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30 September 2009

The Hon Michael Atkinson MP
Attorney -General
45 Pirie Street

ADELAIDE SA 5000
Dear Mr Attorney

| have the honour to present to you the fifteenth Annual Report of the Public Advocate, as
required by the provisions of Section 24 of the Guardianship and Administration Act 1993 .

This Report covers the period from 1 July 2008 to 30 June 2009. Part A is an overview of
major matters arising during the year, and includes a review of programs, consideration of
unmet need, and advocacy positions taken by this Office. Part B provides statistical data on
direct client services provided by our Office.

Yours Sincerely

G Lrepley

John Brayley

PUBLIC ADVOCATE
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Introduction

Wel come to this yearo6s Annual Report. It
the issues of this year grouped according to the general functions of this Office,including
Program Review, Analysing Unmet Need, Promoting Rights and Interests, and Monitoring

the Act. Part B describes the direct client services provided by this Office.

Throughout the report are common unifying themes that include:

1 The need to balancepositive rights with negative rights.

Positive rights, the right to pursue ones goals, and live life fully can depend on
having housing, good treatment and effective support services.

Negative rights that protect from unnecessary restriction, comp ulsory treatment,

detention or restraint also depend on having good services that can be accessed early.

This determines how both mental health and disability services are planned and
implemented.

1 The impact of the United Nations Convention on the Rights of Persons with
Disabilities and Optional Protocol.

Particular emphasis is placed on Article 12 and the protections it applies to decision
making. The Convention supports a move away from substitute decision making to
supported decision making where possible. This involves developing hew ways to

help people make their own decisions rather than others making decisions for them.

Parallel to this is the movement to give consumers and carers more choice in deciding
what services they will receive and fromwhom.

This Report looks closely at mental health reform, in particular the changes to long-term
inpatient care and supported accommodation. The passage of the Mental Health Act 2009 is
discussed with an eye to coming debates in the next year about how keprovisions will be
practically interpreted.

The unmet need for disability services is described. While much of the debate has been
about resources, a greater transformation is required. It is suggested that a move away from
a welfare-based disability system to a rights-based system could be achieved through the
implementation of the UN Convention underpinned by a new Disability Act for South
Australia.
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Part A:

General Functions of the Public Advocate

Including Program Review, Analysing Unmet Need, Promoting Rights and
Interests, and Monitoring the Act
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Reviewing Programs and Identifying
Unmet Need
Overview

Guardianship and Administration Act 1993
Section 21 (1) The functions of the Public Advocats

(a) to keep under review, within both the public and the private sector, all
programmes designed to meet the needs of mentally incapacitated person

(b) to identify any areas of unmet needs, or inappropriately met needs, of me
incapacitated grsons and to recommend to the Minister the development o
programmes for meeting those needs or the improvement of existing
programmes;

Program review needs to be considered within a performance framework.

Broadly, human services can beassessedalong nine key themes. In particular, a program
must be:

Accessibled the right service at the right time

Continuous 6 uninterrupted coordinated care

Appropriate 3t o each consumer s needs and based on
Responsived prompt, respectful and meets consumer needs

Effective 0 the service achieves the required outcome

Capabled the provider has the necessary skills and knowledge

Efficient 8 does not waste resources that could be used to assist more clients

Safed avoids errors that might harm the con sumer

Sustainable d capacity to provide workforce, facilities and equipment and meet new

trends.

= =4 =8 4 4 -8 -8 -4 -4

These domainswere defined by the National Health Performance Framework (National
Health Performance Committee, 2001). Appendix A contains further background
discussion of this framework as well as the collection of performance data on disability
services based on the National Minimum Dataset for Disability Services.

While each of the performance domains are important, this Annual Report looks at
themes of access, continuity, and the delivery of appropriate servicesas key issues
emerging from review work and advocacy.

