

to exist in circumstances where a couple with additional neeaswell supported.

Appraisal

People with mental health issues and people living witkliectual disability appear to be overly
targeted for assessment after a report is made. We believe that if the same risk factors are
identified by a report for birthparents living with these health issues then CPS is more likely to
make an assessmerttdn if someone without these issues was reported for the same reason.

Reports are biased towards the outcome of removal, vary in level of detail and often provide
extremely subjectively delivered evidence that omits or overlooks important considerations.

Many of our clients feel incredibly threatened by the involvemenCare andProtection services.
Some of our client base have had multiple children removed from care and have significant grief,
loss and trauma symptoms as a result of this. CPS engagdnnestigatoryalmost prosecution

like mannerandour clients often describe feeling as if they are being interrogated, constantly
defending their actions, rather than being supported to remedy and build skills that allow them to
better enact their paental responsibility.

Our clients often resent the interventions put in place by CPS. When they make their feelings
known, have difficulty engaging or generally appear mistrustful, this is interpreted as being
uncooperative disinteresed or disengagd from the process or as evidence of a lack of insight,
skills or general willingness to maintain responsibility for the care and protection of their child.

Case tudy - Josie

Josie was already known to CPS when she became pregnant again. This client had
remedied the issues that led to the removal of other children and batier own
volition, sought the support of the services she needed to maintain the care and
protection of her baby.
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CPS still became involved, and after the birth undertook a numbenafinounced
FaasSaaySyd oArarita G2 w2aisSQa K2YSd hdz2NJ Of A
still experiencing grief and loss from the removal of other children was extremely upset

and angry at these visits, often escalating over the period @ditite the point where

aKS gl & | odzaAi @S (2 gadwidata attenpted téviotk With dosieé éd / | { Q
CPS to identify alternatives to the visits process that would allow Josie and her child to

be appraised by CPS, and receive the support she anchiid required. These

recommendations were made based on the principles of effective engagement and

behaviour management techniques developed from training from the Thomas Wright

institute. However, CPS did not acknowledge or identify any alternativesetr

conventional mode of assessment, even though@éldren and Young Peoples Act
(2008)identifies whatcanbe done to make an assessment, not whaistbe done and

thus options were legally available to them. After the first two visits it had becom

abundantly clear to CPS what the effect of the visits were. Josie was antagonised by the

way in which workers engageandthere appeared to be no or very little response to

this behaviour even when the advocate analysed triggers for her behavioursskstu

methods for deescalation and meaningful engagement with Joaiel communicated

these in writing and verbally to CPS.

WhenCPS visited again, they largely ignored our recommendations, and triggers for
behaviours occurred. We believe that Josie aBdMJ OKAf R g SNB Lizi Ay R
actions. We believe that CPS had a duty of care to avoid engaging in this way particularly
when they had been made aware of the risks caused by the method they employed to

engage with Josie.

We assert that at the bamminimum, when CPS workers are engaging with people with disabilities
or mental health issues they should be trained in effective engagement practices, behaviour
support and management strategies, collaborative practice and how teeutilstrengths based
approach.

Assessment and Family Support

Assessments of parenting capacity generally involve two stageange of parenting skill
development courses and supported parenting options,amdhe case of litigation by CR
assessment by an expert wiéss, generally a psychologist.

We have a number of cases where the parents involved were notified to CPS either prenatally or
very shortly after the birth. In many cases the parents have not had the support and opportunity
to take the baby home into thiecare but instead are shunted from hospital to generalist care and
assessment placements which in theory educate parents but which do not have any capacity to
provide the tailored support which these parents need. Support and education options are
delivered by services such as Karinya, Marymead, Barnardos and the Queen Elizabeth Il family
centre. ADACAS advocates have observed that the support oftehéld perhaps comprehensive
and effective for building parenting skills with members of the genavplfation, are not in any

way tailored, adjusted or modified to the learning support needs of a person with an intellectual
disability. Instead parents are assessed in an unfamiliar setting while they are still adapting to the
very big and new changestimeir lives without the specialised support they need, and are found
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wanting. In some cases parents are pressured into voluntarily relinquishing the baby into the care
of others, or they have the baby removed. At no time have the parents we work with bee

offered appropriate skill development and support to become effective parents. The Healthy Start
Initiative has developed resources that are being used nationally to enable people with learning
difficulties to become parenthiowever parents in the AGIre not able to access such specialist
services and they are therefore judged asnigeunable to parent andse the opportunity before

they have been given the chance to learn and demonstrate their actual capacity. In at least one
case in the past year ATAS advocates have read capacity assessments prepared for the courts
that list indicators of learning difficulty in these learning environments as proof of insufficient
capacity to parent. ADACAS believes that reasonable adjustments in line with the L Si@RIRI

be made to the learning environments for people living with disability and best practice literature
indicates that there is significant chance of successful skill building if these adjustments are made.

Case Study Francine and Sam

Francine and&n are both living with an intellectual disability. A report is made while

Francine is still pregnant and CPS make an assessment and begin to engage. Francine gives
OANIK YR aLISyRa GKS FANRG 6SS1a 2F KSNJ RIdAK
build parenting skills. Her progress is reported to CPS for assessment and case
management purposes. Sam attends parenting courses as well and is supported to provide
care to his daughter. Both parents are provided with the standard process and presedur
around parenting education by the services hired by CPS to engage with them. Both

parents experience difficulties understanding the concepts that are introduced to them.

Both parents demonstrate a lack of flexibility in changing routines based oni@asian

the needs of their child. Neither parent was provided with skills development support in
familiar environments or in the environment in which they would intend to parent. Both
parents indicate to ADACAS that they have difficulty understanditigeatloncepts

introduced to them, that they ideally would need more time and for concepts and skills to

be broken down into simplified parts, allowing them to tackle problems progressively.

They both are very willing to learn and make the necessary &sabgt need a tailored

approach which is not provided.

CPS reviews the case and determines that the parents do not have the capacity to be
responsible for the care of their daughter because of their intellectual disability diagnoses.
The child is removed to a foster parent and court proceedings begin in éafres

assessment of the capacity of the parents is undertaken by an expert witness, the
assessment uses the indicator of learning difficulties and cognitive impairment as evidence
of insufficient capacity to parent.

Case StudyRebecca

Rebecca was workgnwith CPS to receive the support she needed to help manage the

mental healthand behavioural issues of h&d year old daughter. Rebecca and her

daughter formed a strong therapeutic relationship with lsehool counselloand a

psychologistwho specialiB®e Ay @¢2NJ Ay3d SAGK FFYAfASAE gAGK KS
CPS refused to fund further sessions with these providers because they were not on their
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list of approved providers. Individuals on the approved list stated that they had limited
experienceswk OF 6 SNAyYy3I G2 (GKS ySSRa 2F FlIYAfASa f

Orders and CourtrBceedings

| KAf RNByQa O2dzaNI YIFIGGSNER FNB KSfR Ay I Of 2a8R
the matter have and regularly exercise their discretion around who is ptegeen a matter goes

to hearing. Typicaly)ADACAS advocates are required because of the complexities of the CPS

process, particularly around supporting a person with intellectual disability to understand the
5ANBOG2NI DSYSNI f Qa thdakiEnititat they can/make2nforin&d3leciBigndzNIi a
about the instructions they give their legal representation. Additionally, with clients living with

mental health issues and significant behavioural disorders advocates may assist a person to better
emotionally regulatealong with the aforementioned support to understand.

