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What is the Government’s view about people with disabilities?

In endorsing the Disability Services Framework 2004-2007 the then Minister for Disability, the Honourable Jay Weatherill, indicated that a joint task of the government and the South Australian community was to create a more inclusive community for people with disabilities. That document enunciated the vision that people with disabilities “would be valued members of the community who will have access to services that will assist them in their personal development, enable them to experience community life and ensure they maintain a reasonable standard of living…….... assist(ing) them in realising their dreams and aspirations while developing mutually beneficial relationships with others in the community.”

In a report “A Supported Accommodation Strategy”, submitted to the Minister in 2006, there is however a significantly different emphasis.  This document, far from supporting people with disabilities to be included within the fabric of the South Australian society, developed guidelines whereby those few people whose circumstances are critical enough, will be provided an accommodation service.  There was an emphasis on comparative need and the management of vacancies.  There was very little within the document that emphasised a person-centred approach or good lives for people with disabilities.  In effect, it envisaged people with disabilities continuing to live with ageing parents until circumstances deteriorate to such a stage that “something has to be done”.  Far from focusing on the citizenship of people with disabilities, the Strategy seemingly cast them in the role of “problem” to be solved.  This report was endorsed by the Minister. The question must be asked “What is the real view of the South Australian Government?” Are people with disabilities citizens or are they costly “problems” to be solved?

This issue must be addressed because currently, the “people with disabilities are problems” view permeates the fabric and culture of service provision with the emphasis on resolving the “problem” as cheaply as possible. 

Of course, what Professor Cramond and Dr Kent described in 1971was the policy outcome of the same attitudes. Then as now, it was a coalition of parents and activists who saw that situation for what it was and tried to make changes.

People with disabilities as problems

Where does this view have its origins? It probably goes back to a visit to the family doctor or advice from some professional. The first message that families will get will often be a negative one, emphasising deficits, difficulties and disaster. Indeed it still occurs that parents are advised to abandon the child and get on with life. First advice, like first impressions is difficult to replace. Indeed parents will soon discover that this view is reinforced in their ongoing dealings with the service system and professionals. When the system is under pressure and has to continually focus on those with greater needs (ie great problems) again the focus on negativity is strengthened.

Unmet Need

One of the key issues in the provision of disability services in South Australia is the level of unmet need. Whilst I am not in possession of all the information, suffice to say that there is a large number of people who are seeking services that are currently not available in South Australia. In particular residential services and respite are severely rationed and it is my understanding that there are over 100 people in South Australia who are on the category 1 waiting list for accommodation services. This means that these individuals are at immediate risk of harm to themselves or of harming others. Around South Australia, ad hoc and piecemeal solutions are adopted (often at great cost) to respond to the crises this approach regularly delivers.

The support of many people with disabilities falls largely on the shoulders of parents and other family members. In the past this has often occurred without any support from the service system and indeed an “all or nothing” approach has operated that is you either care for your son or daughter without support or they are totally supported within an accommodation service. Although a large range of services have been painted into the service spectrum in recent years there is no doubt that the responsibility for caring for people with intellectual disabilities falls disproportionately on families. 

This has two key effects. The first of these is the obvious effect on the individuals and families not getting the support they require. This has been documented and made the subject of media stories around Australia. There is no doubting the negative impact this produces on individuals who feel completely abandoned. The burden placed in particular on families is simply unfair

It is also highly informative to note that whereas current work practices and occupational health and safety acts rightly provide significant protection to workers, no such protection exists for parents who continue to care for an adult child with a disability.  There are no maximum hours of duty, annual leave, long service leave or sick leave. If, as I have seen, you are a slightly built woman in her mid-sixties who has injured her back lifting her son from his bed to his wheelchair and from his wheelchair to a shower chair there will be no workers’ compensation. No union would tolerate these working conditions.

In the past many parents have reacted to this terrible situation by threatening to drop their son or daughter “at the minister's office”.  It was my experience that for every hundred such threats only one would be carried out. Parents just keep going and do so without any of the protections and privileges that other workers rightly enjoy.