OPA Annual Report 2008-2009 | Reviewing Programs and Identifying Unmet
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Reviewing Programs and ldentifying
Unmet Need
Disabllity Services

Introduction

This unmet need for disability services has beenand continues to be a major concern of
consumers, carers and the community generally. There has beensome public focus on the
unmet needs of people who have an intellectual disability and the needs of carers

Access to services for people with intellecual disability, brain injury, and neurological
disease requires ongoing independent, transparent review. This will require use of internal
data as well as publicly available data.

This section reviews this topic, drawing conclusions on the magnitude of unmet need.

National background

The Commonweal th Governmento6s National Di sabil it
Out: The Experience of People with Disabilities
disturbing picture of limited access for people with a disability.

There is no reason to suggest that the findings
South Australia. The issues raised by this report, and the experiences described are the same

asones that can be heard when speaking with South Augralian consumers, families and

service providers.

This report (National People with Disabilities and Carer Council, 2009) notes that disability
services are intended to assist people with a disability to participate in the community, but in
half of the submissions received, respondents indicated that services acted as a barrier to
participation.

Referring to services nationwide, this report states:

The disability service system was characterised as irretrievably broken
and broke, chronically under -funded and under-resourced, crisis driven,
struggling against a vast tide of unmet need. As a result many felt more
time was spent rationing services than delivering them.

The people who responded to the national consultation said that endless assessments and
forms led to a frustratingly inadequate service. The report includes an example of a person
with an intellectual disability denied a service because they had an 1Q of 72 (rather than less
than 70), but still had significant impairments on specific sub -scalesof the 1Q test, impaired
functioning and anger outbursts at home. While the report does not identify the state in
which this occurred, this scenario can occur here in South Australia.

In a complex underfunded system, time spent on determining eligibility and negotiating
services can be at the expense of actual service delivery and time spent on improvement. An
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exasperated parent told this consultation: MAThey
managers than actual t her api sdedsparentsmaywithdravn when s
children because they are not happy with the quality of services

In speaking with consumers, families and advocates the same stories emerge. Unfortunately,
in South Australia, there is a general desensitisation to the problem & while many recognise
that their situation could be better, they become resigned to what the system can provide. |
note that some family members who have become advocates argue passionately on behalf of
others but do not really expect that their own situat ion could improve.

At this point, it is important to acknowledge the good work of many committed

professionals, care workers and organisations. Every day our Office meets staff fighting for

their consumersé needs, and subeshatthesgood wagkofe x cel | ent
these individuals and the specific organisations and programs that have established

reputations of excellence in areas such as intellectual disability and brain injury, but the

variability across the system. While there are great workers, there are also others burnt out

and no longer able to deliver. There are many instances of people receiving the best possible

combination of services for their needs, but there are many others where people with a

similar disability and service requirement miss out.

| would also note that this Office, in advocating for services for individuals, frequently works
with executives in Disability SA and the Department of Families and Communities. The
commitment and the solutions offered can be exemplary. Our advocacy for people with high
needs is often successful, because of the hard work and time put in by departmental leaders
to deliver a result for clients. However, this is in the setting of a delivery system that is under
stress and arguably, much of this additional time and energy could be avoided if the system
had been able to deliver in the first instance.

Disability service provision in South Australia

The data in this section are derived from a number of sources related to the prevalence of
disability in the community and from reports of services delivered under the
Commonwealthi States and Territories Disability Agreement (CSTDA).

In August 2008, the Australian Institute of Health and Welfare (AIHW) released a report on
200617 2007 data that provides comparisons between states. This data collection was also
used as the basis for an analysis published in January 2009 in the Report of Government
Services (Productivity Commission, 2009). South Australian data for 2007 i 2008 have also
been released to the sector by the Departmen of Families and Communities For estimates
of people in the community who have specific disabilities, results of the Survey of
Disabilities, Ageing and Carers have been used. Unfortunately, the latest data avadble are
for 1998 and 2003. A new Survey of Disabilities is under way in 2009 but no results are
available yet. These data have been tabulated in Appendix B.