ADACAS has observed a number of cases where advocates are allowed to provide support up to
and including the directions stage of the hearing, however when the matter goes before a
magistiate advocates are often not permitted to be present. The UNCRPD is clear that a person
should have the support they nedd exercise their human rightdVhen a magistrate refuses

entry to an advocate, this could be construed as a breach of the CRPDdertyiung human

rights legislation.

Case Study Geoff

Geoff was supported by ADACAS to decide that he did not wish to consent to the

F LILIX AOIF GA2y FT2NJ 2NRSNAR (2 wmy F2NJ KAa azy Yl
permitted to enter the court room. Geoff became extremely agitated and was removed

from the cout room where he was supported by an ADACAS advocate-&schdate and

return to the proceedings. This happened on a number of occasions until eventually
DS2FFQa fS3IFt NBLNBaSyillGdA2y AN yd NIYy 2dziz
ADACAS&dvocates have considerable success in other hedikegontexts in supporting

a person to emotionally regulate and avoid escalation. If an advocate had been allowed to
support Geoff in the hearing, he may well have been able to more effectively eisact h

legal rights and it may even have changed the outcome of the proceedings.

Orders to 18 and CarddPs

In all but one case encountered this year, when CPS engaged with birth parents they assessed and
decided to remove the child from the care of thethiparents, applying to the courts for orders to

18. Very little consideration was made for orders that contained a care plan that would allow CPS

to engage and support the parents to maintain some responsibility for the care of their own child
Contact provisions were similarly very limited, even in cases where the parent had not

LISNLISGUNF GSR ye |06dzaS 2N yS3ItSOG 2N AT (GKS OKA
the presence of the birth parents.

Section 8 (1) of th€hildren and Young Pe§p & ! Odlearly states thai the best interests of
the child should always be the paramount consideration when any delegate of the Director
General acts and this section of the Act is commonly used in any and all justifications of the
actions of CP§aff. In the context of CPS representatives deciding not to support a family to
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either maintain the care and protection of their child or alternativielyvork towards restoration

through a two year ordetthere has been little to no dialogue as to whystklecision was made.

WSOASE 2F GKS fAGSNI GdZNB 2y GKS &dzo2SOG Ff2y3 GAl
of supporting people with disability would indicate that there is considerable potential for care

plans to be put in place that look t@sds restoration or support. Such plans are patently absent.

Case Study Angela

Angela was living with a diagsis of paranoid schizophreniat 22 she was beginning to

build skills around managing symptoms along with receiving psychopharmacotherapy that
significantly reduced symptoms. When Angela became pregnant, the developmental
toxicity of her medications meant that she ceased taking her medications. Symptoms
returned and over time Angela became unwell, and spent her last trimester in secure
psychiatic facilities. CPS became involved and her daughter was removed to the care of a
foster parent at birth. ADACAS staff observed that Angela rapidly struck out on a path to
recovery with the resumption of her medication. She was soon discharged from hospital
and continued to receive the mental health treatment she needed. CPS still determined
that orders to 18 were appropriate despite the significant potential for Angela to recover

to the point where she could eventually take on some or all responsibilityeignting

her child.

Once caught up in the system, families where disability is present are then treated in the same

way as families who enter the system with higher risk factors. These parents have not neglected

or abused their children, yet they getders that limit visitdo fouri A YSa | &SI NE W6 SOl dza
gKIFEG 6S R2QX YR y2 02y aAiRSNI (suéhysshated Gke.At8sy G2 | f i
undeniable that providing intensive support to parents with learning difficultiealdicod less

than an out of home care placement with orders ta lkl8an era of spiralling increased costs of

care and protectionthis should be welcomed.

Case Studyg Sam

Sam and his partner were both living with an intellectual disability diagnosis andstre

was removed from their care at birth by CPS. CPS determined in the care plan that contact
provisions should benly fourtimes a year despite no abuse or neglect occurring. CPS

stated that this was to allow the child or young person to develop ayppate attachment

to the foster parent. Sam and his partner experienced significant grief and loss with no

referrals for ongoing support from CPS or other agencid¢mipthem cope with the

trauma of removal. Ther&as no evidence to suggest that welamaged, more frequent

contact with his birth parents would haaglverselyf FFSOUSR GKS OKAf RQa f 2y
outcomes.

Alongside this intesive individual advocacy workevare continuing to develop our voice on Care
and Protection systemic issues so that peopith disabilities are enabled to become the best
parents that they can be.
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Community Mental Halth Program

Total rumber of clients (CMHP) ‘ 61
Total umber of cases (CMHP) \ 67

ADACAS continues to provide advocacy to people in the Canberra community who are living with
mental health concerns. Our priority is to support people who are the subjesCéfThearings

with regard to their treatment and care. In addition we support pieowithmental health issues

with a range of other advocacy issues relating to their accommodation, mental health care and
services.

Again the main issues facing clients with mental health issues are accommodation and access to
services. We are hopeftilat the forthcoming Partners In Recovery Program, spearheaded by the
ACT Medicare Local will assist some of our cligittsthe long term managemerdf these issues.

Case fady ¢ Linda

Linda is &0yearold woman who has been using advocacy servicemfamy years. Linda

is a victim of crime, suffers from PeBtaumatic Stress Disorder and has an intellectual
disability. She has a history of having suffered assaults, abuse and robbery. Linda is
frequently in crisis and will often ring numerous servigekings are not addressed
immediately. She often has trouble communicating with people over the phone due to her
intellectual disability. Because she has found it difficult to communicate she finds it
difficult to have her needs meand without the suport and assistance she needs Linda
becomes quite vulnerablé&he has trouble getting access to services on a long term basis
due to heradversereactions to the people around her and has problems keeping
appointments. Many workers often find it difficcdommunicating with Linda due to acla

of understanding or trainindier angry outburstoften put her in conflict with others
frequentlyresulting inthe withdrawal of services

ADACAS was initially contacted because Linda was having troubleirgeegsopriate
services she neededmedical assistance, had experienced trauma as a consequence of
being assaulted, and was finding it difficult to talk to the police about her iskirefa was
at risk of homelessnesgier mental health issues made it difflt for Linda to allow people
into her home to conduct routine maintenance or regular inspections.

During the time ADACAS has advocated for &dvocatedrave been able to liaise on her
behalf with other services; manage her accommaodation by speakittgethousing
manager and therefore help her to sustdiar tenancy; provide her with support to speak
with police andassist her in accessitigguma counsellings well as othenecessary
servicesADACAS has also helped her access and maintain a geamiice, with the
advocate engaging regulanith the cleaning service providés resolve the many issues
which may arise in relation to the service providers interactions with Linda

While Lindahas learned to be resourceful, access various serincée community and
interact with other people, she needs ongoing help in managing medical appointments,
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housing issuegndaccessindinancial and legal services. WhADACAS continues to help
Lindato sustain her tenancy by liaising wilousingACTon her behalfsherequires long

term case management and successive attempts to establish an ongoing relationship with
a case managen this respechave failed. ADACAS is currently hopeful that the new
Partners in Recovery Program may be able to sudpioda but the question still remains
whether, with her complex needs, they will be able to effectively assist her in the long
term.

During the year ADACAS continued to contribute to the development of the reA&{S&dMental

Health (Treatment and Care)t4®994, providing comment on exposure drafts and input to the
policy development process. The inclusion of supported decision making and the improved
definitions of impaired capacity may significantly change the landscape for people with mental
illness, eabling them to have more say in the treatment and care that they receive. Processes for
implementingthe new legislation will be crucial. Although the legislation enshrines new
approaches to decision making and capacity, without investment in changrapiproaches

within clinical and community practice in the ACT the legislation will not achieve the change being
sought.

