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Preamble


Blind Citizens Australia is the united voice of Australians who are blind or vision impaired. Our mission is to achieve equity and equality by our empowerment, by promoting positive community attitudes and by striving for high quality and accessible services which meet our needs.

Blind Citizens Australia is pleased to have the opportunity of contributing to the review of the Act underpinning the NDIS. The NDIS is one of the most important measures for people who are blind or vision impaired to be implemented in many years, and has the potential to greatly improve the capacity of people who are blind or vision impaired to contribute to their communities and to society as a whole.

Objects and Principles of the Act
BCA believes that the intent of the NDIS is consistent with the United Nations Convention on the Rights of Persons With Disability (UNCRPD), and Australia’s ratification of this convention. It is the application of the NDIS concept however, which will in time, determine how closely aligned the NDIS will eventually be with the objects and principles of its underpinning legislation.

Recommendation 1 A:

BCA recommends that a tool be developed which enables objective monitoring of the alignment of the NDIS to these objects and principles, and to ensure that it is consistent in practice with the principles outlined in the UNCRPD. For example, a key requirement outlined in the legislation should be that all participants receive any correspondence from the NDIA in their preferred accessible format. In order for participants who are blind or vision impaired to play an active role in the development of their plans and the resulting decisions about what supports they will receive, it is essential that participants have the information they need in a format which they can readily access when and wherever necessary to be included fully in these processes. Concrete practices such as this would automatically create measures by which alignment with the objectives and principles of the Act, and the principles of the UNCRPD, can be determined.
Recommendation 1 B: BCA endorses the principle that a person should be supported in full and equal measure, regardless of age, race, sex or other characteristic. BCA therefore recommends that the Act include a clause which clearly legislates this principle.

Becoming A Participant.

Early Intervention
BCA regards early intervention to enable a person to develop the necessary skills to cope with blindness or vision impairment as crucial to a person’s long term wellbeing, regardless of whether they are a child or an adult. This includes early intervention for people over the age of sixty-five, who unfortunately, are not eligible for support from the NDIS. (See recommendations below).

BCA agrees with concerns raised by others in the disability sector however, that there is an assumption by legislators that the provision of early intervention services will automatically result in there being no need for people with disabilities to receive support in the long term. While early intervention goes a long way towards enhancing a person’s ability to live independently and contribute greatly to society, the nature of impairment is that sometimes there are some tasks which a person will always require support to complete. Such support might be delivered in the form of technology or by people or and/or organisations. 
While a great deal can be achieved independently if the right strategies are developed through early intervention, part of the habilitation or rehabilitation process is instilling the confidence and the skills in a person to strategise regarding how the things they are unable to accomplish independently will be achieved. Independence of thought is equally as important as independence of action. BCA firmly believes that this independence of thought is best developed through peer support mechanisms.
Recommendation 2 A:

That there is an explicit guarantee within the legislation that a person will be able to continue to receive support for life after early intervention programs have been completed if a participant has ongoing requirements.
Recommendation 2 B:
That the legislation and/or the Rules recognise peer support as a critical part of early intervention and ongoing capacity building.
Recommendation 2 C:

That eligibility criteria allow for the ongoing development of skills facilitated by early intervention, as well as the acquisition of basic skills. That is, a person may be able to work on their own skill development in areas such as the learning of braille, orientation and mobility skills or functioning independently in the home, as a result of early intervention. This may in turn, increase their capacity for independent function and enhance their ability to contribute to society.

Age Cut-Off Criteria
BCA is deeply concerned about the lack of clarity provided to those people who will not qualify for the NDIS due to having already turned sixty-five prior to the roll-out of the scheme. The vast majority of people who are blind or vision impaired are over the age of sixty-five. Some have been blind or vision impaired since birth, while others acquired their vision loss later in life due to a variety of causes. 
BCA is also concerned about the level of support a person who loses their vision after the age of sixty-five, and who still wishes to lead a full and productive life in the community, will receive. For example, for people over sixty-five, it is still unclear which system will provide necessary supports such as orientation and mobility training, assistive technology and related training to use that technology, specialist occupational therapy or peer mentoring services to maintain independence in the home, and other services specific to people who live with vision loss.

People who are blind or vision impaired under the age of sixty-five will receive these supports, and have them considered as “reasonable and necessary”. At this time, there is no such guarantee for people over the age of sixty-five. This is particularly problematic for people who lose their vision after the cut-off age, and who will be in the greatest need of such specialist services and training. Generic agencies are not equipped to provide these specialist supports, and cannot be expected to develop this capacity either in the short term or on an ongoing basis.

Recommendation 3 A:

It is BCA’s strong preference that specialist blindness and low vision services for people over the age of sixty-five be provided by the NDIS. Support services for people over age sixty-five which are vital for the continuing participation of people who are blind or vision impaired of any age are clearly and exclusively disability related.
Recommendation 3 B:

