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1. Introduction and background

Autism Aspergers Advocacy Australia (A4) is a national grassroots organisation with 1000 members. A4 represents and advocates for people with an autism spectrum disorder (ASD) including Asperger’s disorder/syndrome.

A4 is concerned with matters affecting people with an ASD, their families and associates. The diagnostic manual describes ASD as severe and pervasive impairment in social interactions, communication and behaviour
. The Australian Institute of Health and Welfare found people with autism are the most likely to have severe disability. Many people with ASD are very disabled and need services targeted specifically to their disability and dysfunction. Generic services in areas such as education, health, community participation and employment usually do not meet their needs.

A4 has a strong interest in the draft Disability Bill because the Bill may affect disability services and their provision. Many people with an ASD, their families & carers depend on the effectiveness of services they receive for a reasonable quality of life. Without suitable services “only a small percentage of individuals with [autism] go on as adults to live and work independently”
. Service providers and government exercise tremendous control over the lives of people with ASD and their families.

Autism spectrum disorders cannot be considered rare
. The DSM-IV-TR says Autistic Disorder affects 2–20 per 10,000
 and recent research show ASD prevalence is higher than the conservative DSM-IV-TR figures. Most of the credible reports since 2000 suggest Autistic Disorder affects 16–30 per 10,000.

Current Australian information and credible reports from elsewhere in the world (see, for example, the US Government’s Centre for Disease Control autism page), say ASD affects around 1 in 166 children (or 60 per 10,000). This means ASD is more common than many other childhood disabilities. People with ASD are a major section of the disability community.

Governments cannot plan services or draft effective and appropriate Disability legislation without a proper understanding of ASD and its prevalence.

A4 appreciates the opportunity to comment on Victoria’s proposed Disability Bill. We hope our comments will help to inform government of the serious misgivings of the ASD community with respect to the draft bill. We hope that this submission will influence amendments to the draft Bill and lead to crucial improvements to disability legislation in Victoria. Most of all, we hope and pray for a future where all Victorians with ASD get a fair go from their government and community.

2. Purpose, Objectives and Principles

The existing legislation and the draft Bill contain sections called Purpose, Objects, Objectives and Principles. These sections should explain the intent of the legislation and summarise its effects. We should be able to get a broad understanding of the existing and proposed legislation from their Purpose, Objects, Objectives and Principles sections. We should see how the draft Bill will affect people with a disability by comparing the Purpose, Objects/Objectives and Principles in the existing legislation with those in the draft Bill.

Following is a brief comparison of the purpose, objects/objectives and principles in the existing legislation and the draft Bill.

	Existing Legislation
	Draft Bill

	Intellectually Disabled Persons' Services Act 1986

1.
Purpose

The purpose of this Act is to reform the law relating to services for intellectually disabled persons.

Disability Services Act 1991

1.
Purposes


The purposes of this Act are—

(a)
to set out principles to be furthered with respect to persons with disabilities and objectives for  providers of services and researchers; and


(b)
to make various provisions about the funding for disability services.
	1. Purpose

The purpose of this Act is to enact a new legislative scheme for persons with a disability which reaffirms and strengthens their rights and responsibilities and which is based on the recognition that this requires support across the government sector and within the community.


A4 is concerned that the draft Bill 

· strengthens the responsibilities of people with disability. This is discussed in detail in Section 2.2 below.

· only “recognises” that upholding the purpose requires the support across government and the community. This appears to endorse the concept that the “rights” of people with disability exist only at the discretion of government and the community. Existing legislation is more specific and concrete in that it says what is to happen and who will do it ie. it mentions “principles to be furthered” by “service providers and researchers” and specifies “funding for disability services” as a purpose.

	Objectives

	Existing Legislation
	Draft Bill

	Schedule 3 Objectives of the Disability Services Act 1991 say …

(a)
the services should have as their focus, the achievement of positive outcomes for people with disabilities, such as increased independence, employment opportunities and integration into the community; and

(b)
the services should contribute to ensuring that the conditions of the every-day life of people with disabilities are the same as, or as close as possible to, norms and patterns which are valued in the general community; and

(c)
the services should be provided as part of local co-ordinated service systems and be integrated with services generally available to members of the community, wherever possible; and

(d)
the services should be tailored to meet the individual needs and goals of the people with disabilities receiving those services; 
	4. Objectives of Act

(1) The objectives of this Act are to—

(a) advance the inclusion and participation in the community of persons with a disability; …

(d) promote and protect the rights of persons accessing disability services; …

(2) In construing the objectives specified in subsection (1) and in administering this Act, due regard must be had to the limited resources available to provide disability services


A4 is concerned that the objectives in the draft Bill 

· omits “positive outcomes for people with disabilities” and “ensuring that the conditions of the every-day life of people with disabilities are the same as, or as close as possible to, norms and patterns which are valued in the general community”

· endorses the limitation of resources made available to for the provision of disability services.