We undertook an important piece of systemic work during the year which also focuspeople

with mental health issues. The ACT Gind Administrative Tribunalas, on its own initiative,
considering a matter of law and invited ADACAS, Advocacy for Inclusion and the ACT Human Rights
Commission to participate as interested parties in the matter. The mattesethrough a

particular cgeof a person living with intellectual disability and mental health issues and whether
the personwas able to consent to mental health treatment. It raiseatters of interpretation
related to Tribunal powers in Psychiatric Treatment Orders (Pg@ayianship legislation and

the Human Rights Act 2004 (ACT)has been a lengthy process involving a number of
submissions and hearings exploring these issues. We now awaitthe deQision. Regardless

of the outcome the case highligltd the valuableplace of supported decision making as a
mechanism to ensure that people can retain as mselitdeterminationas possible. It also
highlighedthe need to review the Guardianship Act in the ACT. This is a commitment which the
incoming ACT Government maderithg the election and one which needs to get underway. We
call on the ACT Government tiogentlybegin the process of reviewing the Guardianship Act.
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IDEAS

Total rumber of clients (IDEAS) ‘ 17
Total rumber of cases (IDEAS) \ 21

ADACAS continues ltesng and effective partnership with the Information on Disability and
Education Awareness Service (IDEAS) in NSW. During the year we supported 17 clients in the
region of NSW around Canberra. Through their access to individual advocacy these clients were
supported to overcome significant issues in their lives.

As with our ACT work, services and accommodation issues are also the most common concerns of
our IDEAS clientsiith cases relating to children coming in thirADACAS again noted the

increased dffcultly which people living in smaller regional centres face in accessing the supports
and services they need. It can be difficult for clients to resolve service issues wheiStheld A OS Q a
head officeis locateda significant distance away.

Case fady ¢ Betty

Betty is in heb0s and has an intellectual difficultifor most of her life she lived with her
mother whosheltered her angbrotected her from the world Betty, however, developed

few skills in coping with life and when her mother died became very vulnerable. A target
for all sorts of undesirable influences and ridicule she eventually came to the attention of
support servicesncludingIDEAS in NSW.

When IDEA®2 y i OGSR 151 /1 { (KS& 4SNB GSNE 62 NN
ADACAS worker agreed to visit Betty and work with her. When we first met her she was

living in a seltontained unit in a caravan park ¢ime south coast of NSW. She received
assistancavith transport and other daily needs from local groups and was supported to

work three days a week in a special program for people with a disability. Since her

Y20 KSNRBAKRSH{I2K t dzof AO ¢NMza(GSS YIyl3ISR .Sade
unit, having been able to buy it with the money her mother had &r. Sociable and

outspoken Betty soon became the target for gossip and hostility among the other

residents in this closed ageing community. Betty loved animals and shared her life with

two budgies, some fish and her beloved little dog Scruffy. Walking Scruffy and chatting to
visitors and other residents was something Betty loved to do. However, residents were

soon complaining about her behaviour to tharkmanagement and claimed that her dog
wasdangerous (Scruffy had never bitten anyone,) that she was drunk and generally a

nuisance. Betty does not drink but she is quite unsteady on her feet.

Management began to monitor Bettiraining their surveillance camera on her
movementsithey forced Scrify to wear a muzzleand refused to let Betty take Scruffy
outside unless she had a carer with her. Betty was devastated and miserable; she stopped
going to workwas fearful for herself ander dog, andried frequently Park management
complained abouBetty@ service providers and raised these concerns with the NSW
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Ombudsman. This then triggered questions about whether the decision to place Betty in
the caravan park was a suitable choice.

Anattempt to negotiate with the park mnagement was unsuccesfs by then they just
wanted Betty to leave. S (i fight©wiere being ignored and trampled on, a wall of
disapproval and prejudice surroundéer.

Containing the discrimination Betty was experiencing was the first Stgh. the

assistance of the adeate, havingnade it clear that her rights would be defendétdwas
necessaryo assistBetty to develop skills in making choices and decisions for herself and
supporting her to identify how her future might look.

It turned out that Betty had once livad a rented house with a garden and that she had
managed it well with the supports she had in gaéftermanydiscussions between the
advocate andBetty, Bettydecidedthat she wanted to leave thegok and move to a house
where Scruffy would have a gamiend where Betty would not béhe subjectof gossip
and ridicule.

The advocate negotiated with the Public Trustee anbdmitteda number of proposals to

them to find alternative accommodation. Meetings were held with support services to
ensurethatstakK 2 f RSNE 6 SNB ¢ 2 NJ A ahdtasésavére ibdRtified Sndl G @ Q& 3 2
actioned. Betty was encouraged and supported to return to work and her primary service,

House with No Steps, did some really wonderful work with Betty to support her through

the charge.

Betty has nowmoved to a house with a gardemdthe Public Trustee will sell her

property in the park and use the funds for her benefit and comfort. Scruffy has a garden
and is free of the muzzlehe remains the friendly little dog he always waseT
Ombudsman concluded its investigation in favour of the service provider and Betty has
now returned to being a respected and welcome member of her community.

ADACAS patrticipates in the NSW Disability Advocacy Network, which meeisthly in Sydney.

During the year the network moved to a more formal structure with the development of a
constitution and an executive committee structure as it hopes to work more collaboratively and
have a stronger voice on issues affecting people with disability in M®MXCAS contributed key
comments on the draft constitution, including ensuring that membership of NDAN is open to any
advocacy service that provides advocacy to the people of NSW (as opposed to those based in
NSW) and it can therefore be a voice for vulidespeople across th&ate and draw on the

experience of all advocacy services working in the region. Participation in NDAN has also enabled
us to both learn from and contribute to understanding of the NDIS development in the two
jurisdictions.
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Advocacy for Older Persons

Total rumber of clients (NACAP) 54
Total umber of cases (NACAP) 76
Total number of clients (HATC 72
Total number of cases (HACC 102

ADACAS created the older persons advocacy team during the year. The team provides advocacy
under both our HACC Older Persons funding and our National Aged Care Advocacy Program
funding. The team advocated for 126 peopleolving 178ssues during the ye&a Combining this

work into a single team has strengthened our ability to provide advocacy to older people and to
draw on this individual work to contribute to systemic issues. In renegotiating our HACC contracts
with the split of this programADACAS dhined agreement that some systemic advocacy would

be funded under the HACC program. While this gives us only a small amount of time to spend on
broader systemic issues it recognises the valuable contribution that individual advocacy services
can make tohe broader reform process.

In our individual advocacy work we again noticed a number of themes emerging. Where
appropriate we addressed these themes on both an individual basis, responding to the specific
issues for a client, as well as through more systeaction.

Social Isolation Issuegis many older people progressively age many find themselves isolated.
Such a situation may be exacerbated by a variety of diverse circumstances such as when children
grow up, move away and create their own familiesiene spouses die; where an older person

may develop a cognitive impairment or disability, impeding their ability to move easily out of the
house; or where there may be language difficulties. Advocacy can be a method whereby people in
the community are assied and enabled to reach out and create new or strengthen existing
networks for the older person.

