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The National Disability Insurance Scheme Joint Taskforce

c/- The Department of Families and Housing, Community Services and Indigenous Affairs

PO Box 7576

CANBERRA BUSINESS CENTRE

ACT 2610
To the National Disability Insurance Scheme Joint Taskforce

RE: COAG RIS
The Youth Disability Advocacy Service (YDAS) is a Victoria-wide advocacy service of the Youth Affairs Council of Victoria. YDAS is funded by the Victorian government to provide individual and systemic advocacy for young people with disabilities between 12 and 25 years of age.
Our organisation only became aware of the RIS a few days before the closing date and because of this have been limited in our response. However, we hope that our input can help to provide the perspectives of young people with disability and what they want from the NDIS. Our direct feedback about the RIS can be found on page 5 of this document.
Introduction - what young people with disabilities want from the NDIS Bill 2012
YDAS has consulted extensively with young people with disabilities about what they want from the NDIS. The key outcomes of our consultations are that the NDIS should: 

1. Fund supports for people with disabilities throughout their lifespan. 
The benefits of a lifetime support scheme are significant. It would allow people to ‘age in place’ and maintain their existing support networks and lifestyle. Furthermore, it would facilitate continuity of support provision which is important for well-being and quality of life. It is likely that throughout life, the person with the disability will have developed strong informal support networks and effective means for meeting their support needs. This should not jeopardised by forcing the person into residential care.
2. Enable early intervention and supports to facilitate life transitions.
YDAS strongly supports the need for effective early intervention measures to be provided as part of the scheme, these should be flexible and individualised. The wishes and needs of families and children with disabilities should remain central to all early intervention processes. Timely and accessible information should be provided about the range of interventions and services that are available and how and why they may be beneficial. 
3. Fund supports and services that are individualised, flexible and adaptive to peoples changing needs, choices and circumstances
YDAS strongly believes that supports for people with disabilities should be individualised and flexible and enable them to work towards achieving their goals and living the life that they want. Victoria has been most progressive in moving towards an individualised model for the delivery of disability supports and we would like to recommend that supports under a new scheme are developed according to a similar model. 

Individualised support arrangements in Victoria mean that disability services funding is allocated to each person with a disability for support to meet their disability-related needs. Funds may be used to buy a range of supports that are chosen by the person. An individualised planning process is undertaken to help the person and their family to consider how they may want to spend funding and what supports they want to access. Unlike previously, where funding has been allocated to service providers, funding is attached to the individual, meaning that people with disabilities can ‘shop around’ for services that best meet their needs. We strongly urge the NDIS joint taskforce to examine the disability service reforms that have taken place in Victoria (specifically, the Individual Support Package Guidelines).

Enabling people with disabilities to choose the services and supports they access would create a new accountability to people with disabilities as service users and provide a significant incentive for service providers to offer better-quality services. Adoption of an individualised model also allows for services and supports to be offered in innovative ways and for young people to use their funding for things that are not ‘traditionally’ considered disability supports, but are the best services to meet their needs. Preventative healthcare services (such as massage) are just one example of a ‘non-traditional’ disability support services, now accessed by some people with disabilities in Victoria as part of their individualised support package (ISP). 
4. Enable timely and comprehensive responses so that people with disabilities are able to access all the supports they need, when they need them.
Under a new scheme, people with disabilities should have timely access to the supports they need. In particular, people should be entitled to a sufficient amount of paid attendant support and young people and family members should be able to access respite when needed. Delays in the provision of support can have much more costly outcomes in the longterm (see The Victorian Human Rights and Equal Opportunity Commission report “Desperate Measures” in May 2012). 
5. Include assessments as needed that are fair, transparent, respectful, efficient, reviewable and easy to undertake.
Assessment for support under the scheme should not be unnecessarily intrusive or repetitive. Where a condition is expected to remain stable, assessment should not need to be repeated unless the person with the disability or family acknowledges changes to their needs or circumstances. People should be able to request re-assessment if they have a change in their life circumstances or to gain the supports which will facilitate a life transition. 

Assessment should not be about having to ‘convince’ assessors of a persons need and portray the person with the disability or their family situation in as dire state as possible in order to ‘prove’ the need for support. Assessment should recognise people with disabilities and families as experts on their conditions, circumstances and the supports and services they need. It is important that people with disabilities and families have a good understanding of the assessment processes. This can be enabled through the provision of accessible information and clear communication about assessment processes and outcomes. 