· gives such prominence to “inclusion” when “inclusion” can result in especially negative outcomes for people with an autism spectrum disorder, a group who have, by definition, particularly poor social skills. Examples of negative outcomes observed from inclusive education for students with ASD are alarmingly high rates of bullying in schools and unemployment following school. 

A4 wants any new disability legislation that affects services and support for people with ASD to retain purposes, objectives and principles that deliver services and support providing “quality of life”, “positive outcomes”, “developmental opportunities”, “control over one’s life”, “increased independence”, equality of (equitable or maximised) outcomes and achievement of personal goals.

	Principles

	Existing Legislation
	Draft Bill

	Section 5 Statement of principles of the Intellectually Disabled Persons' Services Act 1986:

(a)
intellectually disabled persons have the same right as other members of the community to services which support a reasonable quality of life;

(b)
every intellectually disabled person has a capacity for physical, social, emotional and intellectual development and a right to individualized educational and developmental opportunities and is entitled to exercise maximum control over every aspect of his or her life;
	Section 5 Principles

(1)
Persons with a disability have the same basic rights and responsibilities as other members of the community and should be empowered to exercise those rights and responsibilities.

(2) Persons with a disability have the same right as other members of the community to—…
(3) Disability services should— …

(4)
If 
a restriction on the rights or opportunities of a person with a disability is necessary, the option chosen should be the option which is the least restrictive of the person as is possible in the circumstances.

(5)
It is the intention of Parliament that the principles specified in this section should wherever possible be given effect to in the administration of this Act and the provision of disability services.


A4 is concerned that the Principles in the draft Bill 

· omit “developmental opportunities”, “control over one’s life”, “increased independence”, equality and personal goals. It is of concern that developmental opportunities are mentioned only in connection with intellectual disability. ASD is not (by definition) an intellectual disability. People with ASD also require developmental opportunities and

· endorse the “restriction of rights and opportunities of a person with a disability”

The principles in draft Bill that are meant to protect persons with disability are heavily qualified with use of the words “should”, “possible in the circumstances” and “wherever possible”. These qualifications are not present in the principles of the existing legislation and rob the draft Bill of meaning.

2.1. Rights

Clearly, with its focus in on rights, responsibilities and inclusion the draft Bill is different from the existing Acts. 

The draft Bill says it is about rights and responsibilities for people with a disability. In relation to rights, the draft Bill says it “reaffirms and strengthens their rights”. But the draft Bill does not identify the rights it refers to. The Bill lacks a clear statement of the rights of people with a disability.

Much of the draft Bill is about removing rights. The Bill removes rights from, or imposes additional conditions on, people with a disability where they are tenants. It provides for “restrictive intervention” and “compulsory treatment” in a manner that removes civil liberties and human rights from people with a disability. We discuss these issues below.

Section 4.(1)(d) of the draft Bill says …

The objectives of this Act are to— …

(d) promote and protect the rights of persons accessing disability services;
The draft Bill does not define or identify “the rights of persons accessing disability services”. 

Section 5 of the draft Bill is about Principles. It says … 

(1) Persons with a disability have the same basic rights and responsibilities as other members of the community and should be empowered to exercise those rights and responsibilities.
This “principle” is unclear. It could be an observation without basis, or an effort to restate the purpose of Discrimination law in relation to “rights” but without referring to such legislation.

Unfortunately, Australians with ASD do not enjoy the same “rights” as others. Under Australian and Victorian law, they have no right to education services that are effective for them. They have no right to access services that are effective in treating and rehabilitating their severe and pervasive clinical disorder. Section 5 of the draft Bill says people with a disability “should be empowered to exercise those rights” but the draft Bill does not specify adequately what process, mechanism or instrument will so empower them. 

Australians do not have actual Rights. Even ordinary citizens do not have Rights (except in the ACT where a recent Human Rights Act provides very limited, largely irrelevant, civil & political rights). Section 5(2) seems to suggest an extremely limited group of "rights" ... that fall well short of those described by the relevant UN treaties. 

