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[bookmark: _Toc935022028]About Down Syndrome NSW
The Down Syndrome Association of NSW was established in 1980 by parents of young people with Down syndrome. As the children of the founding members grew to adolescence and adulthood, so too our services extended to all life stages. We now provide information and support, advocacy, capacity building workshops, training in schools, community participation programs, pre-natal expert advice, new parent resources and support and specialist employment preparation and connection.

We are an enthusiastic team of professionals with expertise in our relevant fields of service provision, support and advocacy.  Some of us have lived experience with a family member with Down syndrome, some bring a range of expertise and industry experience.  We are here to support you – all working together to help our members with Down syndrome achieve their full potential. 
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[bookmark: _Toc398909816]Introduction
DSNSW welcomes the opportunity to provide feedback on the proposed NDIS Framework (Planning) Rules. Our submission reflects the lived experience of people with Down syndrome and their families and carers. 
We have structured this response to the NDIS Rules: Public consultation on the New Framework Planning generally using and building on the content and headings in the Discussion Paper. 
DSNSW welcomes further discussion on the new framework planning and is happy to provide more information and explanation as required.
In canvassing the views our members, attending consultations in NSW and drawing on our expertise, we offer the following feedback in relation to the NDAF to ensure it best enshrines what high quality, representative and equitable advocacy aspirations for all Australians with disability.




[bookmark: _Toc2004652041]Creating New Framework Plans
DSNSW agrees and recommends that the new framework planning must be contingent on using a person-centred and strengths based approach to the planning and provision of appropriate NDIS supports. 
We agree that plans must be fairer in that budget decisions must more consistently align with the person’s individual needs for support rather than standard responses to a diagnosis which fails for example that recognise that people with Down Syndrome, even those of the same age/life stage may have greatly differing support needs, goals, aspirations and lifestyles. To be person-centred a Plan must fit the person, not expect the person to shape their life to the Plan.
[bookmark: _Toc1360188804]What further information would be helpful for participants?
DSNSW contends that information on the new process should be more participant-focussed. At present, all the information uses an NDIA perspective (what the NDIA will do or when the NDIA will contact you), rather than being presented from the viewpoint of the participant (you will be given a list of your impairments and will be told you will have a new framework plan). DSNSW suggests an easy read version of what happens for a participant under new framework planning.  Such information would clarify what a participant can expect at each small step, instead of focussing on what the NDIA will do etc.  

[bookmark: _Toc899571742]Making the Support System Work for a Participant
[bookmark: _Toc1551413033]Coordinating Federal and State/Territory Service Systems
Like all people, a person with Down syndrome (or any other disability) has many aspects to their life involving a number of potential government and service agencies e.g. Health, Housing, Education, Transport, Justice, Sport and Recreation and so on. While the general roles of these agencies may be clear, it can be confusing where one service system assumes that another service system will provide a necessary support to a particular person.  In this instance, there is a risk that a vulnerable person with disability could be left without vital supports resulting in adverse impacts or harm to that person, thereby leading to unnecessary and premature escalation of costs to the NDIS. 
The NDIS must make NO assumptions about which agency will provide what supports. On top of navigating the NDIS, it must not be left to participants, especially those in more vulnerable circumstances, to negotiate which agency will provide what necessary service so that supports can be effective and responsive.  It is not appropriate to leave participants to resolve jurisdictional debates or disputes between states and federal agencies.
DSNSW recommends that the NDIA must work in partnership with other government agencies at Federal and State and Territory levels to ensure participants get the right supports at the right time from the right agencies without falling through potential gaps between or while transitioning from one to another. This will involve high level agreements between agencies at all levels of government as well as Rules and operational guidelines that guide cooperation and coordination.  
DSNSW recommends that transparency and accountability within these government partnerships and agreements will improve assurances to participants with Down syndrome and other disabilities about access to and use of government agencies.