If it is not possible for this to happen, any legislation underpinning the NDIS must ensure that the NDIS is actively obliged to monitor and improve access to specialist disability supports in the aged care system for those who are ineligible for the NDIS. BCA agrees with Vision 2020 Australia’s position that the rules, particularly in regard to section 21.2 (D) of the act, should provide guidance on this matter. The rules currently say nothing that would put this section of the legislation clearly into practice.
Reasonable and Necessary
This term is considered by many, including BCA, to be one which is fraught with danger due to the wide scope for interpretation. The outcome for a recipient of an NDIS package could well depend on the motivations of those attempting to make a decision about supports and how important a particular good or service may be to that person’s wellbeing. If the motivation is cost cutting for example, a planner may be biased towards a product that on the surface, looks like it might fulfil the requirements of a person accessing supports, but which in fact lacks certain functions or features which would greatly benefit that person. Despite advocacy efforts, it could well be that the natural power dynamic that exists between a government official and a participant could sway a decision over such a product or service against the wishes of a participant. 
Legislation must ensure that the term “reasonable and necessary” can not be applied in a prejudicial manner, and most definitely, must not be applied with economic considerations as the primary motivation for concluding upon decisions about goods or services which a participant package may utilise. Nor should a primary motivation be efficiency. What is “reasonable and necessary” should always be determined by the person accessing the NDIS package, with assistance from either mentors or professionals that occurs in such a manner as to inform, and not persuade, a service user when a decision is being made. If the principles of choice and control are to be upheld, “reasonable and necessary” should reflect those principles at every stage in a decision-making process.
Recommendation 4 A:

An hollistic professional assessment should be available both at the time of application for support, and during the planning process.

Recommendation 4 B:

Where there is a dispute between an NDIS participant and a planner regarding what is reasonable and necessary, an independent third party, (either a peer mentor or a professional), should be legally required to provide guidance on appropriate supports which will assist in achieving the goal of the NDIS participant, and which the participant concerned feels comfortable with.
Recommendation 4 C:

Any third party engaged to provide such an assessment must not be a distributor of adaptive technology products for sale. A person who has such a conflict of interest can not reasonably be expected to provide unbiased and independent advice.
Recommendation 4 D:

A list of precedent cases in which supports or equipment were decided upon should be kept and made available to both planners and participants in order that decisions can be made using evidence based methods wherever possible. The term “reasonable and necessary” should be applied with a minimal amount of subjectivity. Having an evidence base in the form of precedents which can be easily accessed and which are promoted to NDIS staff should assist in this process

Participant Plans
Feedback from people who are blind or vision impaired indicates that there are varied experiences concerning the process of having a plan created. More specifically, some people report that the length of time between being accepted according to the NDIS eligibility criteria and having a completed plan agreed upon is unreasonably long. On the other hand, others have reported that in areas where there are a high number of participants, targets are set which place planners under a great deal of pressure to have a certain number of plans created within a specific time frame. As a consequence, participants have said that while there was only a short time between being accepted into the NDIS and having a plan created, the plans were rushed and not considered as thoroughly as they might have been if the pressure to produce high volumes of plans did not exist.

These reports indicate that the legislation should provide firmer guidelines around the planning process, the amount of time between confirmation of eligibility and the creation of the plan. If plans are to be meaningfully and sincerely linked to the principles of choice and control, a plan should not be developed haphazardly or subject to measures of efficiency. Rather, outcomes should be measured in terms of quality rather than quantity, with a guarantee for participants that their plans will be commenced within a certain time frame following confirmation of eligibility.

Recommendation 5:

The legislation should specify a timeframe for completing the planning process after eligibility is confirmed. 
Reviewable  Decisions
BCA recognises the importance of the mechanism which enables decision review, and supports it wholeheartedly. However, we are concerned that participants may not have a clear understanding of the difference between the decision review and complaints processes. This could result in participants believing that if they lodge a complaint, the decision review process will automatically be triggered.
Recommendation 6:
BCA recommends that the NDIS Act clearly defines the processes of decision review and complaint as distinct entities, with clear explanations of each process and the resultant consequences of commencing each process.

Governance
The make-up of the board overseeing the implementation of the NDIS has received significant media coverage recently due to rumours that people with disabilities might play a less influential role in the shaping of the scheme. Given this coverage, it is timely to emphasise the importance of the role of people with disabilities on the NDIS board. It is the lived experience of people with disabilities themselves which should inform the operational and business related aspects of the implementation of the NDIS.
BCA recognises that it is important for the NDIS board to be comprised in part of people with strong business and governance related skills.
Recommendation 7 A:

BCA recommends that the majority of the board be comprised of people who have lived experience of disability. Sound knowledge of either business practices or service delivery combined with this lived experience would be ideal, but a lack of these skills should not preclude people with disabilities from being board members.
Recommendation 7 B:

Where a person with a disability does not yet have experience in service delivery or business areas, but demonstrates considerable potential, BCA recommends that people with disabilities should be offered an opportunity to undertake professional development in these areas in preparation for a role on the board in the longer term. This will allow people with disabilities the opportunity to gain valuable experience and to develop strong leadership skills, while positively influencing the shape of the NDIS in the future.

Definition of “Lived Experience”
The term “lived experience” has been subject to broad interpretation over the years, with some people using the term to promote their skills and attributes for particular roles when in fact the experiences they have are somewhat removed from a day-to-day perspective of actually living with a disability. The review of the NDIS act presents a good opportunity for the definition of “lived experience” to be more deeply considered and narrowed somewhat.

Recommendation 8 A:

BCA recommends that “lived experience” should refer to a person’s direct experience of living with a disability, or of living day-to-day with a person who has a disability at close quarters, such as being a carer or a sibling for example. A tighter definition of the term “lived experience” should ensure that the practical application of the NDIS will take into account the day-to-day issues encountered by people with disabilities. Implementation of the NDIS at an operational level should ensure that these day-to-day issues are well considered. The only way to ensure that these issues are highlighted is to mandate the crucial role of people with disabilities on the NDIS board.
Recommendation 8 B:

BCA recommends that one member of the board should be a person who is blind or vision impaired so as to ensure the presence of someone who has lived experience of blindness or vision impairment on the board.
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