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People with Disability Australia (PWDA)
Submission re the National Disabilty Insurance Scheme (NDIS) Rules Consultation Paper

1 March 2013

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.  

Introduction
People with Disability Australia (PWDA) is pleased to provide comments on the Rules Consultation Paper.  However, we, along with our Members, are disappointed that this Paper did not provide significantly more information and clarity on the proposed content of the Rules, making meaningful engagement on the content problematic and targeted feedback challenging to gather.   

In order to generate feedback from Members and supporters PWDA hosted an online forum on 26 February focussing on topics that Members deemed to be the most important for them.  There were over 300 comments generated and an edited version of the key responses forms the second half of this submission.  This information has been included in order to provide you with the direct voice of our constituents.  We strongly encourage you to read and reflect upon these comments as they clearly illustrate the high levels of concern about some issues, and the extent of forum participant’s current understanding of what the NDIS is, how it is intended to work, and how it may affect them.       

Many of the questions raised in the Paper have already been addressed in our submission on the NDIS legislation
 and will not be repeated in detail again here. Available at No.557, http://www.aph.gov.au/Parliamentary_Business/Committees/Senate_Committees?url=clac_ctte/ndis/submissions.htm
We look forward to the opportunity to provide comments and feedback on a Draft version of the NDIS Rules as soon as possible.  

The submission is presented as follows:

Part 1: PWDA comments and cross references to NDIS Bill submission 

Part 2: PWDA Members and supporters comments 

Including comments on the residency and age requirements, assessment, early intervention, children, participant’s plans, reasonable and necessary supports, accreditation of support providers, powers of the CEO, privacy, and nominees.

Part 1: PWDA comments and cross references to NDIS Bill submission 

The different functions of the NDIS 

· The Rules should specifically provide for funding of independent advocacy, advice and information services.   This funding should be adequate to enable these organisation’s to conduct outreach in order to identify and bring marginalised people into the disability support system, support people with disability to access mainstream supports and advocate for their improvement, and support people with disability in their engagement with the NDIS system; including making applications and complaints, identifying suitable plan managers and support providers, increasing skills for decision making, and networking with peers (PWDA submission p.4 & 8).
· The Rules in this section should make it clear that a disability support providing organisation cannot also provide plan management services to the same individual participant (PWDA submission p.13).
Becoming a participant

· Members comments in Part 2, p.5 & 6 re residency and age requirements. 
Continuity of support

· The Rules should specify that all people currently using disability supports, and specifically those accessing Home and Community Care (HACC) services should be eligible for the NDIS when it is launched, even if ordinarily they would not be eligible under Scheme as new participants. 

Disability requirements

· Members comments in Part 2, pp.6 – 8 re assessment.
· The primary factor indicating that a person meets the disability requirements is the (potential) participant’s testimony, evidenced by examples from their life.
· Existing assessments should be utilised where possible and if the participant chooses, in order to avoid additional cost and time delays (PWDA submission p.5).  However, some of these assessments may not have been performed in line with the social model of disability so would not provide appropriate information for NDIS purposes.  In some cases this may mean they have to be disregarded. 
Early intervention requirements

· See Members comments in Part 2, pp. 9 - 10.
· The Rules concerning early intervention should allow for a person to receive low level disability supports (such as those currently provided by HACC), in order to prevent a deterioration in their condition which would result in the need for more intensive disability supports.  For example, people who receive only a few hours of home care supports a week, but without which their lives may unravel and result in that person being unable to look after themselves, take medication, go to work, socialise, attend appointments etc..  
Participant’s plans

· There is no need for the Rules to outline (specific) supports that a (specific) person will not be funded to receive by the NDIS, e.g. illegal or harmful goods or activities which are not human rights compliant, as these by definition would not be reasonable.  Moreover, the Rules should not detail who the supports should be delivered by and how, as this hampers the flexibility of the arrangement and the choice and control of the participant (PWDA submission pp.11 & 12).

Management of plans

· Member’s comments in Part 2, pp.11 – 14 including comments on reasonable and necessary supports.
· Any questions relating to the ability of a person to manage their own plan, or whether this may constitute a risk to that person should be dealt with using existing State and Territory structures (PWDA submission pp. 4, 13 & 14).  The NDIS should not be creating an alternative system which overrides existing structures and safeguards, and replaces them with unregulated decision making powers of the CEO (PWDA submission p.5).
· The Rules should provide for the review of a plan if the participant identifies a need, such as a change in circumstances requiring alteration of their individual budget.  If the intended outcomes of a participants plan are being met, the way in which this is being achieved (e.g. through the substitution of one support for another as necessary) should not require a review of the plan (PWDA submission p.10 & 12).
· An automatic review may only be necessary if a person’s circumstances change so that their support needs are intended to be provided by another government sector, e.g. health or criminal justice.  In these instances the Rules should provide for an investigation into the extent to which this other sectors is in fact meeting the disability support needs of that person and reconsidering the plan in that light.   A budget does not need to be reviewed as long as spending is on reasonable and necessary support plan (PWDA submission p.10 and 12).
Information sharing

· Member’s comments in Part 2, pp. 16 – 18 re privacy.
· The Rules should provide that the express consent of a person must be obtained before their personal information is disclosed to third parties, including an explanation of what it will be used for, by whom and for how long they will retain it (PWDA submission p.12 & 13).
Registered providers of support