Minimum rights for people with a disability are described in international statements including:

· UN Declaration on the Rights of Disabled Persons 

· UN Declaration on the Rights of Mentally Retarded Persons 

· ILO Convention (No. 159) concerning Vocational Rehabilitation and Employment (Disabled Persons) 

· UN Convention on the Rights of the Child 

Among other things, “restrictive intervention” may mean children with ASD could be denied their right to receive education. A4 is concerned that if adopted the draft Bill will provide a legal framework for excluding some of the 8,500 Victorian school students said to have challenging or problem behaviour (with 1/3 of them said to have Asperger’s syndrome/disorder) from schools, thereby denying them their education. 

A stated purpose of the draft Bill is to protect the rights of people with a disability. Children with ASD should have Rights, but Australia is not meeting its obligations under the UN Convention on the Rights of the Child in refusing to 

· ensure children who are (mentally and/or physically) disabled by ASD “enjoy a full and decent life, in conditions which ensure dignity, promote self-reliance and facilitate the child's active participation in the community.” [see Article 23(1)]

· recognise “the right of the disabled child to special care” [see Article 23(2)] at a sufficient level when the child has ASD

· address “the special needs of a disabled child, [the special care] shall be provided free of charge, whenever possible, taking into account the financial resources of the parents or others caring for the child, and shall be designed to ensure that the disabled child has effective access to and receives education, training, health care services, rehabilitation services, preparation for employment and recreation opportunities in a manner conducive to the child's achieving the fullest possible social integration and individual development, including his or her cultural and spiritual development.” [see Article 23(3)]

Note: the Rights of a child who is disabled by ASD go beyond ensuring the child “has effective access to” services. The UN Convention says the child has the Right to receive … and that the state is responsible for ensuring the child actually receives effective services including “education, training, health care services, rehabilitation services, preparation for employment” and more. The right to receive a service means more than “inclusion”; that is, just being in the same room/setting does not ensure an “equal opportunity to access” a service/benefit. Many Australian children who are severely disabled by ASD cannot access and do not receive effective education, rehabilitation, etc. when they are included in mainstream settings unless they also receive effective preparation and the specialised support they need. 

Any actual protection of rights is found in federal and state Discrimination law (Equal Opportunity Act 1995). The protection that discrimination law provides in Australia extends only as far as “reasonable accommodation”. And it specifically excludes protection of any rights relating to disability services or services specifically for people with a disability (see Equal Opportunity Act 1995, Section 82). 

For example, a child who does not make sufficient gains from “inclusion” in a mainstream classroom may need “special education”. Discrimination legislation does not protect a child’s right to receive an effective education when “special education” for a child with a disability involves more than “reasonable accommodation” in mainstream education.

People with a disability in Australia have no rights relating to the services they need for their disability. This contrasts to the protection Discrimination law gives people without disability to access the services they need. 

Since Discrimination and other domestic laws fail to protect the rights of people with a disability to access services they need due to their disability, people should be able to look to the Victorian draft Disability Bill to protect their right to receive the services they need relating to their disability. Unfortunately, the draft Bill fails them severely on this issue.

2.2. Responsibilities

The draft Bill strengthens some responsibilities. It imposes significant (possibly unreasonable) responsibilities on people with a disability and allows (possibly encourages) punishment through arbitrary “restrictive interventions” (possibly including sedation and incarceration) for those who, in the minds of policy makers, service providers and bureaucrats, do not live up to those responsibilities.

The draft Bill omits mention of existing Ministerial responsibilities. The existing legislation makes the Minister responsible for the services, for funding them and for monitoring their outcomes. 

Presumably, the Minister will remain implicitly responsible for putting the case for funding within the government. The responsibility will not simply go away, but this responsibility will no longer be explicit in legislation. 

The draft Bill gives the Disability Commissioner some roles in monitoring services and their outcomes. 

The responsibilities of people with autism include those of the rest of the community. Many responsibilities come from our other laws, laws that people with autism may not understand or may find especially difficult to meet. 

The community requires that people with ASD conform to its laws. Yet the community fails in its responsibilities to people with ASD. For example, school communities do not protect children with ASD from bullying. The community fails to meet its responsibility to people with autism; such as to provide effective treatment and to protect them from abuse such as bullying. And those penalised for the community’s failure are people with ASD and their families. No one is even held responsible. The person with autism is the long-suffering victim — and the draft Bill strengthens penalties for their reacting.

People with ASD and their associates feel the weight of their responsibilities to the community. They take their responsibilities seriously. So imposing legal instruments with specific penalties is demoralising, demeaning and authoritarian.