1The CSTDA applied until 31t December 2008, when it was replaced with a new National Disability Agreement. The CSTDA
gave theState responsibility for the planning, policy setting and management of specialist disability services except employment
services (CS'DA Multilateral Agreement, 2008). This includes accommodation support (to accommodation settings and
people® own homes), community support (which includes case management and therapy services), community access (such as
learning and life skills development) and respite case services. Thestate and Commonwealth are jointly responsible for

advocacy services, information services and print disability services.
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Disability SA eligibility criteria determine who does or does not receive a service. Significan
elements are extracted in Table 1 (Department of Families and Communities, 2008). Table 2
contains details of how eligibility is determined for people who might receive services from
another agencyto Disability S A (such as Mental Health or Drug and Alcohol Services)

It is commonplace for disability systems to have clear criteria either defined by Parliament as

legislation or defined at a policy level. At issue are not the criteria themselves but how the

specific criteria noted in Table 1 might be interpreted when resources are limited,

particularly when there is a potential for overlap with other services as determined by the

Aino duplicationdo principle and the scope of seryv

There are many examples where Disability SAhas been flexibleat the margins to ensure that
a person who needs a service is not denied eligibility on a technicality. There are also other
examples where assessment for eligibility is prolonged, and delays are caused by disputes
with other providers o ver who takes responsibility. In these cases, the dispute is not over
whether a service is required, but who funds it. Consumer needs do not fit neatly into service
silos: for example, a person who has longterm mental iliness, used substances and then
developed brain damage may have a disability caused by both the original illness and the
substanceinduced brain damage. With such combinations of effects, arguments over
whether a person has a mental health problem or a disability problem do not reflect the
complex interrelationships that occur when a person has more than one cause of a disability.
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Table 1: Extract from Disability SA Eligibility and Access Guidelines .

Date: 7 April 2008 (Date for review March 2011) Guideline number GUI -SER-001

To be eligible for Disability SA services, the person must fit one (or more) of the following criteria:

Children under 5 years of age who have significant global developmental delay

Children and adults with intellectual disability

Children and adults diagnosed with autism spectrum disorder (autism or Asperger syndrome)

Children and adults with acquired brain injury

Children and adults who have a physical or neurological condition that cannot be resolved with medical
treatment.

oo Joo T To I

In addition, as a result of the above condition(s):
The person experiences significantly reduced functioning in most of the following areas: communication, self
care, mobility, community access, health and safety, domestic activities, social, selflirection, work and leisure.

A The person requires assistance froma specialist disability service.

A The disability is permanent or likely to be permanent (it may, or may not, be of a chronic episodic nature and is
not likely to resolve with medical treatment).

People over the age of 65 years who are referretb Disability SA will not be considered eligible.

Decisions about priority of access include consideration of a range vulnerability indicators such as homelessness,
access to services, age, health and capacity of carer, family situation, and isolation.
People in the following vulnerable groups are considered to have urgent need : Children or young people under

the Guardianship of the Minister; P eople with rapidly deteriorating neurological conditions; Aboriginal people with disabilities;
People with disabilities in acute care settings awaiting discharge; People under 50 years of age in danger of being placed in a
nursing home.

Acquired brain  injury is a brain injury acquired after birth. It may result from:

A A traumatic head injury form a motor vehicle accident, assault, accident, etc

A A stroke or cerebrovascular accident (CVA)

A A brain tumour

A An incident which causes lack of oxygen to the brain such as a near drowning experience, drug overdose, or heart
attack

A Infections such as meningitis or encephalitis

A Alcohol and/or substance misuse.

Intellectual disability i a person has an intellectual disability when they meet the following three criteria:

A Significant sub-average intellectual functioning as indicated by an 1Q score of two or more standard deviations below
the mean.

A Substanti al Il'imitations in an individual 6s eff emwdnalver
independence and/or social responsibility

A Cognitive and adaptive functioning deficits are manifest prior to 18 years.

Neurological disability is a condition, whether genetic or acquired, that affects the way the brain processes information and

communicates with the rest of the body; for example, the ability to produce movement or the ability to process information.

Examples include MultipleSc | er osi s, Par ki nsondés Disease and Motor Neur:

Permanent or likely to be permanent refers to the irreversible nature of the disability, even though it may fluctuate in

severity over time; that is, it may be of a chronic episodic nature. A person will be eligible if their underlying disability is
permanent or likely to be permanent and they meet all of the other eligibility criteria.