· Member’s comments in Part 2, pp. 14 – 16 re accreditation of support providers.
· The Rules in this section should make it clear that a disability support providing organisation cannot also provide plan management services to the same individual participant (PWDA submission p.13).
· The degree of complexity of registration criteria for support providers or plan managers should rest on the interplay between the type of support being offered, by and to whom (PWDA submission p.13).
· The Rules must provide for a comprehensive consumer complaints mechanism (PWDA submission p.5).
· The Rules should require the Agency to refer participants to independent sources of information about the opportunities available to them regarding registered and non-register support and plan management providers (PWDA submission p.8).
Children

· Member’s comments in Part 2 below, p.10.
· Re the power of the CEO to remove parental responsibility to act on behalf of a child, the NDIS should not be creating an alternative system which overrides existing structures and safeguards, and replaces them with unregulated decision making powers of the CEO.
· The Rules should reflect the evolving capacities of children to be involved in decision making that affects them as outlined in Article 3(4) and 7(3) of the CRPD.
Supporting decision making 
· Member’s comments in Part 2, p.18 re nominees, and powers of the CEO p.16.
· The Rules must operate on the presumption that legal capacity is presumed, in line with Article 12 on the CRPD (PWDA submission p.4).  Any questions relating to the capacity of a person should be dealt with using existing State and Territory structures, for instance Guardianship legislation and Tribunals (PWDA submission pp.13 & 14).  The NDIS should not be creating an alternative system which overrides existing structures and safeguards, and replaces them with unregulated decision making powers of the CEO (PWDA submission p.5).
· Supported decision making models include the provision of assistance in accompanying a person to a meeting, responding to letters, helping to explain complex information for example. A separate Rule should provide for a person with disability to have a support person of their choosing (e.g. friend or advocate) to provide this form of assistance without that individual having to become a formally recognised person by the Scheme.  This would go some way to reducing the harmful reach of the nominee provisions (PWDA submission p.4).
Compensation

· PWDA submission p.15 & 16.
Part 2: PWDA Members and supporters comments

Residency requirements

What boundary issues between launch and non-launch locations are likely to arise and how could these be resolved in developing the Rules?

· If someone moves into a launch site then they are eligible. If they move from a launch site after being involved initially the NDIS should move with them.

· People should be able to pick up the NDIS as soon as they move into an launch area because that is what the NDIS is about, portability.

· Is there any evidence that people are actually moving to launch sites in sufficient numbers to be a problem, or would be seriously considering doing so? If not, then I'd say zero time or just a few months should be fine. If it's actually an issue, worry about it then? 

· I'd agree, for most people the idea of moving has too many other implications. It can take some time to settle after a move, and find out what is what. I would think that commencing an NDIS plan amidst that is not the greatest plan for anyone. 

Top of FormAge requirements 
What do you think about the age requirements?
· If like me now, 66 and with a profound disability and at present not part of the NDIS, who is going to meet my needs and that of my carer?  Not Aged Care they are a joke, people of any age with profound disabilities need certainty, my condition is Stiff Person Syndrome/ Isaacs' Syndrome, the former affects 1 in 1,000,000 people.  Our care is high need, just exactly what my ACAT decided, why should I pay for medication and physiotherapy ongoing?

· I think stopping it at 65 is ridiculous.  Age should NOT be a factor! 

· As a person without a disability and moving towards old age, I would expect that the Aged Care Sector will be my port of call if I develop a disabling condition after I turn 65. However, for those of you who have a disability and are under 65 the NDIS should be yours for life.  

· I've seen the community based Aged Care system significantly fail for my 65+ disabled Assistive Technology customers, to the point where one individual opted out altogether! They would have got better service from the current disability system. That "service gap" will only widen with all the NDIS offers. It seems discriminatory to give different levels of service to people with disability based on age. 

· I'd prefer one overriding age-agnostic system in a perfect world but it's NOT a perfect world and we have to stop the NDIS *somewhere* or it'll never work. My current thinking is that the 65-year gap should have two possible exemptions: 1) People already covered by the NDIS at 65 can stay in, this is already written into the conditions.  2) People who acquire non-age-related disabilities after 65 should be able to somehow petition for special entry into the NDIS system if they can show that their needs are better met in this system. I wouldn't imagine this would apply to many people but if a fit active 66 year old becomes paraplegic through a car accident then surely the NDIS is more appropriate than the aged care system and we *should* be able to sanely make exceptions.

Assessment

How do you think we can make sure the Rules determine disability on the basis of a functionally assessment of what a person can or aspires to do, rather than on the basis of diagnosis? 

· IfTop of Form you use the idea of important TO (that is what the person aspires to do) and then use important FOR (what they need to overcome to get there) then the assessment really identifies the barriers for them and then the strategies to overcome them can be implemented.  
· I worry that assessments are still focused on inherent factors such as labels and deficits rather than looking at how to overcome external barriers to participation and inclusion.
· True, but those external barriers should become part of a whole of Government inclusion strategy e.g. transport, information, universal design etc…and paid for out of each Government Department and developer's levies (maybe even the carbon tax) but NOT from individual's NDIS packages.
· Exactly, everything's interrelated and it'll never work effectively unless there’s a whole of government approach.
· This does depend on the overall quality of government, and how they go about making the rules of the assessments applicable to everybody - the people with disabilities, their carers and their families.
· Aspirations are so important. Sometimes though, and I know this to be the case with me, I have had NO idea what I really wanted to do, very much directionless and unmotivated.  This is a function, unfortunately, of my condition and medicine I used to take. So in cases like me, coaching and confidence building could have been a bigger part of the picture.
· Very important points. There needs to be some recognition of the fact that many people have not been able to cope, much less flourish, not been able to be heard, much less control, not been able to hope, much less dream. 
· An assessment goal setting process should take place to empower people with increased mobility for independence. A similar facet should be included to initial assessments. Not just a needs basis but an ability and empowerment focus.
What should be considered in developing a Rule on the types of persons who should conduct assessments?