Cognitive ImpairmentAn issue that frequently affects older people relates to their ability to have
their wishes expressed, acted upon and respected bgdtaround them who are caring for them,
whether it be in a carer capacity or as a family member. ADACAS advocates continue to work hard
to ensure that the wishes of all of their clients are the fulcrum point, guiding and directing the
advocacy work that isnplemented on their behaleven ifa clienthascognitive impairment

advocates always listen to what their clients want and act upon these instructions.

hy on ! LINAE wnmo !'5! /1 { YIRS | -gaBdandi Sy adzoYAaa
Management of Yanger and Older Australians Living with Dementia and Behavioural and

t a2 0KAFGNRO {e&YLWizYya 2F 5SYSyiAlwastheimpoBanc@A a i 2 7F
of ensuring that the rights of people living with dementia were respected rather thanegnémn

excerpt from the submission stated the following:

ADACAS has a policy approach of following the expressed wishes of our clients, whether or
not they have dementia. It is our observation that rather than listening carefully to the
person with dementia the commonly adopted approach is one whereby theastdff
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interests are. It is our strongly held belief that although a person may suffer from
dementia and although that dementia may make communication incrgastfifficult, the
person with dementia retains fundamental human rights that includer aliathe right to
family, freedom of movement, to information, and freedom of expression. Although
communication may often be difficult and problematic it is impasmathat all concerned
take the time and care to adopt a person centred approach whereby they listen and
communicate with the person with dementia, in an effort to understand what their wants
and needs are and, where possible, to act upon them.

Duty of CareversusDignity of Rsk: ADACAS often deals with issues where the desire of
NBaARSYy(GALf 3SR OFNB FILrOAfAGASE (2 1SSLI NBAARSYI
continue to lead a normal life, with all its inherent risks. The invogatioc ¥ WRdzié 2F OF NBQ
LJIS2LX S FNBY dzy RSNIF1Ay3 FOGABGAGASE 2y 0S 02y aiRSNJ
O2yaARSNBR WNR&(1eQ OFly tSIRY K26SOSNI dzyAyliSyiaazyl
freedoms and basic human rights.

Case fudy ¢ Brian

ADACAS was contacted by a gentleman in his 90s who used a motorised scooter to enable

him to engage in the social activities he liked outside of the facility. The facility manager,
K26SOSNE ¢l & O2yOSNYSR I 02 daiter &S gehtRoBy 1 Qa &l FS
repairs, advised the repairer not to return it to the resident despite his having paid for

0K2aS NBLIANRS® !'51 /1 {Qa OftASyld o6SOFYS AyONBI &
gl & O2yaARSNBR o0& (UKS FINOAME AGE G2 0SS WOKIFffSy

At this stage, Brian had not been assessed as having significant cognitive impairment, was
not the subject of a guardianship order, understood the road rules as they applied to
motorised scooters and understood the risks he was taking when drivirsgdiger. He

chose to accept those risks just as we accept the risks every time we get in our cars.

After ADACAS became involved, the facility manager agreed to the return of the scooter

but within two months had removed and hidden the battery, again cisiafggty concerns.

b2 F2NXIf aaSaaySyid 2F . NAIFIyQa LIKeaAOlFf 2N O
facility took its action.

' OO2NRAY3 G2 GKS 5SLI Nlecwsibavaking Tol: ISéppoftitigla | yR ! IS
Restraint Free Environment in RestilAged Care

WKS AyuSyidAazylrtf NBAGNAROGAZ2Y 2F || NBAaAARSyl(Qa
use of a device, gemoval of mobility aidsor physical force for behavioural purposes

is physical restraig® Q X  Ahy\ddRiXidH to restrain a residesarries significant

SGKAOIFE FyR fS3If NBalLRyaAroAfAdGASaxada dzasS
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reasonable alternative options and be informed by a comprehensive assessment of a
resident and her/his interactiodsQ

The facility was breachin@bi K . NA | yQa KdzyYly NARIKGA FyR Of
2y 0SS I3LAYy . NRIFY ¢la yaNE 4 GKAa WNBalGN

WOKI £t SyaAay3a 0SKIFEZA2dzZNEQYX GKS FIFOAfAGEQa NB

secure demetia wing. Again, there was no comprehensive diagnosis of significant
dementia to warrant this.

The facility eventually applied to the ACT Civil and Administrative Tribunal for a
guardianship order, and a temporary order was put in place until a compreleensi
aaSaaySyd 2F . NAlIyQa O23yAGAGS OF LI OAGe O2
throughout this process.

Without an advocate, Brian would have been physically restragneat only through the
removal of his motorised scooter, but also through lgeiocked in a secure dementia

ward ¢ without any appropriate and thorough assessments having been done. His
consumer, legal and human rights were being breached in the hame of safety and duty of
care.

Culturally and Linguistic Diversity (CALD) Clie®tBACAS is often approached by clients from a
culturally and linguistically diverse (CALD) background seeking advocacy support. Clients within
this beneficiary category face the increased risk of having their vulnerabilities exacerbated due to
their inabilityto communicate in English, further compounded by misunderstandings faced by
clients deriving from diverse cultural backgrounds. ADACAS has attempted to address this issue
and reach out effectively to clients from CALD backgrounds by ensuring that stafijpade in
crosscultural training (including specific CALD and dementia focused training). Staff participated
in various CALD focused training including Dimensions of Culture (by the Mental Health
Community Coalition); Cross Cultural Training (Migrawt Refugee Settlement Services of the
ACT); and Speaking My Language (Partners in Cultural and Appropriate Aged Care). Where
possible ADACAS strives to assign clients to work with advocates who spe@ki the Safivie Q &
language. ADACAS staff are ableffer clients from CALD backgrounds assistance in the following
fly3dzZZ 3Say ¢KIAX {LIyAakK: LAOGFItftAlIYyS CNBYOK I yR
spoken by an advocatassistance is available via a telephone interpreter. The ADACASItEdEh

in the process of being translated into the most widely spoken community languages in order to
create a wider outreach to the CALD community.

ADACAS has furthermore become active in the Partners in Culturally Appropriate Aged Care
Network as well a the National CALD Ageing Netwdrkishas entailecengaging;
communicatingmeeting and sharing ideas for how the CALD ageing population can be greater
assisted.

In June 2013 ADACAS collaborated with The Aggd Rights Service (TARS) to provide iimpoit
a presentation on the rights of older people and how advocacy can assist doeimg the
CALDWAYS First Biannual Regional Forum which took place in Parramatta on 5 June 2013.
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As the number of older people in Australia increases so too are we sitrgea corresponding
increasein the number of older people from CALD backgroumising the year, ADACAS also saw

an increase in the number of older clients from CALD backgrounds seeking advocacy support.
ADACAS is witnessing an increase in cultural challenges between older people and their
interactions with either the aged care facility or community organisations providing HACC services.
In many cultures it is normal or even expected that the younger geioer will step in and

adzZLJL2 NI GKS 2f RSNJ LISNE2Y Ay (GKS LISNE2YyQa K2YS® C:
objective to achievewith many having to face the reality of admitting parents into an aged care
facility, creating feelings of shame footrbeing able to support the parent in the home. Many

service providers in the aged care sector often experience difficulties with communication where
the older person does not speak Enghesll or cultural misunderstanding$or example,

understanding fod preferences or dietary restrictions generated by religious or cultural beliefs or
particular behaviour patterns deriving from cultural practices. This is where the intervention of an
advocate can greatly assist the resident.