The draft Bill certainly imposes considerable additional responsibilities on people with a disability. For some people with a disability, and for some of the responsibilities imposed the draft Bill is unreasonable, unfair and unjust. 

For example, the legislation expects, possibly requires, people with a disability to do their best to function independently. If a person with a disability in a residential service attempted to cook for themselves when their supervision was inadequate, and safety were compromised, then the draft Bill penalises the person with a disability. The draft Bill gives the person with the disability the responsibility whether they understand that responsibility or not. The draft Bill does not appear to give all the appropriate responsibilities to service providers. 

2.3. Responsibility, not rights

Contrary to the Purpose and Objectives of the draft Bill, Part 7 on Restrictive Intervention provides the means to restrain and incarcerate people with a disability arbitrarily and without requiring evidence. It does not ensure people with a disability receive a fair hearing. It denies them natural justice and an appeals process. Guardians and families are not included in the process — for example, Section 134 usurps their role with an “independent person” appointed by an Authorised Program Officer. While the Bill gives the state no responsibility for supporting a person with a disability, it penalises people with a disability if they cannot meet any (possibly unreasonable) responsibility that the state imposes on them. 

2.4. Inclusion

A4 is concerned that “inclusion” has such prominence in the draft Bill. The emphasis on “inclusion” follows from a proposition or assumption that people with a disability who are “included” in the community have increased independence, positive outcomes and experience life like people with less or no disability. 

In relation to children with ASD, this “inclusion” proposition is false. Most children with autism do not “pick-up” social skills through “inclusion”: they do not observe and imitate the social conduct of their peers. It is like trying to teach swimming through “inclusion” in the top water polo team. The approach immerses a child who cannot swim among skills that are remote and unrecognisable. If the child does not drown, he/she will be demoralised, possibly traumatised and may never want to return to the water. “Inclusion” can result in especially negative outcomes for people with an autism spectrum disorder, a group who have, by definition, particularly poor social skills. For example, researchers report that 100% of students with ASD who were surveyed reported being the target of bullying in some form. 

The “limited resources available to provide disability services” for children with autism mean that services do not and cannot properly prepared children with autism for “inclusion”. Government and service providers focus mainly on generic “inclusion” so services lack the specialised knowledge and skills needed to support children with ASD when they are “included” in community services. For example, the Victorian Government implemented a statewide “inclusion” model for preschool children with disability. Funding is such that no child can spend more than 2 hours per week at an early intervention centre. Parents are offered kindergarten and day-care to compensate for limited early intervention.

Autism specialists agree that pre- school-age children with ASD need intensive ASD-specific early intervention. Children with ASD need specific instruction in speech & language, social skills & behaviour, to observe & imitate peers, attending to & following instructions, etc. Research shows “intensive” means starting with a minimum of 20 hours per week. Effective programs integrate children with ASD progressively into mainstream settings where they are supported to practice the skills they needed for successful inclusion.

The Victorian model denies children with autism an effective opportunity to acquire the skills they need to benefit from their “inclusion”. The Association for Children with a Disability observe there are 8,500 students in Victoria with, or at risk of developing, extreme problem behaviours. And one third of these have Asperger’s syndrome. A4 anticipates this outcome will continue or worsen as students with ASD who received even less early intervention flow through to schools.

The focus on “inclusion” in the draft Disability Bill does not address essential services for children with ASD. This draft Bill is meant to address the essential needs of people with a disability, including children with ASD, for disability services. The needs of children with ASD are not met here or elsewhere, so the draft Bill fails children with ASD.

A4 supports the principle of including people with ASD in their community, but observes that the essential expertise, preparation and resources for including people with autism spectrum disorders effectively are rarely available. In practice, government and its agents use “inclusion” as an excuse to cut funding and expertise to a level where services are ineffective. They avoid providing necessary services and then blame the outcomes on the people, their disability, their families and the workers at the coalface. 

As shown above, the objects and principles of exiting laws are broader than “inclusion” and use the phrases:

· “the achievement of positive outcomes”,  

· “increased independence”, 

· “the conditions of the every-day life of people with disabilities are the same as, or as close as possible to, norms and patterns which are valued in the general community” and 

· “services should be tailored to meet the individual needs and goals of the people with disabilities”. 

Legislation and policy based on the “inclusion” proposition disadvantages the most vulnerable members of the community. For many people with autism, the one-size-fits-all “inclusion” model is utterly inadequate. The emphasis in the draft Bill on “inclusion” does not address the needs of people with an autism spectrum disorder.

2.5. conclusion on rights, responsibilities and inclusion

The draft Bill fails in its purpose to strengthen rights.