· Someone who follows the CRPD in every breath they take.
· What type of assessment? I do not support the power of the CEO in being able to forcibly request a participant to undergo a medical, psychiatric or psychology examination as this may not be relevant in determining eligibility, and may not inform what supports the person may specifically require. It is an out-dated approach to 'deficiency' models.  Yet I understand that some assessments are important and valuable, they just may not be the ones the CEO direct me to have, this is a very important issue.
· If paperwork demonstrating that a person has a disability is current, that should be enough evidence for eligibility.
· Well if as they claim, no person with a disability should be worse off, can we presume they won't be re-assessing eligibilities, only establishing criteria for new people with disability entering scheme.
· From what I understand, the NDIS agency (NDIA) will conduct assessments that determine your package allocation. You would hope these people have a diploma at least in case management and awareness of the scope of disability needs.
· Then the burden of proof should be on the person claiming the fact. If I claim to have an impairment in my ability to do thing x, then I need to provide evidence of this. Preferably with some limitations.  I.e. I can't just go to the pharmacist down the road and say "sign this", but I certainly should be able to fill in the form, and ask the person who knows my functionality in that area the best, to sign it, or discuss with me. Quite often the doctor does not actually register the issues, because they are looking at health not lifestyle, and therapists may not necessarily know the underlying diagnosis. Only the individual knows who is across what. 
· To assess someone as having an intellectual disability within the NSW school system, the assessor has to have post graduate qualifications in psychology and is usually a psychologist as most school counsellors are in this state. 
· And if the NDIA is asserting something, then they need to prove it! If they assert I do NOT have that impairment, then they need to evidence it, and explain where their assessment comes from. They should not be able to force me to go to their doctor, but they can reasonably ask my doctor how long I have had the condition, and what they have been doing about it in that time. In fact I would LIKE them to ask that for some doctors!!! 
· People with disability… we walk around with a file of pathology, radiology, therapists and doctor’s letters. I would be very frustrated if I were asked to get more. I know we need this stuff to give the full picture, and we have developed it over the years (I go in with a full list of things, and they address them in their letter afterwards - that way nothing gets missed). It would be a terrible betrayal to simply multiply the number of stupid pointless visits to a doctor to fill in another form to prove the same thing (yes, I am looking at you Centrelink!!). 
· I reckon that awareness and education or research on the severity of a physical or intellectual disability should be considered for the assessments of the NDIS. As we know, more and more medical research and development is being considered every day, and this could alter the outcome of whether or not a person with a disability requires NDIS assistance or not in the future.
· You know what I would LOVE LOVE LOVE? For the basic stuff that is repeated endlessly, an online system where the details can be entered and the doctor/whomever you nominate can review. Things like disabled parking permits, travel passes, Centrelink payments, etc… all that stuff relies on a lot of the same info. If I could sit down and key in the basic info needed for that into a secure database, and the professional could confirm it, or, if necessary, ask "really, you are experiencing that? Let’s talk about that before you submit the form, because I had not understood that before ...." Rather than them spending half the appointment that I am paying for typing with one finger what I just told them. 
· Maybe the primary criterion for whoever is assessing should be demonstrable disability competence closely followed by subject-relevant skills and expertise. I am always concerned if assessors with a medical qualification get to assess for my capacity to work. As my friend says, "What would my opthalmologist know about my ability to deliver a workshop?"
· That's a great point.  Most assessors I've come across look at you as an arm or an eye or a leg. They're not very good at looking beyond that to how their assessment can be used to address your participation in the community.
· Note - currently there is a requirement for NDIS planners to have allied health qualifications?
· I strongly don't see total qualifications necessary. Again levels of care in correlation to qualifications. I have gained more empathy and knowledge from others that have lived the system. I see entry level assessments as an opportunity for employment in the whole scheme. This can also be a way with on the job training to employ families that otherwise are unable to gain flexible work. 
· That's a terrible idea! Health qualifications do NOT provide skills in planning, organising, enabling or facilitating. Those that have those skills have them DESPITE their health professional training!  Underwhelmed on this one.  
· Ditto - how are we going to move from a medical model if the NDIA actively seek planners who have allied health qualifications? Yell now people!
· Well you do learn some things in a 4 year Uni degree; you just have to ensure they have empathy and disability awareness as strong attributes too.
· You do learn a lot at Uni, but is any of it relevant to conducting disability assessments?? 
· Yes, some is relevant; a lot of general health models and then disability specific units on supporting social inclusion, increasing functioning and supporting individual's to build on their existing capabilities, how to support individual decision making, that sort of thing.
· I think we are talking about two different things here. There are two different roles here. One is the authentication of claims. I claim I can't see. A medical professional needs to authenticate this, so I am not just making this up. The medical professional does not get to tell me how to plan my life as a result. That is a very very different role. Four years of allied health training teaches people how to identify a medical issue, and treat it. Not to make a plan, implement it etc. The WORST people at organising are health professionals in my experience. This is not an attack, but recognition of a different skill set. (Like I said, some health professionals can do it, but not because of their training!) The ability to plan, organise, facilitate is very very different to that of diagnose and treat. Where in their training do they have to demonstrate competence in project management, which is the closest thing to planning and managing that springs to mind? 
· Is this in the Rules? If it is, then we all need to object strongly if that is how we feel. The biggest lack, in terms of making things work, is in the critical skills of planning and coordination. If this is to be delegated to health professionals, the whole NDIS becomes potentially as unworkable as what we already have.
· An example: I’m trying to get a patient out of hospital, but I am refusing to do so until certain things are in place, because they absolutely will not happen after we leave. I write a list of things that need to happen, add a column for who is responsible, and stick it on the wall above the bed. The heading says "we want to be home, and you want us out. Tick off everything on this list and it will happen." The comments of "wow, what a great idea", "who did this, it is fantastic", tell me just how alien this was to health professionals.  The discharge data for six months showed one patient discharged outside of 9am - 11am, the discharge time for the facility. Why? Because when the last item was ticked off, we packed bags and left. Simple. But they were astonished. Seriously.  
Early Intervention 