Case Study Gina

Gina haseen living in an aged care facility for the past seven years. She was born in Italy,
and has lived in Canberra for many years. She is widowed, does not have any family
members in Canberra to visit her, and is thus socially isolated. Ginhasdementia

causing her to become disorientated and confused at times. Gina likes to go to the local
club to enjoy a meal. It is one of her remaining forms of entertainment. She also enjoys
smoking every now and then. Every Wednesday and Friday she walks dovoadhie r

the local club and enjoys her time there.

Gina receives a pension but does not have any other form of income or any assets. She

R2Say Qi FdZ fe& dzyRSNEGFYR KSNJ FAYIFIYOALT &AGdz @
spending more than she has withier financial means. Over the course of a year a debt

with the aged care facility btilip and remains unpaid.

ADACAS was requested to provide advocacy support to Gina. The advocate assigned to
support Gina speaks Italian and is able to speak with Giherinative language. Although
Gina can communicate quite well in English it is easier for her to understand what is
happening when it is explained to her in Italian. ADACAS caataobther organisation
which providel the financial assistance that Ginaetedto be able enter a debt

repayment agreement with the facility management.

As timeprogressedD A Yy I Qa OF LI OAGe& G2 YI yd BsShek&Nd 26y | TF
family to support herthe aged care facilitgeterminedthat Gina needd the supportof

the Public Advocate aritiet dzo t A O ¢ NHzA 1 SS ( and apbligdoth& DAYl Q& | 1
ACT Civil and Administrative Tribunal for the Public Advocate and Public Trustee to have

3dzZl NRAFYAaKALI 203SN) DAYl Qa kdihe ADAGGBdvocatétd S t dzof A O
meet her at the aged care facility so that the Public Advocatédimeet Gina and get to

know more about her and her circumstances before the hearing. The adviotatduced

Gina tothe Public Advocate andh Italian.explainedtheir role.
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On the day of the tribunahearingGina refusedo attend and so the ADACAS advocate
attended thehearing on her behalf. During the hearjiige Tribunal Member attempd

to talk to Ginathrougha teleconferenceao understand GinQ @ants andneeds;however
she wagconfused and unable to express herself. The memberdBKA Yy ADRGAS
advocate to provide someelevantbackground and informatioabout her The advocate
explairedDA y I Q& Odzt (i deddvishto disit Oy IacHIRIclzythe Iact that she like
to smoke and other informatioto help theTribunalgain some understanding of Gina.

The Tribunaheldthat guardianshipvould be given to the Public Advocate and the Public

Trustee. The Public Advocatatsd during the hearing that sheould ensure that Gina

would besupported to continue the activities that she enjoys. The assistance of the

51 /1 { I R@20IGS SyadaNBR (KIFId DAYyl Qa @2A0S ¢
process.

Elder Abuse:A concering aspect of our work that continued during the year related to high
incidents of elder abuse, including financial abuse. In many instances older people acquire
vulnerabilities that encompass physical disabilities or cognitive impairment that develop as a
person grows older. As such vulnerabilities develop people close to the older person may take
advantage of the situation by using the older persons assets for their own personal use or by
depriving the older person of receiving the standard of care apgart which is their right.

ADACAS advocates strive to eliminate such risks by empathetically listening to clients,
understanding where the problem lies and taking instructions and directions from the clients with
regards to the action which they seek tke in order to eliminate or prevent such abuse from
occurring. During June 2013 the Aged Rights Advocacy Service Inc. (ARAS) hoStedhtienal
World Elder Abuse Awareness Day Conference at the Adelaide Convention Centre. An ADACAS
advocate attendedhis conference, to increase our knowledge about this very important and
concerning issue.

It is the experience of the advocates that sometimes family memlbermven officially appointed

guardians of older peopl@resume that as they are in some wayateld to the older person this
AYodz$Sa GKSY gAGK GKS NARIKG G2 dasS GKS 2f RSNJ LIS
KFEgS 62N]J SR (G2 SyadaNB GKIFIG GKS 2f RSNJ LISNBE2YAQ
by relatives and family memberan officially appointed guardian is compelled by legislation to
SyadaNE (KFd GKS YIFylFr3aSySyid 2F GKS 2t RSNJ LISNAZ2Y
I RAFYyOAYy3 (GKS 0Sad AyaSNBada 2F GKS 2f RSNJ LISN&
Confuson regarding what the definition of an inheritance is a common occurrence. However, it is
AYLISNI 6A@S F2NJILff FrYAfe@ YSYOSNER (2 dzyRSNRGLE Y
inheritance once the older person dies and either bequeaths theietago family members or

where it passes on to the family law via relevant provisions of testamentary law. It is not an

inheritance while the older person is still alive and thus cannot be used for a guardian or family
YSYoSNRa LISNE2YIlIf dzaSo

Case StudyLily

Ten years ago Lilyas diagnosed with various health problems. Althougicontinued to
live in her own home and went to work each day, she suffered from somrgal health
issues eventually resulting in Lily being admitted to hospital. Heod fiend Mary
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ensued that she was cared for and was able to act¢bssappropriate medical support
that she needed.

h@dSN) GKS @SINAR [AfeQa YSyidlf KSIHftGgK O2yiAydzsS
diagnosed with early onset dementia. One day she saffédrom an episode that resulted

in her admittance, once again, to hospital. The situation was so critical that her doctors did

not expect Lilyto make it through the night. The staff at the hospital contacted Mary as

Lily did not have any other family whoould support her. They requested that Lily sign an

Enduring Power of Attorney (EPOA) so that Mary could be empowered to make all
RSOA&aA2ya 2y [AfeéQa o0SKIEF gKAES aKS gla Ay K

Once Lily was discharged from hospital the hospital staff encouragetb move into an
aged care facilitgo that Lily could receive the support that she needed. Around the time
2 ¥ dJadniitére into the aged care facilaywork friend adweed Lily to appoint her son
Cliveas her EPOA, so that she could ensure thatwelfare and finances were being
taken care of whershe moved into the aged care facilityily signed the EPOA without
anyone realising that the EPOA appointing Mary was still active.

Initially Clivevisited Lily regularly, often bringing clothes andlgties that he had

LJdZNDOKF aSR F2NJ [Afed ¢KSasS grarida SoSyiddz fte (
dementia grew worse. When her pharmaceutical bills went unpaidriheagement of the

aged care facility attempted to contact Cliweithout sucess.

The staff of the nursing home telephoned Mary, who was a frequent visitor, explaining
that they were unable to contact Cliley R G KIF G [ Af &@Qa LIKIFNXI OSdziaAOl
paid. They further advised Mary to contact ADACAS for advocacy support.

An advocate visited Margnd Lilyto understand the problem. The advocate subsequently

0SSt SLIK2YSR (GKS o0ly]l 6KAOK KStR [Afe&Qa olyl IC
was regularly being withdrawn, although noormey was being spent on meetinghyQ a

needs It was furthermore confirmed that the pharmaceutical bill was in arrears and that

no effort was being made by Clit@ensure that this bill was paid.

It was evident that the current EPOA held by Clive needed to be revoked. The advocate
supportedan applicationbeing madeto the ACT Civil and Administrative Tribunal (ACAT)
to revoke the EPOA held by Clive and to ensure that Mary was able to support Lily to
manage her affairs.

The advocate prepared the supporting documents for the hearing, imgustiatements
FTNRY [ A faasigthi i (had Miready been diagnosed with dementia before
signing the EPOA appointing Clive. Considering these circumstances, it avabaidhe
EPOA appointing Cliveas invalid.

The advocate attended th&ibunal hearing with Lily, who felt very nervous. Clive did not

attend the hearing but was interviewed by thieibunal member by teleconference call.