The disability will not be considered permanent where there is a need for specific health services for a definedperiod following
physical trauma or the onset of an acute episode of illness. A person in this situation may only become eligible for disabilty
support services once their medical needs have stabilised and the longterm nature of their disability becomes apparent. Some
conditions are not considered to be permanent and therefore are not considered to be a disability.

Table 2Extract from Disability SA Eligibility Guidelines Referring to Scope of Service

Date: 7 April 2008 (Date for review March 2011) Guideline number GUI -SER-001

Principle 4.1

No duplication of services

A person will not be eligible for a Disability SA service if they receive the same service from another agency in relation totheir
disability

Guideline detail 4.5

Scope of Service Response

Some individuals with a disability or multiple disabilities have other factors impacting on their functioning (such as high h ealth
needs, dementia, mental iliness, drug and alcohol abuse). In these instances multtagency responses may be required Where a

personod6s disability is the principle cause of i mpair meimg,
the responsibility of other agencies to provide s eparmeotb .
the person is eligible for Disability SA services, then D
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In its 2009 Report, t he Productivity Commission in its report has estimated the number of
people in the general population who might potentially use a disability service, compared

with those who are current users. The results are displayed in Figure 1. Just over 40% of the
population who might require a service are receiving one in South Australia. With respect to
this measure of access, our state performs better than any otherstate except Victoria.

B12003-04 E2004-05 E12005-06 E2006-07

Per cent
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2 These data need 1o be interpreted with caution due fo a number of factors affecting data qualty. See section
14.8 for further information on these qualty issues and for service type outiet response rates across
jurisdictions_ P For the ACT, the decreased service user rate for 2005-08 was due to the data collection for
therapy services being incomplete

Source: AIHW (unpublished). derived from CSTDA NMOS. AIHW analysis of the ABS SDAC 2003 ABS
Austraban Demographic Stafistics, Cat. no. 3101.0 (various issues), ABS (2004) Expernimental Projections of
the Abonginal and Tomes Strait Islander Population, 30 June 2001 to 30 June 2003. Cat no. 3228.0.
Canberra. AIHW (2008) Potential population’ — Updating the Indigenous Factor in Disabiity Services
Performance Indicator Denominators, Cat. no. DIS 45. Canberra; table 14A.2

Figure 1: Users of CSTDA funded services as a proportion of the estimategotential
population (Reproduction of Figure 14.6, Productivity Commission, 2009)

When the same analysis is conducted for supported accommodation services alone, which
require significant resources, South Australia performs better than any other state. This is
illustrated in Figure 2.
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2 See table 14A.15 for detailed notes relating to service user data. ® These data need to be interpreted with
caution due to a3 number of factors affecting data qualty. See section 14.3 for further information on these
quality issues

Source: AIHW (unpublished). derived from the CSTDA NMDS; AIHW analysis of the ABS SDAC 2002; ASS
Australian Demographic Statistice, Cat. no. 2101.0 (various issues). ABS (2004) Experimental Projections of
the Abonginal and Tomes Strait lslander Population, 30 June 2001 to 30 June 2009, Cat no 232380
Canberra; AIHW (2008) Potential population’ — Updating the Indigenous Factor in Dizabiity Services
Performance Indicator Denominators. Cat no DIS 45 Canberra. table 144 15,

Figure 2. Users of CSTDA funded accommodation support services as a proportion of
the estimated potential population (Reproduction of Figure 14.10 from Productivity
Commission (2009))

Overall, South Australia has better access to disability services compared to other states. It
should be noted that these published data consider all people who have a disability. To
ensure equity, similar analyses need to be undertaken for people who have disabilities
caused by different underlying conditions, as it is possible that a state might set up its
services well to respond to the needs of one group with a disability and not another.

Without such a report at this time, it is reasonable to assume that these comparative
differe nces would apply to the populations of concern to the Public Advocated people with
an intellectual disability, brain injury or neurological disease that might affect cognition.