How should the Rule support innovative approaches to early intervention and balance this with the need to get the best outcomes for people with disability and for the scheme to be accountable and sustainable?

· For those with reasonably common disabilities - autism, downs syndrome, etc.... there's plenty of evidence based on good science. For those with rare or undiagnosed diseases though, the evidence just isn't there about what's effective, that worries me for them! 
· For those with rare or undiagnosed conditions at a very early age the person's family need the support to work through the labyrinth and the child should be able to use their NDIS to support this.  Often the therapies are trial and error and the NDIS should be utilised to help get rid of the "errors" from the trials. 

· NDIS systems could also be usefully used to *collect* data about efficacy of different interventions to help guide future spending in early interventions. Having data about an entire cohort of people would be *very* valuable.
· Agree, and I don't think it's realistic for early intervention funds to be applied to things that may or may not be of any use. That doesn't mean it must be 100% proven, but if there is simply not enough information about what helps, what the future looks like etc, the uncertainty would leave a lot of questions to be asked. And that would then make the entire process more complex for everyone else. I would think this is one aspect that needs to be developed case by case, and published as it happens.  
· A database system of specific types of disabilities or medical conditions could be necessary for an early intervention of the NDIS.  Maybe a certain age criteria as well? 
· I don't agree for those with rare or undiagnosed conditions.  We don't want charlatans so having a data base is a great idea, however, we mustn’t eliminate that person if their condition is not on the data base because we don't know if it can become proven?? Also, research is not always available for those with rarer disabilities. 
· I am not saying the database is the answer, or that you can't use something not proven. I am simply saying the NDIA would need to look at it case by case. So, for condition 123, they would review proposed therapy ABC. When a decision is made that this can be applied, this is published on the website, so that other people are aware of this, and don't need to go through the same process all over again. 
· Data like that can be used to pre-approve therapies for specific conditions, like if you have autism they know there is evidence for ABA but if you have a rare condition they evaluate case by case.  
· Who decides what counts as evidence? If it's just about a medical focus, it could mean things get missed out.
· If we "quantify" in a scientific way we may miss those "qualitative" outcomes which are the "important" ones.
· Science can do qualitative research too! Measure how happy the people say the thing makes them if that's your desired goal. 
· My concern about evidence on specific disabilities relates to diversity within disability and the risk of pigeon holing someone because of a label or worse still matching people because they have the same label and this happens all the time in both disability-specific and mainstream services.
· Yes, this has been a problem. But it is also a problem when 100 people with very similar symptoms have to fight for the right to have access to the same treatment, none of them know each other, and they all have to fight on their own. Agreeing that, for example, certain pain issues benefit from a TENS machine allows people with similar conditions to make their case far more simply. If it is occurring on the basis of what is agreed to be of benefit, rather than what do you have to prove, evidence can be very useful. 
How can the support provided by families and other carers be made more sustainable by early intervention? There are some concerns that 0-6 year old children's needs have not been addressed fully. 

· Good point, early childhood intervention is essential. Any ideas on how it can be addressed in better way?

· More support for families, many dual working families go near bankrupt to accommodate the massive therapy focus. A tax cut could help in that, also fuel funds, more online professional support, less red tape with increased self-directed accredited providers. Red tape and waiting lists of an average six months meant we were unable to access support in allocated funding times. Also, the extension of packages to give late diagnosis children a chance of intervention. 

· This is where the Agency can really support by providing information, connections and mentoring. 

· Yes, early age should be mentioned in the early intervention criteria and Rules, and support for families also needs to be addressed so that their child is eligible.

Children 

How can we best reflect the fact that as children and young people with disability get older, like all children and young people, they may want to have more of a say in what they do, and the care and support they receive?