/I tABS T RYAGOSR GKFG F2NJ GKS LI ad &aAE &@SENBR K¢
personal use and thde had even given son@ hermoney to his housemate few days
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registration.

On the basis of the evidence before her the member revoked the EPOA held by Clive,
stating that the case constituted a clear case of financial abuse of an elderly person. As it

was a civil matter the member clarified that she was unable to proceed with considering
0KS ONAYAYIlIf NIYAFAOFLGA2ya 2F [/ tA0SQa | OGA2

Mary was once again granted v ! 2 F GKS YI yIl 3SYSyid 2F [ Af &
further investigation it was discovered that Lily had no money left in her bank account as
Clive had gent it all.

Indigenous IssuesOver the past two years, ADACAS has assisted a number ofraldgmious
people with complaints about their service provider. The service provider has been funded
specifically to meet the needs of indigenous people needing community aged care support.

The complaints have centred largely around consistency of cakepfamommunication, non

provision of care, and most seriously withdrawal of care without notice. Concerns have also been

NI AaSR 20SNJ 6KS AYyRSLISYRSYyOS:z I RSljdza 6 yR NI
mechanisms and processes.

The issues haveeen canvassed through a variety of forums, including the service provider (in the
FANRG AyadlyoOoSosxs GKS !/ ¢ 1dzYly wA3akKda /2YYAaaa
Complaints Scheme and direct approaches to responsible Ministers.

The outcomes athese complaints have been varialglén one instance care services have been
reinstated while in other instances indigenous elders remain without care (one has not had a carer
for more than two years); directions have been made to improve complaints messha; and
communication between the service provider and their clients has, to some extent, improved.
Some complaints are still being progressed.

¢ KNRPdAK2dzi dKSasS LINRPOSaasSax !'5!1 /1 {Qa AyRAIASY?2d:
adzZFFSNNz63 S RRR I ROy il 3SQd ¢KSe 0StASOS GKIFG y?2
significant gap that remains in the health status of indigenous andimdigenous Australians, but

also that in this instance, the agency set up specifically to assist thencavithin their later years

is not being held to the same standard as other agencies.

Systemic Advocacy in an Aged Care Facibtyring the year ADACAS received over a prolonged
period of time a number of complaints from residents and their family memiagyarding a
particular aged care facility located in the ACT. The complaints related to a wide spectrum of

AdadzSa AyOfdzRRAYy3a GKS NBaARSyiGaQ FSIENI 2F NBGONRO
abdrFFQa GGSYLI a lseekiRylassibtaateRr&m aNBoaotaReStyepaucitf 2 Y
OF NBNB ¢2NJAy3a Ay (GKS FLFLOAtAGE oftS (2 I RRNBaa

training provided or skills held by some of the staff; the unhygienic conditions that some of the
residents were living in; a lack of pain management; experiencing a low standard with regards to
the quality of food and often cold food being served to the residents; inadequate continence
management; a lack of privacy and dignity with staff entering roomsowttfirst knocking;
miscalculations with regards to fees charged to the resident by the facility; a lack of security with
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regards to objects being stolen and not being properly investigated; and abusive verbal treatment
by staff. At the request of the redgnts ADACAS wrote a submission about the facility detailing the
nature of the complaints and sent it to the Aged Care Complaints Scheme.

LG o1& 151 /1 {Q SELSNASYOS (KIG (GKS NBaLkyasS oeée il
addressing the complais was insufficient to address the needs of the residents in any meaningful

way. The Scheme took an inordinately long time to investigate the complaint with the facility in

question; stated that they were unable to investigate properly with regardstmymous

complaints even though it was explained that tmesidentsfeared retribution; and did not

properly take the facility management or staff to task with regards to any of the complaints raised.

Thecomplaint has now been closed, albeit unsatisfaityon our opinion. We will be pursuing our
concerns about the capacity of the Complaints Scheme thélAged Care Commissioriarthe
coming months

This case highlighted the importance of having a complaints scheme that is able to properly and
effecid St @ NBalLl2yR (G2 GKS ySSRa 2F NBaARSyda Ay | ISR
often face many attacks on their human rights. The Scheme needs to be able to develop a
mechanism whereby complaints that are lodged anonymously can still be puasged

investigated, thereby respecting the chosen privacy and confidentiality of the residents. The
Scheme furthermore needs to ensure that any invesiiges are taken in a timely maen as

prolonged finalisation of a complaint in this instance servediga@the clients at great risk of
retribution by the staff of the facility. Lastly, where a complaint is found to be verified by the
Scheme more resilient and effective action must be taken against the facility to ensure that the
facility takes action toectify the problems that have occurred. In this way the Scheme can act as a
tool which will ensure that residents are protected and are able to fully enjoy their rights during
their time of residence in an aged care facility.

National Collaboration:As me of the services fured under NACAFRADACAS continued to

cooperate with other NACAP funded services across Australia. During the year the services had the
opportunity to come together in Canberra to talk about issues which affect the program with each
other, with other stakeholders and with the Department of Health and Ageing. During this

meeting we agreed that we need to become a more effective voice at the national level to
represent the issues and concerns of the people for whom we advocate. \Weaddo become

the Older Persons Advocacy Network (OPAN) so that we could speak with one voice about shared
issues of concern. OPAN has begun to establish the networks with other national stakeholders
including COTA and the National Aged Care Allian&€ M) and to begin to provide input to the

policy reform work that is underway. At this time OPAN is unfundedever to become an

effective voice at thenational level it will require investment.

Aged Care ReformA major focus of our systemic work dugithe year was participation in the

Living Longer Living Bettaged care reform process. The package of reforms was launched by the
Government on 20 April 2012, encompassiriPgear plan to reshape aged care. It is evident that
& ! dzAd G NI fulatiorfisiinclieadiSgRnajod2hahgas required to properly support and
accommodate these changes. During the year the Aged Care Team has worked hard and
continuously to provide input into various consultations that have been organised by the
governmentm an effort to formulate the most effective program possible. ADACAS attended the
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Briefings on Proposed Changes to &geed Care Act 199ihe Act), in an effort to obtain insight

into how the Act will change in the future and its impact on our clients. @rbposed changes

were to form the foundations for the Living Longer Living Better aged care reform package.
ADACAS also participated in a range of other consultations and provided submissions on various
aspects of the reform. On each occasion we sotglensure that the perspective of our clients

was brought to the attention of policy makers, particularly vulnerable older Australians who do
not necessariljhave access to usual information channels (such as the internet) and the need to
ensure that fraind vulnerable older people, including those from CALD backgrounds and other
special groups, are able to access aged care services that are specific to their needs, taking into
account their circumstances and diverse backgrounds. We provided:

9 Inputintothe Culturally and Linguistically Diverse (CALD) Aged Care Strategy

1 Inputinto the National Lesbian, Gay, Bisexual, Transgender and Intersex (LGBTI) Ageing

and Aged Care Strategy

{dzoYA&aaArzy G2 GKS /2yadzZ GFdA2y t I IRSNIIANBEYSy
Input into the Workforce Supplement Guidelines

Feedback on the Home and Community Care Packages Program Guidelines

Inputinto the national consultation for the Linking Service for the Aged Care Gateway

Input into the Pre Costing Progress Reporttha Specified Care and Services Review

Input into the HACC Service Group Two consultations.