Where an individual’s disability may undergo change – degeneration or improvement, reassessments and reviews should be available as needed. Where family or the person with the disability does not agree with an aspect of assessment, there needs to be an accessible, effective and transparent appeals process available.

6. Be free of  means or asset testing.
People who receive supports under the scheme should not have their entitlements effected by their income level or assets. Means testing would create both a barrier and disincentive to participation in the workforce. Many young people with disabilities, like other young people view employment as an important part of their lives and many aspire to achieve success in their chosen careers. Means testing of the support scheme will result in a perverse conundrum for people with disabilities who will fear losing their supports if they earn a decent income and become successful in their employment. Asset testing will also make it difficult for young people to save which is essential for future planning, especially with increasing costs of accessible housing.
The NDIS Bill must rule out the future use of means testing and/or co-payment mechanisms which is of concern in an environment of fiscal restraint. 
7. Offer funding arrangements that are flexible, individualised and controlled, to the extent that is desired, by the person with a disability including options for a financial intermediary, direct payments and direct employment. 
Funding administration options under the scheme should include the full spectrum of control to enable people with disabilities to access the level of assistance and/or independent management of funding that they desire. Where a young person or their family want to have more control over funding and supports, they should have access to information and support that would enable them to do this. Options should include a financial intermediary model, as well as direct payments, where people with disabilities can have maximum control over their own funding and service arrangements.

Accountability guidelines need to be clear and accessible and not onerous. Appropriate support with respect to accountability processes also need to be available. These things will be necessary to enable the successful operation of these varied funding arrangements. 
8. Fund supports in key areas of need including:

· Aids and Equipment

· Personal Care 

· Allied Health (when these are not sufficiently covered by the health sector)
· Adjunctive Therapies (that will improve well-being)
· Community Access

· Leisure and Recreation

· Home and Vehicle Modifications

· Assistance with Transport

· Employment Support

· Sexuality and Relationships

· Support for lifelong learning and

· Mental Health Services

9.  Address significant workforce issues, particularly those related to the provision of reliable and flexible attendant support.
Many young people prefer support workers who are of a similar age to themselves, (especially when support was being provided for social outings). It is not always easy to find younger support workers as many employees currently in the workforce are of an older age.
Support staff who assist young people with disabilities should be:

· Chosen by the young person with the disability.

· Subject to the young persons/family/carers feedback and comments about the ways they are providing support or how this may be changed or improved.

· Flexible in the ways they provide supports and able to provide assistance when and how it is required (although not to be detriment of their own health and safety).

· Dependable and skilled in providing supports, as directed by the young person.

· Able and willing to communicate with the young person (about their needs and wishes and more generally).

· Committed to enabling and supporting the young person with the disability.

YDAS would also like to highlight the following:

· Being able to decide who provides personal support should be seen as a fundamental right of a person with a disability who has direct support needs.

· Individualised funding with the option of direct employment arrangements are necessary for young people with disabilities to have maximum control over who provides their support.

· More needs to be done to attract younger workers to the field of disability support. 

· Support workers need to receive higher rates of pay however this should be accompanied by increases in support funding for people with disabilities so they are not effectively ‘penalised’ for this increase. 

· Formal qualifications should not be a requisite for people to work in the industry. Positive attitudes towards people with a disability should bare greatest weight in choosing candidates to work in the disability field. 

10. Include independent advocacy to protect and promote the rights and interests of people with disabilities who are recipients, or potential recipients of supports under the scheme.
YDAS strongly supports the funding of independent advocacy that can be accessed by all people with disabilities. This must be funded and operationalised independently from the NDIS itself, but needs to be easily accessible to those who are seeking, or may benefit from independent advice or assistance relating to any aspect of the new scheme. YDAS also calls for advocacy support that is specifically available to young people with disabilities and designed to protect and promote their rights and interests.

11. Include an independent complaints handling body that can respond to complaints about service providers.
This body would be responsible for making service providers accountable to the National Disability Standards. It would also support the resolution of disputes between service users and service providers. 