· More frequent reviews for certain people: young people, people with progressive conditions, highly dependent people, all to make sure that the plan is still appropriate and on track. It does not have to be a full blown review, but a checking in type process - flexible revision of their plan.
· Moving away from the medical model, what about control? Say I want to focus on schooling not therapy and I am at an age where that's a reasonable call for me to make. When does that cut in? What if I want support to have a social life and my parents want it directed elsewhere? Who has sway?  
· Very often the support given to children with some disabilities within a mainstream classroom is unwanted.  E.g. Year 7 kids often hate having an aide in the room with them as it makes them feel self-conscious. 
· Year 7? Try Year 10 with an aide following them around the yard - how to be a social pariah 101!
· Yup - from Year 7 onwards, they don't like it and I can't say I blame them!
· It should mirror other laws related to graduated decision making. When the individual is able to understand the consequences, is able to demonstrate that they will be responsible for the outcomes (i.e. you don't get to divert your transport assistance to party assistance and expect your parents to drive you - it has to be something that is workable for all). Hence the checking in, if a case manager or whomever is checking in for groups that are likely to be changing more rapidly (teenagers change daily), then they can work to find the most appropriate answers.
· Supported decision making, which is a big focus of national/international CRPD discussions from the earliest possible stage so that they can get to take on more of a decision making role, as happens for other kids.
· So, to give a clear example. Let’s say I have an 18 year old and they want to get a tattoo. They want me to take them. I refuse. They find their own way. So, let’s add a disability, they can't find their own way. Should they not still be allowed to rebel and do what they want? Let’s go further, they are 16. The tattoo is not legal, but plenty of 16 year olds have them. Can they get their support worker to help them get to a tattoo place? What if it is an abortion, not a tattoo? What if it is a prostitute, illegal drugs, etc..? The ways we discuss this should be exactly the same as kids without a disability - maturity, understanding, readiness, etc.  
· But for kids with disabilities it can be lining up those arguments and choices against many people - Dr's, physio's, parents and OT's and all of them at once – its’ a bigger wall don't you think? Imagine asserting your right to access a sex worker or experiment with your sexuality or even with legal drugs. Rite of passage stuff that other people do. Or what if your doctor wants to wrap you in cotton wool and you're parents do too? 
· Really interesting stuff people.  Think this would be as individual as the people and plans. A plan would need to be revised at key times in life taking into account variables and mental capabilities.
· It is absolutely a bigger wall, and that is exactly why we have to use the same concepts. If it is a concept people already understand they will apply it more readily. If it is a made to measure concept for kids with a disability, then people will continue to use their old notions of incapacity, protection, et
· It also raises questions about the role of the support worker. At what point is that the role of a servant, to do whatever you demand? At what point is it the role of a mate, to say, sure, some risks is ok, but this one is not? At what point is it the role of a parent, to say this is what is good for you? It changes over time, but is also different to any of these. How does a support worker decide what they will and won't do? How do they feel confident they won't be on the front page of the paper for taking a person with disability to a brothel?
Participant’s plans

What flexibility should a person have in making changes to their support arrangements without requiring a review of the plan?

· Top of Form

· Total flexibility!

· They should be able to change their support arrangements without review as long as it fits into their individual budget. 

· The degree of flexibility should be related to the degree of variability of the person's package. To play devil’s advocate: a person with severe intellectual disability is enrolled and signed up for a plan involving care hours, therapy, and other engagement type things. The family are the nominee. Two weeks in, they change this to something that suits them and not the individual. Where a condition is highly variable, more flexibility is necessary - and the limits of this should be described as well as can be from the outset. Where the condition is less variable, the reverse applies. Remember also, that the more variability, the more documentation and paperwork for audits etc…  

· Everybody deserves the right to change their plan based on their needs at any given time as they see fit.

· Currently in Victoria your plan is divided into goals and then each goal has strategies you'll use to achieve it. E.g. goal is to get to work; strategy is that they will fund taxi vouchers. You can change strategies within the same goal without review, e.g. buy train tickets instead, but not change goals without review.

· If someone needs to change their plan a lot, they are doing it wrong! We use individual planning now, and I completely prefer not to have to change the plan, but to substitute within the plan. However, I do understand that for accountability purposes, they need to change the plan if the shift is too significant. But changing a plan takes so much documentation and approval etc… that I would be asking why the original plan was so specific that it kept needing to be changed. 

· I would say that flexibility is a very important part of the support plan. A person should have the right to making changes to their support without any stress or pressure of review if it’s necessary.

· Under current Victorian ISP systems one of the things that makes me very much NOT want to change my plan is that if I do my entire funding will be re-evaluated. Because they don't always just accept everybody's goals, but may choose to fund some goals but not others, there is a strong incentive not to review your plan before the maximum time is up!! If it were possible to review the plan without jeopardising the total funding allocation it would be much less incentivised against plan changing.  

· That's terrible - there MUST be more flexibility in the NDIS so you can change aspects of your plan without risking all your funding.

· I'm getting a whiff of bureaucracy here, loads of paperwork reflecting what NDIS is doing rather than flexibility and a sense of participation, pleasure and control for the person with the disability. CRS are past masters of this approach. Who is going to ask the participant how it is for them during the process, and where will "independents" be found to ask the hard questions?

How should the Rules ensure that participant’s plans are truly individual to the participant and not carbon copies of activities offered by a service provider?  Or that participants aren't subject to undue influence or pressure from service providers or carers?

· Top of Form

· Don't let service providers create plans! Involvement of external advocates? Ongoing training and support?

· Individual advocates sit in on a meeting with NDIA case managers as yearly reviews of funding allocation are made?

· The plans are done with the Agency not service providers and Agency staff should be dismissed if they don't reflect the CRPD in everything they say or do.  Also, if the person goes to a service provider and their wishes aren't followed the person should walk away.

· Random checks without warning.  Once your child goes to a service provider individual plan or not, it is too easy to fall into a pattern that works for the provider rather than the participant.

· Consumer groups need to be involved in the process to ensure that participants can have access to information and resources regarding specific individualised needs, and therefore promote choice.

· Advocacy. Available and known to be available! This very much has to do with the level of funding that the Australian Government might contribute to the NDIS in the future. 

· I think there’s a strong role Disabled Persons Organisations could play here. I worry that some people may not be aware if they are or have been subject to undue influence and pressure.

· I think there should be safeguards in place to stop people from being pressurised into going into large residential centres because their money will go further.

· Everything tested against principles of UN CRPD.

· Mandatory qualifications? Provide an easy pathway for training of informal carers; and provide incentives for them to get a qualification.

· An Office of the Public Advocate type role, with their details provided on every single piece of information out there. 