In terms of responsibilities, the draft Bill is a massive move backwards for people with a disability. 

The narrowing of focus onto “inclusion” in the draft Bill is a major step backwards in terms of principles and practice for people with an autism spectrum disorder.

3. Definitions

A4 believes that some definitions provided in Section 3 are absent and others flawed and require further work. Our concerns are detailed below.

The draft Bill lacks a definition of “inclusion”. The draft bill should define “inclusion” as it appears to be used with a specific meaning throughout.

Section 3 gives the following definition (page 3) … 

"developmental delay" means a delay in the development of a child which—

(a) is attributable to a mental or physical impairment or a combination of mental and physical impairments; and

(b) is manifested before the child attains the age of 6 years; and
(c) results in substantial functional limitations in one or more of the following areas of major life activity—

(i) self-care;

(ii) receptive and expressive language;

(iii) cognitive development;

(iv) motor development; and

(d) reflects the child's need for a combination and sequence of special interdisciplinary, or generic care, treatment or other services which are of extended duration and are individually planned and coordinated;
This definition is too narrow. In many cases, developmental delay continues into adulthood. Developmental delay is not a condition that is only found in children, as this definition suggests. Defining “developmental delay” as a childhood condition means that the draft Bill does not apply to many adults with developmental delay. 

Further, this definition does not include people who are severely disabled by Asperger’s syndrome. While these people would normally be included in the developmental delay category, they are not included in this definition. 

The only reference to developmental delay in the Bill, other than the definition, is in the definition of disability. The definition of developmental delay could be merged with the definition of disability, and all reference to developmental delay removed. 

The draft Bill provides yet another definition of “disability”. No explanation is offered for why the draft Bill cannot use one of the existing definitions. Nationally, disability law would be simpler and more effective if it was based on a common definition.

Section 3 gives one definition of “intellectual disability” and Section 6(3) gives another definition. The Bill should contain a single definition of intellectual disability. 

The definition "support services" (Section 3, page 11) omits support with communication, socialising, behaviour, education/learning, treatment, recreation, respite and employment; that is, the services most critical to people with ASD. 

The definition of “disability service” (Section 3, page 5) as “the support of persons with a disability” is too limited. The definition omits an array of service that people with a disability and their carers need in relation to the disability. For example, disability services include, treatment, rehabilitation, special education, information, respite and many more.

4. Accountability, opportunity and outcomes

A4 members want disability services that are accountable for outcomes. Section 4(1)(f) of the draft Bill says “The objectives of this Act [Bill?] are to — … make disability service providers accountable to persons accessing those disability services”. Administrators and service providers should also be accountable to the community for maximizing outcomes and benefit to the community. Such accountability should be holistic: it should include things like the productivity and wellbeing of the family and associates of a person with a disability.

Section 5(3)(l) says “Disability services should— … be accountable for the quality of those services and for the extent to which the rights of persons with a disability are promoted and protected in the provision of those services.” Yet the draft Bill lacks the means to monitor and account for service quality. 

Other than in headings for Part 6, the draft Bill makes no other mention of accountability. 

The draft Bill defines “benefit to the person” to mean “maximising a person's quality of life and increasing their opportunity for social participation”. This, the main mention of opportunities, should include other relevant benefits such as maximising independent living skills, economic participation and achieving personal goals. 

Opportunities do not always lead to equitable outcomes. A prisoner has the opportunity for social participation: all he has to do is achieve a successful escape. A student in a school has the opportunity to be educated: but if the student cannot understand the teacher the opportunity is wasted and the intended outcome is not achieved. So it is for many students with ASD. The system gives them opportunity (at least what it perceives as opportunity) but children with ASD do not benefit from that opportunity. Giving students with ASD access to education settings is considered to provide the opportunity for learning, yet unless the students were properly prepared and ready for such a setting they do not benefit from the education service. 

The draft Bill mentions opportunities directly for people with an intellectual disability in Section 6. The draft Bill does not refer directly to opportunities for people with other disabilities, such as ASD. 

Indirect references to opportunities, via the phrase “benefit to the person”, are limited to the context of a Restrictive Intervention or Compulsory Treatment. 

The only mention of “outcomes” says the Annual Report should give the number and type of outcomes from complaints. 

Part 6 — Rights and Accountability requires that service providers provide information. It does not require they provide services.

Sections 90 and 91 on accountability for money are about “residents” and their money. These sections should be in Part 5 – Residential Services. 

