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People with Disability Australia Incorporated (PWDA) is a leading disability rights, advocacy and representative organisation of and for all people with disability, which strives for the realisation of a socially just, accessible and inclusive community. PWDA is the only national organisation with a cross-disability focus, meaning we represent the interests of people with all kinds of disability. We are a non-profit, non-government organisation and NSW peak body.
PWDA’s primary membership is made up of people with disability and organisations primarily constituted by people with disability. PWDA also has a large associate membership of other individuals and organisations committed to the disability rights movement.  

The strength of our advocacy comes from lived experiences, consultations and a strong commitment to upholding the views of our membership. PWDA believes it is essential for people with disability to have a direct voice in public policy development, rather than this voice being filtered through other stakeholder groups.  

This submission is based on individual and group consultations with PWDA members, supporters, board, staff and the NSW disability sector. These consultations included a Facebook Forum held on 8 February 2013 which debated topics raised by the Reforming NSW Disability Support Issues and Discussion Papers.    

Introduction 

PWDA welcomes the opportunity to comment upon the proposed reform of the NSW Disability Services Act (DSA) 1997, and supports the consolidation of laws regarding support for people with disability in NSW into one piece of legislation.
 In doing so, we note that with the imminent introduction of the National Disability Insurance scheme (NDIS), the timing of this reform provides the opportunity to realise the person centred approaches that although are contained within the current Act, were not brought to fruition over the past 15 years. 

It is critical that a reformed DSA must at least work in harmony with the NDIS and provide the same level of human rights standards as the current DSA, and at best surpass the quality, accessibility and human rights standards outlined in the NDIS.  In this era of unprecedented political commitment to people with disability, this is an opportunity for the NSW Government to shape good practice and strong policy in this complex area of disability reform. 
As an initial step, it would be preferable that that DSA be renamed the Disability Support Act.
Supports not Services 
This is also an opportunity to reflect upon the entire gamut of supports that a person with disability in NSW may require to live a dignified life on an equal basis as others.  Funding for and provision of specialised disability supports is only one, albeit essential, piece of this puzzle.   There are many issues that affect a far broader constituency of people with disability who will not be eligible for NDIS supports, or who do not have support needs requiring a multitude of specialist services.  

Community awareness raising about the human rights of people with disability, increasing the accessibility of infrastructure and information, supporting and listening to the voice of people with disability in decision making processes and policy formulation, and increased political, economic, social and cultural inclusion and participation of people with disability should all be central goals of the DSA.  Lack of progress in these areas constitute barriers to the enjoyment of rights by people with disability, and can diminish the positive impact of some of the specialist disability supports that people with disability may receive.  

A reformed DSA should reflect a holistic approach to support for people with disability, concentrating on how person centred approaches can be realised for ALL and ANY person with disability, regardless of the type or level of their specialist support needs.  Person centred planning shouldn’t start after an assessment for specialist disability support.  It should be a principle applicable to any person with disability across the entire system, reflecting a whole of government approach to the rights of people with disability.  For example, self-directed funding alone would not help a woman with disability access domestic violence services, or assist a person with disability from a culturally and/or linguistically diverse (CALD) background to obtain public housing advice.  As such, NSW Ability Links Co-ordinators will be key in ensuring that the paradigm shift from the medical to social model of support delivery permeates throughout the system, and in reaching out to people on the margins who could benefit from engagement with the disability support system.
The role of advocacy 

Independent advocacy is a form of support for people with disability, necessary to ensure that they can enjoy their rights and discharge their responsibilities as provided by the DSA, and in order to access mainstream supports.  Funding for the provision of independent advocacy and information, as well as a person’s entitlement to receive it, must be provided for in the DSA. Related to this, a person should be permitted to have a support person of their choosing (such as an advocate or friend) accompany them to any disability support related appointment without that individual having to become a formally recognised person by the Department of Aging, Disability and Home Care (ADHC) or other government agency.  Funding for systemic advocacy and peak disability organisations must also be legislated for, to ensure that their role as providers of expert advice and information to people with disability, Government, human rights agencies and support providers is maintained, and their independent monitoring function strengthened.  

Human rights 
Any new legislation must be entirely consistent with the Convention on the Rights of Persons with Disabilities (CRPD), and make clear reference to the realisation of the human rights of people with disability.  Accordingly, the provision of reasonable and necessary supports must enable people with disability to exercise their political, social, economic and cultural rights.  They should also acknowledge attributes of a person with disability such as age (including the evolving capacity of children), cultural, religious, gender, and sexual orientation in the delivery of those supports, application of safeguards, and the provision of mainstream supports.

This submission continues by looking at four key human rights areas related to the provision of supports to people with disability and how a reformed DSA should give them effect. 

· The right to live in the community 

The right to live in the community
 is inextricably linked to the realization of other civil and political rights such as equal recognition before the law and freedom from exploitation, violence and abuse.  It is also a precursor to the fulfilment of other economic and social rights such as respect for home and family life, work and employment, and participation in recreation and sport.  