· Helpline for people to discuss options and rights.  Also to report any misconduct.

· I think that there needs to be an independent advocate.  However, it would need to go further than a mediation type of role as often that experience leaves people frustrated and unsatisfied with the outcome.

· I think the inclusion of mediation and other forms of alternative dispute mechanisms are really important for the NDIS, especially as they can provide people with some kind of support throughout the process, help people to avoid more formal and intimidating legal processes like courts and even tribunals. It also has the distinct advantage of addressing local level issues in the first instance or very early in the process.

Reasonable and necessary supports

For many people with disability, it's important that the NDIS addresses experimental and non-traditional forms of treatment. Do you think this should be addressed in the Rules? What methods or criteria should be used to determine those supports that would not be provided or funded by the NDIS?Top of Form
· 55 I think choice in treatment is critical but you don't want it to be completely unregulated. For example I use Conductive Education and I wouldn't like that to not be included in the NDIS. 

· I think that treatment should be mentioned in the Rules if necessary, and I think that community organisations need to made aware of what treatments need to be given in terms of a person with a disability and the organisations that may be involve in the NDIS.

· I think that the rules need to be flexible enough to allow new treatments.

· Evidence supported treatments certainly should be included, but what about things that are proven not to work? Or things where there is no evidence? I wouldn't like to see money wasted to pander to desires for stuff that's useless! 

· Yes I believe people with disability should have the opportunity to purchase physical therapies with their support package if that's what they require.

· No idea what they are, but I agree that if something has not one shred of evidence, there should be very extreme limitations on funding it. If the evidence is common sense, i.e. heat works on muscle spasticity and this product is new and creates heat more evenly and reliably than what is currently in use, then I have no issue. But what about when someone realises "Oh, there are all these people with NDIS funding who are desperate for their condition to be better managed, so I will invent a Siberian unicorn rock oil, and sell it to them and get rich!" I think it needs to use the same reasoning we would use if it was our own money.  Something unknown can be tried a little, with a little money, for a little risk, but don't bet the house on it.

· Where are the boundaries of non-traditional? What about non-traditional non-western for instance rongoa or moxibustion? Rongoa is a traditional Maori treatment, used by any number of disability providers here to varying extents, but consistent with the focus on a holistic approach.

· Medicare is Medicare and NDIS is NDIS. They won't be mixing them. If a therapy is needed, then it should be contemplated as part of the NDIS plan. What I would NOT want to see is the ridiculous apportionment you can be made to go through when crossover occurs. Like coming out of hospital and moving from health to disability, who covers things in hospital, for 30 days after hospital, after that again, and long term? We need to make it clear that if the Commonwealth is paying one way or another, it should go through one channel only. Not "get your first 3 sessions from Medicare and then the rest through NDIS". If they need to, for accounting, get a voucher that they then send back to Medicare to account for those three sessions, then they should do that, but sending the individual through all these arrangements is ridiculous, and it never really works.

· What about something like facilitated communication, where it is disputed by some people, but over time becomes more accepted and proven as a way of people exercising control in their lives? Facilitated communication is extremely important to many people with disability and just because it is criticized by some, it shouldn’t mean that people can’t use it as a support in their NDIS plan.

· If it’s used already, somebody will have measured outcomes most likely.

· I would have no issue with someone applying for funding for therapy x which is mainstream, and then saying "I want to use 50% of my funding for therapy x, and try rongoa instead. If it is just as successful, then I will use the rest. If it is not, then I won't." I would have issues with an approach of "oh that looks great, I want the NDIS to pay for that." After all, I'd love a massage once a week, and am sure it would do me a lot of good, but am not sure that it is the role of government to provide me with everything I want, even if it is disability related.

· To one extreme, snake oil, and that's a no. To the other extreme, very traditional treatment. In the middle, the ones where a balanced approach is necessary. No, it is not clear which is which, and it shifts over time, but we make these decisions in all sorts of other spheres as well, and they can guide us. How much massage or Chinese herbalist time do I get on my extras cover? Some, but not all. Not none either.

· Actually an interesting example - the government does pay for weekly physio for some who need it for disability maintenance of functioning ability. I know because they pay for mine through my ISP If I get it I need less PCA hours so it’s cost effective. 

· Exactly, and if you tried it, and it did not help, you would want to be able to continue to use PCA hours instead. So there is some measure of inherent evidentiability in the system itself. 

Accreditation of support providers

What guidance should the Rules provide the Agency about funding of persons or organisations so that those organisations may assist people with disability? 