There is an old saying: nothing is achieved unless you measure it. The draft Bill does not require that anything be measured. Section 93 mentions standards, measures, monitoring and compliance. The draft Bill is about monitoring compliance to performance measures without actually measuring performance. The draft Bill does not link performance measures with outcomes for people with a disability. 

The draft Bill should require that service outcomes for people with a disability are comprehensively measured and regularly reported to the community. This increases the chance that people with a disability will get the outcomes they need and the community will get maximum benefit from the services it funds for people with a disability.

5. Restrictive Intervention and Compulsory Treatment

Loss of liberty and choice for a person with a disability through Restrictive Intervention and/or Compulsory Treatment is a serious matter. The experience of A4 members is that years of fruitless attempts to access proven interventions and effective treatments — which exist but our government chooses not to provide — precede the crises that lead to Restrictive Intervention or Compulsory Treatment With ASD, the provision of effective early interventions avoids or minimises any need for restrictive and compulsory measures.

The lack of understanding and expertise in ASD among those responsible for administering intervention and treatment is a matter of serious concern to A4. Where interventions and treatments are restrictive and compulsory, as distinct from non-restrictive and voluntary, it is imperative that the professionals involved have expertise in ASD. A proportion of people not responding to treatments for mental illnesses such as Bipolar disorder and schizophrenia actually have ASD.

The Parts of the draft Bill on Restrictive Intervention and Compulsory Treatment appear each to be missing a whole section on Criteria for using Restrictive Intervention or Compulsory Treatment. The draft Bill must specify criteria for when Restrictive Intervention and Compulsory Treatment can be applied; it must not be just at the whim of a few bureaucrats.

According to Information Sheet 9, “The Disability Bill regulates two types of compulsory treatment for people with an intellectual disability”. But it does not describe treatments; rather it describes two circumstances where treatment is applied. The circumstances are a) following a criminal offence and b) a civil order. 

The grounds for compulsory treatment stated in the draft Bill are not related to “intellectual disability”. Nor is such “compulsory treatment”, treatment for the person’s “intellectual disability”. 

The Parts on Restrictive Intervention and Compulsory Treatment seem to be about things that are variously labelled “problem behaviour”, “challenging behaviours” or sometimes “complex needs” rather than “intellectual disability”. 

A4 is unable to see why one would invoke the provisions of Part 8, Division 5 Supervised Treatment Order. It would be far simpler to use the provisions of Part 7 Restrictive Interventions in all circumstances.

The draft Bill shows no appreciation that these situations typically arise with ample forewarning and a total absence of services that prevent or mitigate the development of such behaviour. So the draft Bill strengthens the responsibility of people with a disability for not developing behaviour problems but ignores any service provider responsibilities for preventing, minimising emerging behaviour problems and treating disabilities with associated high risk of behaviour problems.

6. Unmet need and service gaps

The draft Bill does not mention the reality that people with a disability often must cope with unmet needs, service gaps or deficits, and that these have severe and often lifelong impact on quality of life. For example, a child with ASD who is denied access to effective early intervention may never learn to speak, may never be capable of attending a mainstream school and may never successfully interact with his parents. 

Omitting issues of unmet need from the draft Bill will mean that government and service providers are not properly accountable to people with disability and the wider community. Accountability is an important aspect of democracy and is a principle mentioned in Section 5(3)(l) of the draft Bill. Failure to identify and document service gaps means the needs of people with a disability are not monitored effectively, service planning & provision is not properly prioritised and attempts at quality management & improvement are often futile. 

The service planning proposed in the draft Bill will be pointless unless unmet needs are recognised, documented and addressed.

7. Services for children

A4 believes that children with disability deserve particular care and attention to ensure that their human rights are respected. We believe that the draft Bill does not adequately protect the human rights of children with disability because:

· It does not recognise the particular needs of children with a disability (rather than adults) for services that prepare them for life. If children with a disability miss out on crucial services, while they are children they cannot meet the responsibilities this Bill imposes (and strengthens) on them when they become adults. 

· It does not mention support for their family and carers. The Bill fails to recognise the critical role that the state imposes on families and carers of the most disabled children in the era of deinstitutionalisation and “inclusion”. Too often it is the experience of A4 members that for families and carers the practical reality of deinstitutionalisation and inclusion is social isolation for the entire family under conditions of forced and under-paid carer labour.

8.  Families and carers

The draft Bill says “Disability services should … consider and respect the role of families and other people who are significant in the life of the person with a disability” [see Section 5(3)(g)] yet it fails to do so entirely in the processes it prescribes itself.