Historically South Australia pursued active case finding, with publicity cam paigns in the
1990s such as filost in the wildernessodo designed
benefit from a service.

While South Australia is near the top in access, it is midway in funding. Funding is
summarised in Table 3 below.
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Expenditure on Disability Services
($Million Dollars)

Adjusted figure to provide services
to a total population of 1.575M

people

($Million Dollars)

Victoria 1190.4 363

Tasmania 111.0 355

New South Wales 1303.4 2994

Australian Capital Territory 61.0 286

South Australia 269.4 269.4

Western Australia 332 251.3

Northern Territory 33.3 246.7

Queensland 622.2 237.2

Table 3: Adjusted expenditure figures for population based on expenditure on disability support services in Australian

jurisdictions reported by AIHW (2008) adjusted to match the total population size of South Australia based on ABS population
statistics for each Australian state and territory as of 30 December 2006.

The result of this combination & attempting to serve more people on fewer dollarso is
reflected in the funding per service user. South Australia allocates lessthan any other state.
This is illustrated in Figure 3.

O Total expenditure excluding payroll tax B8 Actual and/or imputed payroll tax

40

$'000/user

NSW Vie Qid WA SA Tas ACT NT Aust

3 In some jurisdictions (NSW, Victoria and SA in par. Queensland, Tasmania and the NT), payroll tax data is
actual; in other jurisdictions (Victoria and SA in part, WA, and the ACT). payroll tax data is imputed.
b Government expenditure per service user for Australia excludes Australian Goverment expenditure on
State and Territory administered services that was not provided as transfer payments. © Payroll tax data for
Queensland includes paid payroll tax and accrued payroll tax. © In the NT, payroll tax relates to government
service provision and excludes expenditure for program management and administration.

Souwrce: State and Temitory governments (unpublished); AIHW (unpublished), derived from the CSTDA
NMDS: table 14A.44,

Figure 3. Estimated annual government expenditure per user of CSTDA State and
Territory Administered Services (2006 -07 dollars) (Reproduction of Figure 14.43 of
the Productivity Commission (2009))

Further South Australian information can be derived from both the CSTDA usage data, and

information on the number of people who are kno wn to Disability SA and awaiting a service.

This is the Aunmet needs | isto, t hat t he

Departn
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makes public on a 6-monthly basis 8 a commitment made in response to advocacy from key
South Australian disability advocates including parent, carer and community advocacy
leader David Holst. This unmet needs data has been linked with CSTDA data in Table 4.

2007/08 South Australian CSTDA Data Departmental Unmet Needs List
November 2008
Number of people Number of Services  Number of people Number of Services
Overall 19,350 37 361 2173 3543

Severity of disability:

People who have a 6345
profound disability

People who have a severe 7501
disability

Frequency of primary disabilities
Intellectual disability 36% (approx 7000 clients)

Service types

Accommodation support 4599 5464 1663 1884
Community support 14263 22224 512 695
Community Access 5435 7549 400 507
Total Respite 1664 2124 418 457

Table 4: 2007-2008 CSTDA Data for South Australia compared to Department of Families and Communities (DFC) Unmet
Need Data.

In the unmet need group there is a higher proportion of people waiting for accommodation
support. This care is likely to be more expensive than other service types such as case
coordination or day care, because of the labourintensive nature of these services.
Accommodation support comprises 15% of the total number of CSTDA servicegdelivered
over a year, but 53% of the services required on the unmet needs listat the time this
shapshot data was collected Many of those waiting for accommodation support will have
an intellectual disability, brain injury or neurological disease as the primary cause of their
disability, or as one of multiple disabilities and will be living with overburdened carers.

Once again, it is relevant to make the caveat that a similar analysis needs to be undertaken
for people with different underlying conditions to be clear about the exact patterns for people
in each group reflected in the need for different combinations of support services.

Service provision for people who have disabilities with different underlying conditions
Some informal comparisons can be made between the data in the previous CSTDA tables and
survey data recorded in Appendix B.