Although espoused government policy is about people with disabilities enjoying their citizenship, a young person with an intellectual disability  is unable to do what many other young people do- leave home at a time of their choosing. Rather it is now the case that moving from home will occur at the time of personal or family crisis.

It would seem that the Government fully understands this and that current (albeit unwritten) policy on funding disability services, in the face of the indisputable evidence before it, is based on the premise of “why bother to do anything -when the chips are down parents will continue to do it!”

The second impact is on staff who provide case management services (in its various modes) Their lack of capacity to produce positive responses for the people they support is demoralising and adds to the broken system rhetoric. Good people who know the needs of those they serve and who can develop  excellent solutions are reduced to impotence. The patchwork solutions they are forced to cobble together guarantee that they will have revisit the same issues over and over again in a “Groundhog Day” mode of intervention.

Personal sovereignty
The second issue that faces people with disabilities is the total domination of their lives by organizations in a way that just would not be tolerated by citizens generally. Again this has happened incrementally over the decades as organizations progressed from being small, organic and self-funded to large “businesses” that are funded by governments. 
So entrenched has been the view that this is the right way to go that it has only been this year that a second order change has been made- a pilot programme whereby government funding is being made directly to people with disabilities and /or their families to buy the services that make sense to them. Notwithstanding the limitations of the trial there is evidence that this is enabling people with disabilities to be really in control of their lives.
Most of us treasure our right to live our lives in the ways we want. It is one of the hallmarks of living in Australia. This has not been the case for people with disabilities. In enjoying our right to live our lives in the way of our choosing are two key issues. Firstly there must be a legal framework that underpins such a right and secondly we need the skills. 

The two are of course inter-related; it is though our acquisition of skills as we grow and develop that we are able to take more control of our lives. Indeed the importance we place on these two good things in our own lives is reflected in the principles of the United Nations Convention on the Rights of People with Disabilities. Oh! And not to mention the vision and mission statements of hundreds of disability organizations! 

Ironically and sadly duty of care is regularly referenced to prevent learning and its inherent risks. Learning is a risky business but that is no reason to deny people with intellectual disabilities opportunities to learn and develop. Furthermore, I am unaware of any case where an organization has been sued for failing to provide developmental opportunities.

It is my belief that within many organizations these two “good” things are missing. You are not in charge of your life and largely you will not have opportunities to gain new skills. If this is the case why is it so?

 Personally I don’t think it is through malice; I think we must put it down to organizational entropy! It is easier to feed everyone at the same time; it is easier to prepare meals than to assist individuals to prepare their own meals; it is easier if everyone goes on the same excursion. It doesn’t take much imagination to add to the list. Despite what is written in vision and mission statements, the dominant culture will prevail. The reality of our practices bears little relationship to what we espouse as our values. The dominant corporate culture instructs new employees “this is how we do things around here.”

Within an institutional setting, “how we do things” often includes getting client chores done as quickly as possible so that staff can then spend time socializing. If residents are ambulant, their activity for the day is often to “mill” until the next meal or intervention. This was dramatically demonstrated by Prof Jim Mansell and Prof David Felce in the UK, who discovered that in a four hour block for an individual resident in a large residential service, there were only twelve minutes of interaction with staff and only four minutes of that positive.

The “energy” created by the Mansell/Felce revelation saw the development of the active support model, based on person centred planning and a developmental approach to supporting residents. 

But the question must be asked “Why was this necessary?” If we read their mission statements one could assume that active support and its commitment to skills development was already the modus operandi of organizations. Well yes it was a part of the documented way of doing business, but the real way of doing business was about ensuring comfort levels for staff. You could imagine how well received a new staff member in this environment would be who, through his/her training or intuitively, wanted to do “developmental” things! In my recent role I have heard scores of stories from students of how they had tried without success, to enthuse colleagues to work developmentally.