The draft Bill should provide services for families and carers who need help that relates both to the person receiving their care and the disability. 

People with ASD should enjoy “normal” family relationships with parents, siblings and family carers. Such relationships are important to the quality of life for all parties. Parents, siblings and others must not be forced to relinquish their family relationships in order to fulfil the role of a carer. 

9. Complaints processes lead nowhere

The Complaints process in the draft Disability Bill does not provide for people with a disability a process that leads to a satisfactory outcome from their complaints. While the draft Bill establishes a Disability Commissioner, and the Commissioner’s role includes hearing complaints, the draft Bill provides no powers to the Commissioner or anyone else that ensure service provision changes once a complaint is up-held. 

The draft Bill does not protect people, or require and empower the Disability Commissioner to protect people who complain about a disability service. There is no real outcome from the complaint process ... so complaints could be more effectively dealt with through Discrimination law, except discrimination law does not apply to (so-call) specialised disability services.

In relation to government disability services, the complaint process is unlikely to succeed. Governments do not admit faults in their services. They are extremely reluctant to be seen to let members of the public control or even influence them. They are very likely to defend their actions. And they have vastly more resources to defend their actions than the vulnerable and under-resourced complainant. Disability laws are vague and open to interpretation. Governments appoint and pay the so-called “independent arbiters”. The “independent arbiters” have no need to complicate their lives.

History shows governments will apply resources until they get an outcome that is politically acceptable. For example, with the Gallop Inquiry in the ACT the government protected its agencies and senior staff through appeals to higher jurisdictions until the conduct of staff in the disability sector disappeared beneath overwhelming legal point-scoring and procedural processes. The Auton case in British Columbia and later the Canadian High Court shows the extremes that governments like ours will go to in defending their position. In the matter of Jason Dawes in NSW, the government simply ignores the court’s findings. 

Currently, people can take complaints to their service provider if they think this will be effective. The Bill will not make service providers more reasonable about processing the complaints they receive. But it will force people into conflict with service providers whose views oppose their clients.

Currently, people cannot complain about discrimination in “specialist” disability services through a formal complaints process. They can complain to their politicians. Some politician may act quickly, fairly and offer a degree of confidentiality where a matter is not too serious.

For serious matters, the process in the draft Bill eliminates any such prospect. The “information” sheet says “people with a disability or their representatives have the right” “to have [a] complaint handled quickly, fairly and confidentially, without fear of losing the service or encountering any disadvantage.” But the legislation provides none of these rights or protections.

Section 104 does not allow for a complaint to the Commissioner on the grounds that a service provider does not provide a service.

The 12 months limitation in 109(1)(e) is too short.

In 109(2), it should not say “may refer”; in the circumstances the Commissioner should be required to refer the matter and ensure it is considered in the other jurisdiction.

10. Conclusions

People with a disability do not have, nor does the draft Bill provide them with the right to access or rights in accessing disability services. The draft Bill cannot meet its Objective in Section 4(1)(d).

The ongoing failure or refusal to recognise, measure and account for unmet need and gaps in disability services means attempts to maintain or improve service quality are futile and unaccountable. It follows that while unmet need and gaps in crucial services can exist the draft Bill cannot ensure service efficiency or effectiveness. The draft Bill cannot meet its Objectives in Section 4(1)(c), (e), (f) & (g). 

The draft Bill gives “whole of government” aspects to the VDAC. The VDAC advises the Minister, whose scope is limited and by convention does not comment or seek to act on aspects of government outside his/her portfolio. The draft Bill provides a mechanism for its Objective in Section 4(1)(b) that will not work. 

People with ASD have, by definition, difficulty with social skills. For people with ASD their “inclusion and participation in the community”:

· rarely results in respect, contrary to Section 5(2) (a)

· often leads to abuse and exploitation., contrary to Section 5(2)(b). 
· is usually premature and under-resourced [see Section 4(2)], which probably delays their physical, social, emotional and intellectual development … contrary to Section 5(2) (c) 
· can result in violent exercise of control over their lives [see Section 5(2)(d)] as their most effective means of participating actively in the decisions that affect their lives [see Section 5(2)(e)] and communicating [see Section 5(2)(f)]
· cannot replace the intensive specialised early intervention services most of them need at an early age to achieve a satisfactory quality of life [see Section 5(2) (g)].

Section 4(1), the main Objectives, cannot be realised through the draft Bill. 

We strongly oppose Section 4(2) as an Objective for people with ASD. 

Overall, the draft Bill is bad for people with ASD. The disadvantages shown above outweigh the actual benefits that would result from its commencement. 