· I Top of Formthink the principle should be as few Rules as possible to open up services and have competition, provided those services are safe and support rights based outcomes under the CRPD.
· This is going to be a contentious issue. Not all organisations a person with disability purchases from their Individual Support Package may be disability specific. Perhaps the NDIA could provide lists of accredited service providers that are of a known quality standard; at least people entering the Scheme would have some direction to start with.  
· Quality could be assessed by peer knowledge, demonstration of industry accreditation, demonstration of how standards are met, communication of values and mission statement and demonstration of how organisation works to these.  
· I worry that having to access only accredited services will limit a person’s ability to access mainstream services particularly in small rural communities.
· 3-6-12month monitoring by the NDIA - so NDIA recontacts the person who they referred to and asks about the quality of the service to build up knowledge of services out there.
· I don't think you would 'have to' have all service providers accredited, but if you were new to the service landscape, it gives you some direction to known safe and quality services.
· If service providers aren't accredited, how do you ensure human rights and CRPD criteria are met? Maybe personal care providers should specifically have some level of accreditation to ensure standards are met, and say community inclusion/cleaning/house maintenance/mainstream services don't have to meet accreditation standards.
· We need to be very conscious that success of the NDIS in achieving its ultimate goal – to have far more people with disability participating in society – will require more than anything else a fundamental shift in culture about the capacity of people with disability. If we build an NDIS around current perceptions of people with disability, we will build a system that is only marginally better than the system we currently have, and improvements in participation will be minimal. The NDIS, and all those involved with it, must take an aspirational view of the capacity of people with disability. That aspirational view needs to pervade every aspect of the NDIS, including its design and development. The draft legislation, for example, talks about "reasonable support". But who decides what is "reasonable"? It might be a "reasonable" decision for a person who needs a power wheelchair to get a base model chair if the individual(s) making the decision is/are expecting a person to spend most of their time at home, but that will be an "unreasonable" decision if the person needs the (inevitably more expensive) model that has extra features to provide better manoeuvrability in our (often inaccessible) environment. The NDIS Rules will no doubt deal with this, so it will be critically important that we define the overall culture of the NDIS and what, in terms of support, it will be reasonable to expect it to provide. 
· Regulation is a must, something like the new Aged Care regulations where nursing homes are shut down for not meeting standards. After all, most people the NDIS will fund are just as vulnerable as nursing home residents.
· A national register of providers from accredited service providers to personal carers and others, listing credentials and recommendations. 
· I think a lot of the discussion about rules, systems, regulation, protection, is based on an assumption that people with disability can't make decisions about the types and quality of services they use on their own and that, therefore, we need to build a system and structure that protects us and takes care of our needs for us. Of course there are some people whose disability means they need support in making these decisions, and given that many people with disability have never had the opportunity to develop the skills that we all need to make these types of decisions there are others who have the capacity to make their own decisions but haven't gained the skills to do so, but I don't think this should leaders to the conclusion that we need a "system" to do that for us. I much prefer to think about what the NDIS (and society as a whole) can do to help people with disability and those closest to them to gain the skills and capacity to, for example, choose a provider that provides quality support, than to build an unnecessarily complex (and costly) system of accreditation.  
· Shouldn’t the accreditation be a part of the quality of the support? It isn't unnecessary admin; it shows commitment by the service provider to the industry, that they uphold a duty of care and high standards. Would you use a non-accredited dentist? No, you want a safe, high quality service. You still as a person with impairment have a choice to use any dentist.
· I think this should be as little "recommendation" and as much "provision of information" as possible. The only exception being if they are using disability run groups to provide the recommendation – i.e. for specific diagnosis, condition, location, age, culture etc. People need to be able to make their own decisions without having them made for them.
· I agree that accreditation is an important part of many effective quality management processes (as are standards and, for that matter, legislation like OH&S), as your example about dentistry points out. Like many of these things, the "devil is in the detail". In the case of the products and services that will be available under the NDIS, I think a couple of things will be important as we think about accreditation. First and foremost, who decides what criteria should be used to accredit a provider and for what purpose? My answer is – people with disability decide what criteria should be used to determine what a "quality" disability product or service is, and those criteria should then be used by the NDIS to develop an accreditation process that has a primary purpose of making it easier for the "customer" (i.e. the person with disability in this case) to make a decision about the choice of provider. There is a danger here, though, that the accreditation process ends up being just another set of hoops that people with disability need to climb through with little or any direct benefit to them. We also need to keep in mind that there is potentially a significant cost in developing and running an accreditation process of any sort, particularly if the "stamp of approval" that a provider ends up getting is to be a true indicator of quality. History is littered with accreditation processes that aren't worth the paper they're written on.
· I'm of the broad, general opinion that markets have a way of sorting things out without a lot of rules and regulation. By placing power to choose in the hands of disabled people, you free up an already rule bound market. This does not mean, however, that a person with a significant intellectual or communication disability will be cast out into the cold. I can recall a friend who having placed himself in the care of the state guardian after an acquired brain injury, had an awful lot of trouble getting more toilet paper rolls per month... which meant that paperwork had to be filed in triplicate. This is what happens, an illustration of when everything is rule bound.
· How can quality support be ensured if someone gets a friend to just get an ABN and then just utilises them to provide personal care? How can disability awareness, human rights, standards ensured then? The individual purchasing services is exercising choice, but at what cost to standards of the disability industry?
· What if I don't *want*quality assurance? I provide my own disability awareness, carer training, and standards and I protect my own human rights just fine. Why should I have to pay for assurances and limitations that I actively dislike? 
· And what if the "standards" set are different to what I need?
· True, I understand what you are saying and that you'd be happy self-training a carer up to meet your needs. I guess if as an individual you have the capacity to do that and ensure standards and human rights are upheld that is great. I’m just concerned about exploitation of individuals with less awareness being placed in a vulnerable situation. They themselves might not be able to articulate their rights or ensure there needs continue to be met satisfactorily; in a less formal arrangement, there is more negotiation needed in how support is provided; I guess you need to ensure the individual maintains the capacity to be able to direct their support needs with someone that is more friend than carer (not that that is a bad thing, I’m just highlighting that's it's a different dynamic to formal support).
Powers of the CEO

Does the CEO have too much power? How should the Rules deal with this?