It is unfortunate that the restructuring of disability services that occurred in 2006 did not ask second order questions or find ways to empower people with disabilities or even “promote” them above the status of service recipients. In the discussions that occurred before the restructuring, there were many different approaches suggested that would have addressed these  issues but in the end it was a old-fashioned restructuring which added not a nanogram of benefit to people with disabilities and their families.


The United Nations Convention on the Rights of people with Disabilities

The Convention asks signatory states to ensure the rights of citizens with disabilities. Its principles include
1. Respect for everyone’s inherent dignity, freedom to make choices and independence.
1. Non-discrimination (treating everyone fairly).
1. Full participation and inclusion in society (being included in your community).
1. Respect for differences and accepting people with disabilities as a part of human diversity.
1. Equal opportunity.
1. Accessibility (having access to transportation, places and information, and not being refused access because you have a disability).
1. Equality between men and women (having the same opportunities whether you are a girl or a boy)
1. Respect for the evolving capacity of children with disabilities and their right to preserve their identity (being respected for your abilities and proud of who you are).

Australia is a signatory of the Convention but there is little evidence that the Convention currently informs service provision. Many practices occur daily within service organisations that flout the Convention and its principles. To date Governments have made little attempt to ensure their implementation and have no reporting structures to ensure compliance. As far as I can ascertain only one organisation in South Australia, Minda, has publicly stated its commitment to work towards the Convention guiding its practices.

The current situation has its genesis in the views of Governments towards people with disabilities and relate to the question I posed earlier “Are people with disabilities valued citizens or problems to be solved?” In the absence of appropriate levels of funding from government many organisations provide a level of service which does not take into account the wishes and needs of the people that they serve. For example, it has often been the case that everyone eats at the same time, that everyone goes on the same excursions and that everyone fits in to the organisation’s ways of doing things given its capacity which in turn depends on its level of funding. Perhaps the most dramatic demonstration of this is the use of restrictive practices: these are nearly always more for the benefit of organisations than individuals.

Inherent in the Convention’s intent is the need to ensure that services are provided in a way that ensures that people's rights are being met. Again we come back to the two key components that significantly contribute to a person's ability to enjoy their rights as a human being. The first of these is the acquisition of skills so that people are able to make the lifestyle choices that are important to them. The second is an environment within which real choices are supported and encouraged.

 However, to make this a reality in South Australia and indeed around Australia there will need to be an additional level of funding to ensure that some of the programs that support skill development and choice can be implemented. Within a number of organisations there is a commitment to active support, that is support which is based on individuals gaining skills, and choice through using a person centred approach. That organisations around Australia have not adopted a rights-based approach is not because they are inherently bad or uncaring but largely because they have not been funded by successive governments to provide this level of support.

It would be very difficult for any government to commit to a level of funding that would give individuals total choice over where they might live. For example to support person with severe and multiple disabilities to live by themselves could cost of the order of $3-$400,000 per annum. There is an acceptance that some group living will always be a part of the service mix in the future. However it is important that the level of funding provided in the future recognises that Australia has adopted the Convention and that in so doing it will incur additional costs if this adoption is to be anything other than a political exercise. This is a key issue that must be addressed by the Productivity Commission in its current deliberations.

In South Australia it is important that for the government to make clear  statements about the outcomes they seek for people with disabilities. The United Nations Convention gives considerable direction and could be used as the starting point of developing outcomes that have a human rights focus. Boards of service provision agencies should be required to report on these as rigorously as they report on the financials.

Some governments already do parts of this and use their disability legislation as a key tool in that process. In Victoria for example, the use of restrictive practices is now subject to a rigorous reporting and educative regime.


The Victorian Experience

Victoria leads Australia in respect to disability legislation and the establishment of a state plan. The Victorian Act is rights-based; in 2009 I was involved in a review of its implementation. Suffice to say, it is making a big difference in the lives of people with disabilities. It is worth elaborating on the Victorian Act and State Plan.