However, these comparisons are not accurate enough, as it iglifficult to try to match service

groups with population survey groups when data have been reported using different

groupings of consumerso6 under | pmdfgrentyeardi ti on, an
(CSTDA data from either 20071 08 or 2006 1 07 and survey data from 2003).

Therefore, this section primarily considers qualitative factors derived from the advocacy
work of our Office.
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Intellectual disability.

The unmet need gap for peoge with an intellectual disability will have a number of
components. The experience of consumers, families and advocates is heeded to supplement
the analysis of the figures. The unmet need gap for people with an intellectual disability has

a number of components. Typical components of the unmet need as observed inOPA
advocacy work are listed below.

1 Not receiving a service

o People with a disability who have not presented themselves or been referred
to Disability SA.

o0 People who have been refused ®@isability SA service because they do not
meet the |1 Q score threshold of Atwo or
me a n This usudlly corresponds to a score of 70).

1 Receiving a limited service with unmet needs

o0 People who are receiving a service fromDisability SA, such as advice or case
coordination, but require additional higher cost and in -demand services such
as accommodation support or respite.

o0 People who have some or all of their services provided by families or carers
who have been disillusioned with the quality of disability services in the past,
and have chosen to provide their own care when they can.

o People who are receiving a support service, but need increased professional
input (e.g. psychological assessment and recommendations about behgiour
management).

1 Receiving a service from Disability SA, but not from other providers

o People who are receiving Disability SA services, but are not effectively
accessing general health or mental health services for the treatment of
associated conditionsto the same extent as would people without a disability
for the same conditions.

As noted above, it is not possible to accurately compare prevalence data and service data, but

in so far as a comparison can be made, it would seem that the number of peoplevith an

intellectual disability which severely or profoundly limits their activities is of similar

magnitude to the number receiving services. The proportion of people accessing services in

this group would be higher than for disability services overall but there is still a significant

number of people in the population who might benefit from a service and are not accessing

it More frequently, even though a personds
would seem that a gap remains in the level of services funded.
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Acquired brain injury.
Significant factors related to brain injury include:

1 The need to begin services soon after injury

o0 Rapid assessment and quick decisions about eligibility are required to ensure
need is met.

o Following an acute injury there is a critical time soon after release from
hospital where services are needed to maximise recovery.

1 Recognition of changes in planning skills, motivation and mood for people who
retain the ability to undertake daily activi ties

0 After people have recovered from the initial period of severe physical
disability and cognitive problems, a person may be able to complete daily
living tasks, but still be troubled by tiredness, limited concentration, difficulty
in planning, mood changes and irritability.

T Uncertainty about the Aper manent or | ikely t

0 This can apply to patients who have a focal injury and are making
improvement who in the medium term have the potential to make a
significant recovery but need services in the short term to leave hospital.

o0 It also applies to individuals who have substance-induced brain damage, who
might remit if able to abstain from alcohol or drug use.

In South Australia, the concern from families of people with a br ain injury intensified with

the reorganisation of Disability SA services in 2007. Previously there were different
government agencies providing and brokering servicesd in particular, Brain Injury Options
Coordination. In 2006 i 2007 Disability SA was formed with the aim to implement a single
entry for disability services, a single system of case management, standardised assessment of
client needs, and unmet needs registration (Department of Families and Communities,

2007).

In evaluating the impact of th e reorganisation, it should be possible to compare key variables
for service delivery for people with brain injury, such as waiting time, nature of the service
delivered, and number of hours of support provided. The benefit to people who have brain
injury as one of multiple disabilities that require support also needs to be considered.

Autism spectrum disorders.

The 2003 vs. 1998 comparison demonstrated the dramatic increase in the number of people
identified to have autism spectrum disorders over the previous 5-year period, 100% for all of
Australia. This pressure has been noted in South Australia for services for both children and
adults. Recently the Australian Government has allocated extra funding to provide
additional services for children with au tism.
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In South Australia, services have struggled to meet the demand for care required by both
children and young symwheg an autidmtspectrans diserdeg eSpetial
arrangements are made to fund services for individuals through the Exceptional Needs Unit.