= =4 -4 —a -—a -8

Raising Avareness of Advocacyburing the year ADACAS networked with a number of
organisations and agencies, striving to ensure thatcanrespond to the needsfmur older

clients on both a systemic and individual basis. ADACAS was an active participant in the ACT
Agency Liaison Group Meeting, facilitated by the Aged Care Standards and Accreditation Agency
Ltd, attending meetings and providing input into the vas challenges and issues that affect our
clients.

ADACAS continued to provide information about the role and availability of advocacy through a
range of opportunitiesincluding print media and information sessions for aged care providers,
residents andamilies. ADACAS participated in the Seniors Expo which took place on 21 March

2013. The Expo was an opportunity for ADACAS to provide outreach to older people in the ACT
community who are in need of advocacy support. Many people approached the ADACKS stal
AYIljdZANB | 62dzi GKS 2NEHFyAalGA2yQa aSNBAOSa | yR
in the community and in residential aged care facilities.

Training Course for Aged Carkdvocates continued to visit all aged care facilities locatetie
ACT, to provide outreach to residents living in the facilities as well as education, training and
information for both staff and residents, focusing on the rights of older people, the work of
ADACAS, how ADACAS can assist older people and exphiairgdvocacy is about. To support
the continued implementation of the training prograthe Aged Care Team began working on a
comprehensive training manual about ADACAS, advocacy and the rights of older people.
volunteer assisted with the project anti$ anticipated thag training manual will be completed in
the upcoming year.

ADACAS has identified the training program for staff and residents as a greatly needed tool to
increase understanding B & A RSy (1 4 Q NXAcankbé rédspdctgdR|t viée¥ident iin SEBn@
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of the training sessions that some aged care staffidt have a strong understanding of what a

rights based approached to aged care really needncommonly adopted approach in the aged

OFNB AYyRdzZAGNE Aa (2 afeatefwBegebylthe agadcaréiworkef deSideS 8 G Y2 RS
what is in the best interests of the aged care recipient and works accordingly to that belief,

without taking into consideration or even inquiring into what the older person wants to occur in

their life. ADACAB2 f f 264 |y GSELINBaad sArAaKé Y2RStI sKSNBoe
what our clients instruct us that they want to happen in their particular situations. Such a model
F2tf26a | NAIKGA ol &SR | LILINRBI OK | yaierespyctedasB a G KI
are their wishes with regards to their livékhe training stroveto engender a greater

understanding of theexpresswish model in the aged care industry with the objective of

encouraging staff to work more closely with older peopleanihg their rights realised.
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ADACAS Projecieport

During the year ADACAS undertook a number of projects which complement or extend our
advocacy work. The capacity to take on work of this sort is a new development for ADACAS and
one that we are excite about. This work led to B6 per cent increasm our total funding for the

year. More importantly it enabled us to undertake significant additional projects which improve
the lives of our clients and increase the capacity of the organisationdertake both our

individual and systemic advocacy work.

The introduction of the NationdbisabilityAdvocacystandards has led to a significant new quality
assurance process which is now required of NDAP funded services. Recognising this, the
Departmentof Families Housing, Community Services and Indigenous Affaiosided services

with some oneoff capacity building funding ($15,000) to enable them to undertake activities that
assist them to prepare for the audit against the new standards. ADAC/ATeithtkeese funds in
guality improvement activitiegcluding the development of a thrggear Strategic Plan for the
organisation.

The plan confirmed the intent of the existing vision and mission of ADACAS and identifies our
pillars. Tle process of identifing the pillars of the organisation ensures that the key strategies do
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and growth oriented.
The ADACASIlars are:
1 Maintain our high quality advocacyrs&e
1 Protect and build ADACR$eputation
9 Best practice governance
1 Ensure ongoing staff support
I Match resources, facilities and systems Hfiance HR etc) with future need

In addition we identified nine key strategies to advance the organisation over thehreetyears.
Framing the strategic plan in this way has established a strong and clear direction for the
organisation while maintaining a focus on our core business.

Having Their Say Project

In addition to our ongoing policy work around the National Disabiisprance Scheme, ADACAS
undertook a specific projecit the time of the introductio of the NDIS legislation int@Riament.
ADACAS commends the ACT NDIS Taskfor recognising that an important group of people
with disability were not being heard in the development process for the NDifabding
prepared to provide funding to change this. People living witlitiple and complex disabilities,
intellectual dsability, other cognitive impairmentsy communication barriergeading to
significant social isolation often have little or no voice in the decisions that are made affecting
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their own lives and are even less likely therefore to have a voice in mattergtic policy. The
introduction of the NDIS is the largest policy change for people with disability in a generation and
yet this key population is excluded from its development. ADACAS was pleased to be able to
design and deliver a project which enabl&2lof our clients to be heard regarding what they want
from the NDIS.

With funding support from the NDIS taskforce we undertook a precésrdepth interviewing of

12 clients who would otherwise never have the opportunity to be heard about the NDIS and
included these interviews in our substantial submission to the Senate Inquiry into the NDIS Bill.
Our submission was well received and we were also asked to attend hearings when they were held
in Canberra. We welcomed the opportunity to discuss our coreabout the Bill directly with
members of the Committee and also gave one of our interview participants the opportunity to
speak directly to them. Ms Leanne Annette lived in an aged care facility despite her young age
andfor many yeardias had very lite say over decisions about her own life, let alone major policy
changes such as the NDIS. She was delighted to have the opportunity to put her views about the
NDIS and this experience has ignited her ongoing engagement in the development of the NDIS in
the ACT .She is now participating in policy development within the ACT in other ways and
acknowledges that this would never have happened before participating in the Having Their Say
project.

Through this project the voices of 12 people were heard dirdstlthe Parliament. Thewere
able to state exactly what they want out of the NDIS and their concerns about how it should
operate. The 12 stories are available on the ADACAS weébsite.adacas.org.guunder the
Disability Advocacy taffhey include:

Allison (31) has multiple sclerosis. She is the sole parent of a daughter (5) with developmental
RSflrea ¢6K2 Aa 0SIAYyYAYy3d a0Kz22f (GKA& &SENWD ! ffA:
degenerative.

Leanne (46) and Jaai (47) both have cerebral palsy and require 24 hour care. Due to the
unique nature of their condition, care and support services need to be tailored to each
individual@ circumstances

Rocky (28) has had brain surgery to recover from a seven year inaplunbvement
disability acquired from prescribed amisychotic drugs.

Kreesen (57) also has an acquired disability. A stroke in 2004 left him significantly restricted in
speech and all movement. He now uses a motorised wheelchair emdraphoneand
spedker to communicate.

Pedro (52) has been in a wheelchair since he was 11. He wears hearing aids and has a
motorised scooter.

Stephanie (44) has sciatica afdhillestendonitis in both legs, as well as arthritis and
dermatitis. She experiences constant amdversal pain.

Genice (42) has deteriorating tunnel vision and learning problems.

Leigh Anne (49) and Jenny both have diagnoses of schizophrenia, which is episodic in nature.
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Sarah (23) has multiple, but not definitive, diagnoses of psychiatric conditions

Stephen (29) has a diagnosis of obsessive compulsive disorder, anxiety, depression and
tuberous sclerosis.

(Note: ®me of these names may have been changed in order to protect their anonymity)

A result of our, and others, strong work in this area isitfedusion of a number of changes to the

Bill, which reflect the value and imptance of advocacy. We continue to work to ensure that
advocacy will continue to be independent and freely available to all who need it, both in regard to
the NDIS and regardiraqy other area in their lives where their rights are being ignored or their
voice is not heard.