The Disability Act 2006
The aim of introducing the Disability Act 2006 (in 1 July 2007), which replaced the Intellectually Disabled Person’s Services Act 1986 and Disability Services Act 1991, was to enact new legislation for people with a disability that reaffirmed and strengthened their rights and responsibilities.
Disability is defined in the Act as an impairment, not be related to ageing, that may be intellectual, sensory, physical, neurological or an acquired brain injury which results in substantially reduced capacity in at least one of the areas of self-care, self-management, mobility or communication and which necessitates ongoing or long-term episodic support. 
The objectives of the Act are to:
Advance the inclusion and participation in the community of people with a disability
Promote a strategic whole-of-government approach in supporting the needs and aspirations of people with a disability
Facilitate the planning, funding and provision of services, programs and initiatives for people with a disability
Promote and protect the rights of people accessing disability services
Support the provision of high-quality disability services
Make disability service providers accountable to people accessing those disability services
Ensure the efficient and effective use of public funds in providing disability services.
  In particular, the Act legislates in the following areas:
Disability Service Providers (DSPs) are required to provide information to service users in a format that is understood by the service user
DSPs have a responsibility to assist service users develop a plan. 
DSPs must provide residential statements to all service users, including information on charges, type of service to be provided, any conditions and a statement of rights
DSPs must adhere to procedures in respect to moving residents, entering their rooms and allowing them privacy
DSPs must not be financial administrators
DSPs must have procedures for dealing with complaints including ensuring that service users understand the external complaints mechanisms
DSPs must allow Community Visitors access to residential services. The role of Community Visitors has been enhanced.
1. Restrictive practices can only be used within a framework overseen by the Senior Practitioner.
1. There are numerous areas where service users can appeal to the Victorian Civil and Administrative Tribunal

Victorian State Disability Plan
The Disability Act supports the Victorian State Disability Plan 2002-2012.  Both documents are guided by the principles of human rights and social justice i.e. that people with a disability, as citizens of Victoria should enjoy the same rights, opportunities and responsibilities as all other citizens, fully and equally participating in community life.  The vision and goals stated in the Disability Plan are represented in Figure 1 below.
[bookmark: _Toc206436092][bookmark: _Toc222141716]Figure 1: Victorian State Disability Plan 2002-2012: Vision and Goals


The Government is actively involved in monitoring the implementation of the Act and the State Disability Plan and the relevant Department is also developing audit mechanisms whereby independent auditors can investigate and report on specific performance eg that all restrictive practices do occur within the legislated framework. 

A way ahead in South Australia

There are some key issues that need to be resolved if people with disabilities are to have a place as equal citizens in South Australia.
1. A clear statement on people with disabilities. Australia has signed up to the Convention and it behoves South Australia to make some key statements about their rights and citizenship.
1. The development of the big picture. This should translate the rights and citizenship statement into broad policy areas such as the commitment to personal sovereignty, to growth and development, to true participation and the right to access services from the same places as other citizens.
1. The development of a plan. This would spell out a way ahead with a timetable for action and the implementation of goals.
1. A new Act for people with disabilities. This would provide a legislative underpinning of the three preceeding issues. The Victorian Act gives a good starting point but there are opportunities to make South Australia’s legislation the pacesetter in Australia.
1. New reporting requirements. It is important that South Australia has a systematic framework for monitoring and reporting on performance. It is ironic that whereas there are stringent reporting and auditing processes in respect to the financial aspects of the disability sector, there are no arrangements to report and audit outcomes for services. Let me demonstrate this by posing the question “What reports does the minister regularly receive to measure whether people with disabilities are having opportunities to enjoy their citizenship?”
1. New arrangements for young children. See below
1. A commitment to self-advocacy. This is virtually non-existent in South Australia.
1. Leadership. All of this will require a new level of leadership not provided in the current disjointed system.
   