The right to live in the community is an inalienable right, and does not require a person with a disability to prove their eligibility, ability or entitlement.  It refers to people with disability being able to live and participate in their communities with the same choices, control, freedom and opportunities as other citizens.  The individualized, self-directed funding elements of the NDIS and the proposed new DSA are in line with this understanding.  However, either by design (policy interpretation of the current DSA), or a lack of choice (unavailability of appropriate supports), there are people with disability in NSW who are compelled to reside in institutions in violation of this fundamental right.  
The term institution does not refer solely to large residential social care homes or psychiatric units; but any place where persons who are labeled as disabled “are isolated, segregated and/or congregated in which people do not have, or are not allowed to exercise control over their lives and day to day decisions”. Institutionalized living often means that residents cannot decide when they wake up or go to sleep, what they eat or when, how they choose or furnish their room(s), who they live with and for how long, who they spend time with, when and where, where they work, and how they spend their free time.  

By their nature, institutional/congregate living arrangements reduce privacy, choice and autonomy, increase isolation and segregation and foster relationships of confinement and dependency. It is dehumanizing and discriminatory for individuals to be removed from the community, to be compelled to live under these circumstances and to be expected to call it ‘home’, simply because they have a disability. Redeveloping institutions so that they are smaller (e.g. cluster housing), in materially better condition (e.g. supported accommodation facilities) or located closer to large towns and cities does not go any way to remedying a violation of the right to live in the community. 

In order to remedy this situation, a reformed DSA must be explicit that funding for disability supports cannot be spent on initiatives that either automatically institutionalize persons with certain types or severity of disability; or provide for the option of congregate living when it is deemed ‘absolutely necessary’, ‘a measure of last resort’, ‘in the best interests of the person’, or because that person ‘wants to’ live there.  The DSA should legislate for the provision of supports a person needs so that they can live in the community.  It should not legislate for the opportunity to centralize supports outside of the community, and thus leave people with disability little option but to ‘choose’ congregate models of care.  

· Legal capacity and self-determination

The realisation of rights for people with disability is underpinned by the presumption of full legal capacity, and this must be reflected throughout any new legislation as a whole and without limitation.
  The social, economic, and cultural participation of people with disability cannot be realised if political rights (for example the right to make free choices, the right to privacy, the right to be treated fairly, and the right to be consulted about decisions affecting that person), are curtailed or denied. 

Exceptions to this right, albeit intended as safeguards, can frequently become standard or convenient practice: the right of a person with disability to make their own decisions may be narrowed, or the opportunities for them to exercise choice are reduced.   The NSW Government must take this reform opportunity to send out a strong message in the legislation to support, promote and encourage supported decision making models in order to prevent these erosions of rights.  

Self-determination also means that people with disability are entitled to choose which supports suit their needs the best, and that they themselves should control how those supports are delivered, when and by whom.  PWDA supports the NSW Government’s commitment to the provision of self-directed funding arrangements, and the agreement reached with the Commonwealth regarding the rollout of the NDIS.    

Notwithstanding the benefits to people with disability of greater choice and control in disability support, PWDA is anxious that the market may not provide for the needs of all people with disability, at least in the short term (e.g. in rural and remote areas or for very specialised, expensive but low demand supports such as the Criminal Justice Program and Behaviour Intervention Service).  If block funding arrangements are to continue in some areas, then any new legislation should provide for stringent limitations on the proliferation of this type of support as opposed to individualised packages. 

· Freedom from violence, abuse, neglect and exploitation 

Restrictive practices 
It is essential that the legislation provides for the regulation of restricted practices (seclusion, chemical, mechanical and physical restraint) in line with prevailing international human rights norms.  The provisions should include clear definitions of restraint, when each form can be used, by whom and for how long, processes for authorisation of restraint, training requirements for staff in safe restraint techniques, procedures for monitoring periods of restraint, providing reasons for the restraint, and public reporting of statistics about restraint.  

For some people with very challenging behaviours it may be appropriate for the method of restraint that may be used and in which circumstances to be agreed beforehand as part of their plan.  However, this should not detract from the seriousness of the decision to restrain a person. Restraint, especially if used frequently or for prolonged periods, can do considerable mental and physical damage to the restrained person.  Moreover, if practiced systematically, within a culture or impunity, or in an environment where a person has little influence over their daily life, such as an institution, it can amount to inhuman and degrading treatment. Restraint must only be used as a means of last resort when alternative less restrictive supports have truly been thoroughly tried and tested, be heavily regulated, and abuse of the regulations should attract serious penalties.  Independent monitoring of restrictive practices must also be provided for, the reports made publically available, and the recommendations enforceable.  

Restrictive practices carried out by non-approved persons such as carers, teachers, or boarding house operators for example, constitute assault (at the very least) and should be treated accordingly by the police.  Any new legislation should seek to minimise the risk of violence to people with disability, and provide victims with processes of redress for abuse and wrongdoing suffered. 

Registration of providers 
One way of reducing the risk of abuse, neglect and exploitation is to have a strict registration processes for support providers.  However, it is essential that the complexity and accessibility of any registration process strikes a balance between ensuring safeguards, quality assurance measures, and adequate business administration practices are in place, and encouraging the use and development of a diverse range of supports and providers which maximise choice and control for people with disability and do not unduly limit their right to take risks.