A problem that was previously either not recognised or was less common, now needs a

systemic response. The Coraer in his finding of 3 December 2008 on the death of Rowan

Wheaton recommended that the Minister for Disability consider a model of service delivery
prepared by two key professionals, Jo Zeitz and
PathwaystoBetterCut comes 6, and i mpl ement this or a si mi/l
this model include a focus on the 16 25 age group, and a focus on early intervention to avoid

future deterioration, which will benefit the consumer and limit the need for Exceptional

Needs Unit involvement. A response to this is still awaited.

Overview of service data and funding
The pattern from the above suggests that:

9 Overall, South Australia is reaching more people who have a disability than any other
state except Victoria, and provides supported accommodation services to more
people with a disability than any other state.

91 In order to achieve this result, each person is receiving less funding than those in
other states, suggesting that a significant component of the unmet need canes from
people who are recognised as requiring a service, who are registered with a provider,
but are not receiving the optimal level of services.

1 In so far as comparisons can be accurately made using publiclyreported summary
data in South Australia, when community prevalence data and service provision data
for people who have an intellectual disability are compared, the result would suggest
that many but not all people with severe or profound limitation swho require
assistance arein contact with disab ility services in this state.

1 More work needs to be undertaken to understand the access patterns for people who
have disabilities caused by other conditions. In particular, access and eligibility for
people with a brain injury require further analysis a nd ongoing monitoring.

1 Population-based work has identified the increased number of people with autism,
both children and adults, requiring services. The experience of people with this
disability and their families would suggest that services have bee struggling to keep
up. While there have been recent initiatives for children, a systemic response is still
required for adults with an autism spectrum disorder.

9 Future unmet need work is an ongoing function of the Department of Families and
Communitie s, but at times departments commission external bodies to undertake
external analyses. Should this occur, the Office of the Public Advocate is available as
an independent body to oversee such work.

9 Under its charter of monitoring unmet need, the Office o f the Public Advocate will
continue to review service-use statistics and link these to the experiences of
consumers and carers.
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Individualised funding as a mechanism to improve outcomes and cost

effectiveness

Individualised funding allows a person t 0 make decisions about which services they purchase
and from whom. The following discussion is based on a population assessment of need.

The process of individualised funding requires a needs analysis for each person receiving a
service.

Stainton (2008) puts forward the following working definition:

... funding allocated directly to an individual or in the case of a child their
parents or legal guardian, to provide the support necessary to meet
disability related needs and to assist individuals to become contributing
citizens. It has two fundamental characteristics:

The amount of funding is determined by direct reference to the individual
and/ or familybés specific needs, and aspirat.i

The individual and/or their family determine how funds are used to  meet
those needs eligible for funding.

In South Australia, there has been broad support for individualised funding models from
consumer and advocacy groups. The Julia Farr Association has led the discussion and
worked to ensure that the disability commun ity and policy makers are well informed of the
evidence for individualised funding, preparing key reviews that have guided the policy
discussion (Williams, 2007) and maintaining a reference base on individualised funding 2.

There are nowclear examples ofthe effective implementation of individualised funding
providing better outcomes for individuals and families, greater self-determination, and cost-
effective support service provision.

This mechanism can go hand in hand with the reform of guardianship systems, in line with
the United Nations Convention on the Rights of Disabled Persons, to support more people to
make their own decisions rather than appoint a substitute decision maker. This is described
in more detail in the section on monitoring legisl ation and determining capacity.

For people with an intellectual disability, brain injury or neurological disease, support to
make decisions may be necessary so that they can get the most benefit from an
individualised funding system and can exercise their right to choose services and providers
from the funds allocated to them.

Stainton (2008) has described the transition in British Columbia in Canada. To a large

degree it has moved from a system where gover nme
gatekeepeas and support workers to families and helped them access a range of direct
government and contracted agency serviceso to on
devolved to a government agency with a board appointed by a Minister. Stainton (2008)

2 Julia Farr maintains a repository of information on individualised funding on its website i
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