Annex A: Autism Spectrum Disorder explained

Autism Spectrum Disorder (ASD) or Pervasive Developmental Disorder (PDD) is a family of disorders that “are characterized by severe and pervasive impairments in several areas of development”
. The main members of this family are Autistic Disorder, Asperger’s Syndrome and Pervasive Developmental Disorder not otherwise specified (PDD-NOS).

ASD is a neurological condition that affects a person’s communication, social skills, behaviour and other characteristics influenced by brain function. 

As yet, researchers have not found a cause or the physical characteristic of ASD. ASD affects around four times as many boys as girls. The effects of ASD last a lifetime.

Autistic Disorder (or autism) is seen as the central member of the family of disorders. A high proportion of people with autism appear to have intellectual and cognitive disability.

Caring for a child with autism is demanding for parents. Typically, a child with autism demands 24(7 attention. A child with autism has little or no: verbal or non-verbal communication; toileting/hygiene skills; empathy or awareness of others; sense of danger; imitation and learning behaviour; response to instructions; or idea of social acceptability. Everyday sights, smells, tastes and textures may cause great distress. Tantrums and anxiety are common. They run away. They don’t answer when called. Everything goes in the mouth or is ripped apart. Some of these children hardly sleep and require round-the-clock supervision from parents. 

People with Asperger’s syndrome/disorder have average or above IQs. Their difficulties are largely with social issues, obsessive or repetitive routines and rituals. They may have poor motor skills and are preferred targets for bullies. 

A PDD-NOS diagnosis may be given to someone who is severely affected but does not meet all the criteria for the conditions.

People with an ASD are more likely than others to experience difficulties with:

· Motor skills and sensory processing including unusual perceptions of vision, hearing, touch, taste, pain, balance, etc.

· Mental health including anxiety, depression, obsession, seizures, etc.

· Cognition, behavioural ‘tics’, hyperactivity, attention, etc.

· Meeting behavioural requirements of schools.

Autism is a growing challenge for governments. A Senate committee, in its report on Education of students with a disability (December 2002), said “Over the whole of Australia between 0.6 per cent and 1 per cent of children are affected by autism or a related disorder.” ABS data from the 2003 Survey of Disability, Ageing and Carers shows 1.2% of boys and 0.4% of girls, or on average 0.8% of children, aged 10 to 14 years now have autism or a related disorder. Until a decade ago, autism was considered a rare disorder. There were 13,200 Australians diagnosed with ASD in 1998 (11,500 age <15 yrs). In 2003, there were 30,400 Australians with ASD (20,200 age <15 yrs).

Researchers, clinicians and educators are developing treatments, therapy, education and training methods that significantly improve outcomes for many of those most affected by autism. The best results come from early intervention that is intensive and autism-specific. Many need ongoing therapy and support to maximise their level of functioning and participation in their community.

Outcomes for people with autism could improve significantly. For example, FaCS data shows 3 out of every 4 young people with autism or Asperger’s syndrome are granted a Disability Support Pension soon after they reach the eligible age (16 years). 

Parents are demoralised and insulted when professionals and members of the community see them as the source of their child’s ASD. The old theory, that poor parenting causes ASD, has been utterly debunked. Despite the demands of a child with ASD diverting their attention from siblings, parents are mostly successful in raising their children who do not have ASD using their parenting practices. Placing children with ASD in other families does not cure their ASD.







� American Psychiatric Association (2000), Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition, Text Revision, p69. (The Fourth Edition (1994) is known as the DSM-IV, this edition is known as the DSM-IV-TR)


� DSM-IV-TR, ibid. p73.


� The Victorian Department of Human Services Fact Sheets For Health Professionals (see �HYPERLINK "http://hnb.dhs.vic.gov.au/commcare/ccdnav.nsf/childdocs/-F6E555C5D757CA2BCA256E18006497D4-ED1E2431B9EB4892CA256E2000088BF8-8A1678ED974CDEBDCA256E200008C13F-41046BE3CC56B9544A256D3C0037BC4D-030F1C618CA68D4C4A256744000400A7"��their webpage�) misquotes outdated information saying …


“autism occurs in 2.5 in every 10,000 children” and “Autism spectrum disorders have more recently been suggested to be 10 in every 10,000.” 


� DSM-IV-TR, p73


� DSM-IV-TR, p69.





www.a4.org.au

Page 1 of 18
convenor@a4.org.au
www.a4.org.au[image: image2.wmf]

Page 2 of 18
convenor@a4.org.au