[bookmark: _Toc816836101]Legislation, Rules and Operational Guidelines
The Rules must provide for a participant to review their Support Needs Assessment (SNA) Report before it enters the budget process so that the participant has time to check for accuracy and intention. Enough time must be built into the planning process timeframe to enable the participant to correct data and or factual errors in their SNA before it progresses to the budget method. As an essential guarantee, this provision must be contained in the Rules, and not in the Operational Guidelines. 
DSNSW understands that several of the Rules and consequent Operational Guidelines will be further developed in future. At present, it appears that the consultation is more about implementation intentions than the provisions of the Rules. We request the opportunity to provide feedback on the proposed wording of the Rules, not just the general intentions of the NDIA for the rules.
DSNSW is concerned that a recent Senate Estimates hearing discussed an Amendment to the Rules that gives the NDIA the power to reduce a plan without a process of plan review with the participant/nominee.  
This is incompatible with the Objects of the NDIS Act which requires participant/nominee involvement in their plan development. It could also be alarming for participants and their families who are working to understand the new framework and its implications for their NDIS plans and undermines the original intention of the NDIS to provide security into the future for people with significant and permanent disability to live ordinary lives.  
The Rules should prevent sudden funding reductions without clear, evidence-based justification and transition arrangements. 
DSNSW understands that participants can apply for a variation to their plans but it is difficult to identify timeframes for a variation request to be addressed, nor any explanation of criteria or process.
Factsheet 2 tells us that 
“The Rules will cover what the NDIA delegate must consider when deciding if a replacement needs assessment should be completed”. 
It is not clear how or when a participant can request a replacement needs assessment, the weighting given to a participant/nominee request for reassessment in the decision by the Delegate, nor how the process will unfold for participants. Further, will a request for a replacement needs assessment cause the present SNA process to be suspended while the Delegate decides?

[bookmark: _Toc1833448067]Changes from Old Framework Plans to New Framework Plans
[bookmark: _Toc507511478]Quality Assurance for Data
DSNSW heard from our members that there have been continued errors in the early days of the NDIS when participant data was transferred from State agencies into the NDIS.  In some cases, these data errors have continued within the NDIS. We have been told that in some cases whole disability conditions have “evaporated” leading participants with Down syndrome to commence further bureaucratic processes. Similar errors have occurred in the transfer of participant data onto the PACE system. Guarantees of data quality would provide much-needed assurances for people with Down syndrome and their families. 
DSNSW recommends that quality assurance (QA) requirements are built into new framework planning for participant data, and that these data QA requirements always check with the participant/nominee in the first instance to check accuracy.
Many people with Down syndrome experience communication barriers. Planning processes must be accessible and inclusive.
[bookmark: _Toc1409843853]Communication and Accessible Planning Processes
DSNSW recommends that the Rules require:
· Easy Read documentation at every stage of planning and review.
· Adequate time in planning meetings (see further explanations)
· Access to independent advocacy where requested.
· Adjustments for communication needs, including visual supports and supported decision-making frameworks.
· Participants must be encouraged and enabled, not merely permitted, to exercise choice and control.

[bookmark: _Toc593261639]New Framework Planning that is Person-centred, Consistent and Transparent
People with Down syndrome require planning processes that are genuinely person-centred, strengths-based, responsive and consistent across planners and regions.
We are concerned that variability in planning decisions continues to create uncertainty and inequity and that the proposed New Framework Planning rules will not work to reduce inequity. The Framework Rules should:
Require assessors and NDIA Delegates to clearly detail and document how evidence has been considered.
Ensure reasons for decisions are provided in accessible language and in a timely manner.
Mandate consistency mechanisms, including benchmarking guidance specific to lifelong disabilities such as Down syndrome that have multiple diverse co-occurring related impairments/conditions.
Recognise the importance of informal supports for quality of life and wellbeing in the short, medium and long term without assuming families can or should fill systemic gaps or professional roles.
Planning must not shift risk or responsibility to families due to service system limitations.