· Yes, an all-powerful disability ombudsman, with legislative teeth, is needed to keep the CEO in check.
· It always concerns me that the incumbent CEO can make or break a position.  How can this be monitored, and is there a way of ensuring that the person doesn't remain if they do not reflect the CRPD in everything they do or say?
· I want to see an appeal mechanism independent of the NDIS, especially if the issue is appealing against being denied entry to NDIS programs but also more generally. Independent oversight is important in cases of disagreement.  
· There needs to be an independent review process. Unlike State legislation, there is always a High Court review option under Commonwealth legislation, but who can afford to be petitioning the High Court every second day? A tribunal type arrangement for review and an ombudsman type arrangement for complaints would certainly be good places to start.
Privacy 

Under what circumstances would you consider it reasonable for the CEO of the Agency to disclose information to a Commonwealth or State or Territory authority? What safeguards do you think should be put in place to protect an individual’s privacy?

· Only where there was a presumption of abuse, risk to the individual or high risk to any support worker attending the workplace; also serious OH&S breaches which endanger life.

· This has to be used cautiously. Safety breaches, safety risks to support workers, safety risks to the person with a disability. Reasonably so, there is probably a need to inform a state authority like the police if a person's life is in danger. Though where do we draw the line with breaches of the law, especially if it’s social security law? Or even if the agency finds out there's a few "pot" plants in the backyard?

· This has to be used super cautiously, especially where children are involved. I think a very thorough investigation would have to be done and the parameters of that investigation have to be known as a part of the Rules. A lot of children with disabilities have had parents accused of abuse when this is not the case; it's the disability or health issues that are causing issues or symptoms. If the CEO is not a person familiar with disabilities or health issues how are they to know?  

· Ok, to play devil’s advocate, let's talk an example from my life. Someone I know was a child who needed to be catheterised at school, she was in primary school at the time. When this was happening, she happened to mention to the person in question that she hated it when her father masturbated on the couch. That turned into a police investigation about potential child abuse. Traumatic for all concerned. The school argued that they had no option, mandatory reporting and all. What had actually happened was this: The person doing catheterisation had made a comment about how embarrassing it was to be in this position. The child tried to understand this and was explaining that she hates when her father scratches himself. She used the word masturbate because on TV (age inappropriate shows, but that will happen!) when a man has his hand on his groin below the camera it is called masturbating. The child had no idea what the word meant beyond that. A few questions from the adult could have made that clear. The police interview lasted five minutes. When asked "did your dad have clothes on?" The child was horrified and said of course! The reaction was enough to clarify everything. But not before there was the school, human services, the police etc… involved. Do we really want, as someone above mentioned, a ‘pot’ plant, to trigger a full on invasion of privacy? On the other hand, if the child was being abused, would we not want this to be exposed no matter what it took? If privacy is to be violated and there is a good reason, I suspect permission would never be granted. The mother in this example said "that's the most ridiculous thing I ever heard" but the authorities said that often the people closest do not want to admit what is happening. Both good points. For me, it is a matter of ensuring that before it is made a crisis, sensitive sensible people are equipped to ask reasonable questions about risk and choice.  

· At the very least there must be a requirement that the CEO must notify a participant of a decision to disclose protected information, thereby providing the person with the opportunity to agree or disagree with the disclosure.

· Privacy to me is a very big issue in the NDIS Rules. Each and every child that's going to be associated with the NDIS should have an advocate to discuss personal concerns and the NDIS. A Rule should be made where all information should remain confidential, and shouldn't go anywhere else without permission from those who are authorised to look after a person with a disability.  

· I brought this up when discussing the NDIS legislation but again I want to stress that I think when referring to privacy, the NDIS Rules should state 'must' not 'may'.

How do we strike the right balance between making sure people don’t have to repeat their story and personal information, and making sure people’s’ privacy is respected? What’s more important to you?

· Most important for me is being able to choose.  Being able to say that I don't have the energy to repeat it and giving them the permission to access my Centrelink/Medicare/whatever info.  OR being able to tell it over if I don't want to give up that access. BOTH options need to be available. 

· Make sure permission is asked for exactly what will be shared!

· And restricted access to who could view any info sitting as an electronic record on a database - most likely this would link into the new E-health database currently being developed by health area.

· I tend to agree. A need to know basis, I say. No one needs to know the nuts and bolts of my psychiatric history unless I choose to disclose it. It would have nothing to do with, for example, getting assistive technology for my paralysis. 

· Electronic systems would make this so much easier. Tell me who it is being shared with and why so I can agree or not. And what happens to it. But then again, this is all covered in the privacy act. Which reminds me, how do you give informed consent unless you understand things like the privacy act? Information sessions for people, in whatever format they need to understand. I suspect that might result in a lot more people saying they are ok with sharing. Because if you tell me how it works, and what the safeguards are, sharing saves me having to repeat things over and over.

· I reckon all information should be kept on a privacy folder or a file of the NDIS.  Permission should be required to access the private information if somebody is authorised to do so within the Rules of both the NDIS and the organisation accessing it. 

· I'm currently annoyed at the way Mental Health organisations are in the trend of soliciting people with mental illness for their perspectives/wisdoms and stories, with the by-line of something like; "to be used anonymously in our publications/books/DVDs/research/promotional material/program development." This kind of thing is really making me angry; it completely exploits us for their own gain.

Nominees

What criteria should guide the decision to appoint a nominee? Who should NOT be appointed a nominee?
· They should describe in broad terms what circumstances would enable this to happen, so that the courts, if necessary, can decide whether the decision is appropriate. Lots of good value comments about this from the Office of the Public Advocate on the NDIS Bill submissions.

· Anybody who has been convicted of fraud, abuse, or anything else that raises red flags for people with disability being able to make their own choices without being compromised, Top of Formshouldn’t be a nominee.
We thank you for the opportunity to make this submission
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