Comments on the NDIS COAG RIS December 2012
Having ratified the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) (including its optional protocol) in July 2008, the Australian Government now has a legal obligation to protect and ensure the rights and equal participation of people with disabilities in all aspects of Australian life. It is important that the NDIS is developed in a way that maximises the opportunities of people with disabilities including the attainment of the articles outlined in the UNCRPD. Article 19 (Living independently and being included in the community) is particularly relevant here and should be referred to in the RIS. 
We believe that the statement of the problem as outlined on page 35 of the RIS is not an accurate reflection of the current situation in Victoria, where a significant amount of progress has occurred to apply funding to the individual according to their assessed needs and goals. The RIS needs to acknowledge that in many parts of Australia, market based approaches to disability supports are already a reality and that there are safeguards already in place, such as requirements to adhere to disability service standards and various complaint mechanisms including Disability Services Commissioners, advocacy support and consumer protections. 
We have considered the four options provided in the RIS and strongly support option 4 with some additional safeguards and supports to be made available to protect people who maybe more vulnerable and who are seeking a higher level of protection. These supports and safeguards would not limit the choices of the individual but instead would support them to make more informed choices. 
We do not support options 1 as it restricts choice to a limited number of service providers who are unlikely to be able to meet the diverse needs of people with disabilities under the NDIS. Option 1 would be a step backwards for most jurisdictions in Australia and would be a major step backwards for people with disabilities in Victoria who have a much greater choice of services than what would be available under this option. Option 1 ignores the recommendation of the Productivity Commission to broaden the market for disability services to include the full range of existing and possible providers of support and providers available to the general community. Option 1 is also problematic because it does not recognise that people with disabilities are much better placed than Government to decide who delivers their supports. 
We do not support options 2 or 3 because they unfairly discriminate against people based on the nature of their disability. The stated requirement that people with disabilities who require "support more critical to well-being and daily living requirements (such as tube feeding, intubation, personal care)" will have their choices limited is not acceptable and is discriminatory. There are many people with these support needs who are capable of making choices and it is not appropriate for these to be limited by the NDIS. Furthermore, it is not acceptable to limit a person's choice because they have functional limitations flowing from cognitive impairment or their social circumstances. Instead of limiting their choices, they should be supported to make decisions that reflect their needs and goals, with the freedom to choose from all of the options available to everyone else.  
The key benefits of option 4 are that it provides people with disabilities with choice and freedom to make decisions about how they are supported and who provides their support.  

Under option 4, people with disabilities should be able to choose what is best for them, in some cases this may be a registered service provider that is required to adhere to the National Disability Standards and in other cases, it may be a mainstream service that will have no additional regulatory requirements than those relevant to Australian Consumer Law. Furthermore, the person with a disability may wish to choose an individual to provide a service and do this through direct employment, which is currently available in Victoria and it has been found to provide positive outcomes for people with disabilities who choose to take on this responsibility (see http://www.dhs.vic.gov.au/for-individuals/disability/individual-support-packages/managing-funding/direct-payments/direct-employment). 

People with disability participating in the NDIS should not have their choices limited but instead be provided with the appropriate information, support and advocacy to assist with making informed decisions, understand risks and to speak up or seek support when their rights and preferences are not being upheld. We know that some people with disability are more vulnerable and require additional supports and safeguards to minimise risks and avoid exploitation. Therefore, the level of safeguards and supports need to be relevant to the individual's circumstances, preferences and needs. We believe that peer support is especially important and should be available to participants in the NDIS. Access to advocacy is extremely important for people with disabilities and can reduce the risk of exploitation and abuse. Access to an independent complaints body is also an important means to uphold service standards and protect the rights of service users. 
YDAS agrees with the RIS on pages 36-7 that: 

"People with disability have an equal right to participate fully in society and to direct their own lives and, unless proved otherwise, have the capacity to act in their own best interests. Internationally and in Australia, research has shown that reforms to disability and human services which embed greater choice and control for service users have been found to result in better life outcomes for people with disability, as well as more efficient and effective service outcomes"
The NDIS is a unique opportunity to increase the participation of people with disabilities in community life and to recognise that people with disabilities are best placed to know what supports they need and how they should be realised. Of all of the options provided by the RIS, only option 4 can facilitate this.

YDAS would like to thank the NDIS joint taskforce for the opportunity to have input into the development of the NDIS. We strongly support the introduction of the NDIS as a human rights based, long-term disability support scheme, which will create equity, security and improved quality of life for people with disabilities. 

Yours Sincerely,

Dr. George Taleporos

Manager 

Youth Disability Advocacy Service
Acknowledgment: Thank you to all young people with disabilities who continue to inform our policy work.
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