The move towards self-directed funding should mean a rise in the number of individuals who are paid to provide a support for one or two other people, small disability support organisations, NGOs, and co-operatives.  It is important that any registration criterion recognises the central role that entities such as these should play in the maximisation of variety, choice and control in the provision of supports.  The difficulty of becoming a registered provider should rest on the interplay between the type of support being offered, from and to whom, and in what situation.  For example, a person receiving personal care in their own home from a stranger may be at a heightened vulnerability compared to a person participating in an organised group recreational activity at a community centre.  

Human rights monitoring 
A second method of protecting people with disability from harm without encroaching on their rights is human rights monitoring, and the Official Community Visitors (OCV) Scheme should be strengthened in order to fulfil this role.  It should apply in any environment where the person receiving supports may be at a heightened vulnerability e.g. their own home or supported living arrangement as well as the accommodation options currently included.  The Scheme should remain independent of ADHC, and its recommendations should be enforceable with penalties for non-compliance similar to the practice within the Aged Care system.

The NSW Ombudsman should not be the first port of call for a complainant. A new DSA must incorporate a consumer complaints and resolution mechanism(s) to handle complaints about all support providers (government and non-government, accredited/registered or otherwise).  The mechanism must be equipped to deal with general disagreements and quality complaints as well as allegations of violence, abuse, neglect and exploitation; either separately or in harmonisation with the National Disability Abuse and Neglect Hotline.  This mechanism must be easy to access, quick, and lead to the resolution of complaints in a progressively formal manner.

In addition, the powers of the NSW Ombudsman need to be strengthened in order to provide a robust oversight mechanism of the specialised disability support system as a whole, along with the mandate to address systematic human rights issues with enforceable recommendations.

· Consultation and political participation of people with disability 

People with disability and their representative organisations must be actively involved and closely consulted in all aspects of policy, design, governance, operation, evaluation and improvement of specialised and mainstream supports for people with disability in NSW.
 The membership of the Disabilty Council of NSW must be strengthened and its processes improved in order to meet this objective. The legislation should provide that the Council initiate its own programme of work according to the preferences of people with disability, and that the NSW Government are obliged to take action upon their recommendations. 

People with disability are experts in their own lives.  Timely, meaningful, and effective consultation is the most valuable and expedient way for Government to ensure that the DSA is executing its objectives in a way which meets the real needs of people with disability, and does so within the finite resources available.  Any new legislation must include a section acknowledging this and detailing the methods through which policy consultations will be carried out.

The right to political participation for people with disability must also be promoted.  This includes respect and recognition of their role as expert consultants, as well as their role as potential advisors, volunteers and employees within the specialist and mainstream disability support system.  People with disability should be involved in all aspects of the DSA’s implementation, not regarded simply as participants or recipients of support.  This kind of involvement not only encourages and increases the opportunities for people with disability to be politically engaged, to speak out with confidence and to hold others accountable; it is also a platform for further social and cultural participation and raising community awareness of the issues that affect people with disability.  
Reporting 
Moreover, the DSA should contain a provision requiring the NSW Government to produce an Annual Report on the progress made in implementing the Act’s Objects and Principles.  This is necessary to ensure the accountability of Government for the range and quality of specialist and mainstream supports offered, the accessibility of the system as a whole including review and complaints procedures, and the provision of safeguards and monitoring mechanisms to deter abuse.  

This report should be written in consultation with, and reflect the views of, people with disability, representative organisations of people with disability, support providers, ADHC, OCVs, the Ombudsman and any consumer complaint mechanism.  

The report should also be required to address progress in implementation of the NSW National Disability Strategy Implementation Plan 2012-2014. Furthermore, it should be a requirement in the Act that NSW Council Disability Action Plans are formulated in line with the Objects and Provisions of the DSA, and reporting on the progress of their implementation should also refer to the Act.

Conclusion 

In summary, PWDA welcomes the opportunity to reinvigorate the DSA so as to create a single piece of legislation that deals with disability support in NSW.  Integral to this is the recognition that the DSA must pay equal attention to both specialist and mainstream supports for people with disability, and that people with disability must be at the forefront of policy formulation regarding the provision of those supports.  Reform which explicitly gives effect to the right of people with disability to live in the community without exception, presumes legal capacity and legislates for supported decision making, introduces robust human rights monitoring mechanisms, and legislates for regular consultation with people with disability would be the minimum expected by our Members and Supporters.

We thank you for the opportunity to make this submission.
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� The Disability Services Act (DSA) 1997, the Community Services (Complaints, Reviews and Monitoring) Act (CS CRAM) 1993, and the Community Welfare Act (CW) 1987.  


PWDA does not support the integration of the Carers (Recognition) Act (2010).


� Convention on the Rights of Persons with Disabilities (CRPD) Article 19.


� CRPD Article 12.


� CRPD Article 2, 4(3), Article 33(3) and Article 29(b).






Our vision is of a socially just, accessible and inclusive community, in which the human rights, 
citizenship, contribution and potential of people with disability are respected and celebrated.