Ms Annette at Parliament House for the Senate Hearings on the NDIS legislation
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Supported Decision Making

Supported decision making (SDM) is an emergjlapal movement growing from the UNCRPD. It
recognises that decision making is central in the delivery of equality and full citizenship and calls
on the States to provide as much support as is needed for people with disability to approach
decision making #h the same rights and responsibilities as those thandt have a disability.

The NDIS, and & imperative to deliver choice and control to people with disability, will bring
Australia a step closer to fulfilling its respornikiis to the convention, bt also raises the question

as to how people whose decision making capacity is impaired, or simply not recognised, can be
supported to be engaged in the scheme.

Exactly what decision support may look like is the focus of a number of projects, natiomhlly an
internationally. ADACAS gained funding for two separate projects in theZDfiRancial year
that enabledthe organisatiorto advance our experience and understanding of the practise.
These two projects, one web, the other relationship based, wedettaken simultaneously,
informed each other and providettie opportunity to think about the practise of SDM in a broad
context.

ADADCAS applied for and received a gra®90f200 under the NDIS Practical Design Fund to
develop a supported decision making web site. The purpose of the site is to build the capacity,
experience and expectation of people with disability as decision makers. Now complete, this has
three distinct branchs, each with its own purpose in developing capacity and experience in
decision making. The site was conceived and written by Kate Rea and Ben Davies, with technical
development and graphic design by Ingenious, and can be seematsupportmy-

decision.org.au

The learrto-be-a-decisionmaker section describes decision making, including the right to decide,
in easy English. This is a resource for people with little experience of, or expectation to be
involved in decision making, to learn about their right to decide and build skills to make a decision.
There are more than 60 explanations of complex concepts including what a decision is, options,
trust, vested interest, guardianship, risk and whatdoK for in a decision supporter. Many pages
include tips, such as conversation starters, for exploring ideas and developing a deeper
understanding of each topic with supporters.

The site contains a tool that can support a person to make a decisionbr&€ais down decisions

into stages, providing space to think about and record what is important in each stage. There are
pages to explore change, record options, weigh consequences, and think about skills. The tool
organises complex information into sineplisuals, enabling people to see, for example, what they
think about multiple optionssimultaneously. It includes a secure log so that information can be
saved, enabling users to make their decision at their own pace, or use it for multiple decisions.
Decision makers can also use the tool to confirm their decision making capacity to others, with a
printable page that shows the story of how a particular decision was made.

Decision support, like decision making, is a skill that you learn and developredtiise. The third
branch of the site is a resource for decision supporters to develop their skills. It describes the
attributes and behaviours of decisions supports, as well as principals for decision supporters to
work within.
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Aspart of the developmat of the site Kate Rea and Fiona May undertook a course on writing in

easy English at Scope in Victoria. This has in turn improved our capacity to communicate with
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accessible information for the substantial numbers of Australians who live with low literacy levels.

The second SDM project was an exploration of formal relationship based supported decision
making. The project, fundedr $25,000by Disability AC&nhabled ADACAS to suppsixpeople

with an intellectual impairment to make more of the decisions that were important to them. They
were supported using the formal, relationship based, SDM model, developetlialhed by the

South AustralianOffice of the Public Advocate with support from the Julia Farr Foundation. In this
model, a decision maker is given as much support as is needed by a decision supporter, in a freely
given relationship. Together they develop a supported decision making agreemech, adtails

the decision, supports needed and the roles and responsibilities of each. The relationship, and the
agreement, is overseen by a paid monitor, who also has a role in devetbpingpacity othe

decision maker and supporter.

Recognising thteaccess to and experience of decision making is often shaped by the values and
behaviours of those who share the lives of people with disability, the project was framed within

the broader sociecultural context in which decisions are made. Along withdilkalecision

makers, who collectively represented a very diverse range of support needs and decision making
experience, ADACAS engaged families and service providers to explore their responses to the right
to decide and the concept of supported decisioakimg.

The project set out to explore one particular model of supported decision making, set against the
sociccultural context in which decisions are made. While the efficacy of this model was
confirmed, the project outcomes also recognised the extenwhich support for decision making
needs to exist on a spectrum, from formal to informal, and encompassing people with disabilities
along with those who share their lives. Some peopés need only a little suppotb access
information or weigh up aekision. Others, however, will need to access more comprehensive
support, including support to understand ddois making, build expectations that they wik

involved in the decisions that are important to them, or consider the possibilities for decisi
support, even before they identify a decision and work towards its fulfilment.

Many of those engaged in the project enjoyed very limited opportunity fordetirmination,

with lives largelyived within the service sect@nd governed by the values @wlecisions of

others, including families and care workers. The project illustrated that, for this group, support for
decision making is also about creating cultural change that normalises active participation by
people with disability in decision makirgnd by extension access to decision support, and builds
the capacity of people who share their lives to enable participation in decision making on a day to
day basis.
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limited not by their ability to make a decision, but by the individualised support they received, be

it formal or informal, to exercise their right to decide and the capacity to have control in their

lives. Recommendations emerging form the procimote recognition for a spectrum of

decision support responses that need to become as mainstream as ramps, automatic doors, and
braille on ATM machines. For people with decision making impairment, decision support is a
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fundamental access tool. Decisismpport responses must, therefore, be freely available to all
people on the basis of need, rather than meted, rationed or only available to those lucky enough
have decision support included in their support package.

ADACAS presented our SDM work in a neindd forums over th&012-13 financial year. This has
included

1 ACT Expert Panel on the NDIS

T  www.supportmy-decision at the NDIS Practical Design Fund Conference

1 National Supported Decision Making Network, including contributions ttnen
discussionsrad presenting a paper

1 Queensland Advocacy Inc. Supported Decision Making Conference

Fiona May and Kate Rea also attended tPferternational Guardianship conference held in
Melbourne in 2012In Queensland we were accompanied by one of the project participants. Mr
RhysHill made a supported decision making agreement and gave a presentation in Queensland
about how much difference participation in the project made to his life

Fiona May, Rhydill and David Hill at the Supported Decision Making Conferi@iBgsbane
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ADACAS FinanciRleport2012-13

BoardReport

Statement of Comprehensive Income

Change in Equity Statement

Statement of Financial Position

Cash Flow Statement

Notes to and forming part of the Financial Statements
. 2 I NDBc@r@tion

Audit Report to Members
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Committee Members

ACT Disability, Aged and Carer Advocacy Service Incorporated

Your committee members submit the financial accounts of the ACT Disability, Aged and Carer
Advocacy Service Inc. (ADACAS) for the financial year ended 30 June 2013.
. Committee Members

The name of each person who has been a committee member during the year ended 30 June 2013
and to the date of this report are:

Stephen Still Chairperson

Kym Stewart Treasurer-App't October 2012

Gary Leckie Treasurer- Resigned October 2012

Dominic Cookman Committee member

Pamela Graudenz Committee member

Sean Fitzgerald Committee member - App't November 2012
Alana Fraser Committee member - App't March 2013
Penelope Davie Committee member - Resigned November 2012
Colleen Box Public officer-App't November 2012

Principal Activities

The principal activities of the association during the financial year were: promoting and protecting the
rights of people with disabilities, of people who are ageing, and of those who care for them.

Significant Changes
No significant change in the nature of these activities occurred during the year.

Operating Result
The surplus (deficit) amounted to:
Year ended Year ended
30-Jun-12 30-Jun-13
$ 30,527 $ 25,475

Signed in accordance with a resolution of the Members of the Committee:

Committee
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