New Disability Act for South Australia
As indicated above, new disability legislation should be a key plank of disability reforms. In South Australian we have the opportunity to build on the Victorian legislation to develop an Act with the following characteristics:

Administration
1. Responsible Minister
1. Registered Disability Service providers
1. Eligibility for Disability Services
Promoting Inclusion
1. All Government funded services to make services inclusive
1. Mainstream service provision is to be first option
1. All Government funded services to have access and inclusion plans
1. Promoting a positive community Image
1. Services to be culturally  appropriate
Protecting Rights
1. Complaints
1. Use of restrictive practices
1. Senior Practitioner
1. Community Visitors
1. Residential Rights and Responsibilities
1. Appeals 
1. UN Convention
1. Confidentiality
1. Mandatory reporting of abuse
Promoting Personal Sovereignty
1. Personal planning
1. Self directed funding
1. Services to have a developmental focus
Service Development
1. Disability Advisory Council
1. State Disability Plan
1. Consultation on amendments to Act and Disability Plan


A new Approach to Early Childhood Services

The path that children with a disability are to take is often determined by what happens to them as very young children ie 0-5. Currently their services are provided in the disability sector and this can put them on a separate path to other children.

Article 7 of the Convention on the Rights of Persons with Disabilities spells out that “Governments agree to take every possible action so that children with disabilities can enjoy all the human rights and freedoms equally with other children. They also agree to make sure that children with disabilities can express their views freely on all things that affect them. What is best for each child should always be considered first.”

I believe the wellbeing, growth and development of very young children with a disability (or the risk of a disability) occurs best 
1. within a loving, supportive and empowered family and
1. where the child is able to experience all the developmental opportunities available to all children
1. and is given additional supports within those settings. 

There are some key issues that should guide all practice:

1. That all children are valued
1. That the attachment between the newborn child and parents and, in particular the mother, is a special and enduring relation that will be a blueprint for all other relationships and the building block for emotional wellbeing
1. That the primacy of the family is valued and supported
1. That families are supported in ways of their choosing
1. That children with disabilities should be included in the full range of activities and services available to all children. 
1. That their inclusion is enhanced by additional individualized and child-centred supports in those settings if needed.

There are some strategies that could greatly assist these principles being put into effect including:

1. The development of a family visiting programme where the key message would be that, irrespective of the level of disability, the child could lead a successful life ie a life where he/she can be happy and achieve to the best of his/her ability. The chance of that happening will be enhanced if parents can dream of possible futures and be supported in making those dreams come true and understand the additional support and training the child might need to maximize his/her potential. Such a programme would be developed and conducted by experienced parents of older children with disabilities and ideally would be the first information the family would have – a positive but pragmatic message delivered in the maternity hospital or as soon as the disability is recognized.
1. Effort be put in at a both the systemic and personal levels to maximize the attachment between the child and parents.
1. The organizations within jurisdictions which have a responsibility for early childhood services should have the carriage of providing all early intervention services. This is the case in Victoria.
1. Families should have access to funding that they themselves can manage to buy the supports and services that make sense to them.
1. Every venue of service delivery for young children, every group for young children and every programme for young children should be truly inclusive of all children including those with disabilities.
1. This initiatives should be supported by legislation
1.  Parents who are socially disadvantaged or who themselves have a disability may require additional support to undertake the parenting role 

Conclusions

What is missing most of all at the present is political leadership that enunciates a clear message about people with disabilities, their rights, inherent worth and citizenship and then develops a process for making that message a reality.


Vision:  By 2012, Victoria will be a stronger and more inclusive community – a place where diversity is embraced and celebrated, and where everyone has the same opportunities to participate in the life of the community, and the same responsibilities towards society as all citizens of Victoria.


Goal 1: Pursuing individual lifestyles
To enable people with a disability to pursue their own individual lifestyles, by encouraging others to respect, promote and safeguard their rights, and by strengthening the disability support system so that people’s individual needs can be met.


Goal 2: Building inclusive communities
To strengthen the Victorian community so that it is more welcoming and accessible, to ensure that people with a disability can fully and equally participate in the life of the Victorian community.


Goal 3: Leading the way
To lead the development of a more inclusive community for people with a disability by developing more inclusive and accessible public services, and by promoting non-discriminatory practices.