[bookmark: _Toc256777449]New Framework Planning Process
[bookmark: _Toc892904455]Step 1 Preparing for a Support Needs Assessment (SNA)
Notice of Impairments
Down syndrome must never be considered simply one impairment. Down syndrome can typically come with a range of co-occurring conditions including low muscle tone, heart problems, dementia, hearing and sight impairments, intellectual disability, anxiety and depression, seizures etc. 
As such a person with Down Syndrome may have physical, sensory, intellectual, cognitive, neurological and psychosocial impairments. However, every person with Down syndrome is impacted differently. Consequently, it is critical that Down syndrome is not assumed to be solely an intellectual impairment. 
It is important to note that people with Down syndrome can also be affected by other disabilities e.g. autism, psychosocial conditions. Therefore, developing a Plan with and for a person with Down syndrome should involve discussion about all the Down syndrome-related impacts on the person and co-occurring impairments where supports may be necessary. 
Transition Points Across the Lifespan
The Planning Rules should require proactive transition planning and continuity of supports during these periods.
Impairment Notice Changes or Updates
DSNSW members have expressed concerns that once begun, the new framework planning process will proceed regardless of a participant’s need to clarify, amend or update their Impairment Notice. This will mean the resulting plan will be in error &/or incomplete, and will have to be redone using an accurate Impairment Table.
DSNSW recommends that the NDIA guarantees that adequate time will be allowed for participants and their families to understand the Impairment Notice and to enable any necessary amendments or updates ahead of commencing a new framework planning process. 
In-built Assumptions in the Assessment and Budget Method
Equally, preconceived assumptions about cognitive and intellectual disabilities can serve to restrict opportunities for people with Down syndrome while simultaneously limiting access to funding for necessary daily supports. 
In relation to individuals with Down syndrome, the NDIA is advised to be aware of presumptions and erroneous assumptions that direct or dictate decisions about funding supports. Any built-in system assumptions for example in the Budget Method, must be openly identified and rectified in order to protect people with Down syndrome from having inaccurate information included in new framework planning. 
For example, we have heard from our members that some planners have said they cannot have listed both intellectual impairment and cognitive impairment indicating a failure to recognise that a person with Down Syndrome with intellectual impairment may experience a stroke, more common for people with Down Syndrome, acquiring brain injury with cognitive impairment.
Accordingly, the NDIA should explain the process of converting evidence provided on behalf of a participant onto an Impairment Notice.  Further, it is very difficult to ascertain the process for adding an impairment that was missed or has since developed in the participant.  DSNSW recommends that these processes be made clear upfront.

Notice to Have a New Framework Plan
The Discussion Paper states “The new planning approach will start mid-2026 for some participants over the age of 16. Participants who will be part of the change will know well before it happens and have support from the NDIA. More details will be provided by the NDIA in the coming months.” 
Timeframes and timing are very important in preparing for a participant’s first or next NDIS plan. DSNSW has been told that in the past assurances were given about adequate time to prepare or amend information but those assurances were not always upheld in practice. Having enough time to absorb and make decisions about NDIS information and processes can be a source of stress and anxiety for participants and their families. The process must be designed and implemented so as not to be itself a stressor in participants and their families already complex lives.
DSNSW recommends that adequate timeframes are publicised and enforced in regard to advance notice that;
a participant will be part of the change to the new framework planning and 
they be provided with an explanation of what the promised NDIA preparation support might look like ahead of time. 
Members have expressed concerns that, unless timeframes and processes are clarified and made public in advance, some participants could be caught in a seemingly endless cycle of assessment.
[bookmark: _Toc1174345541]Step 2: The Support Needs Assessment (SNA)
Participants’ Goals and Aspirations
Section 33 of the NDIS Act says  
“(1) A participant’s plan must include a statement (the participant’s statement of goals and aspirations) prepared by the participant that specifies:
 (a) the goals, objectives and aspirations of the participant”
 DSNSW is uncertain where in the new framework planning a participant can state their goals, objectives and aspirations. Given the heavy emphasis on a participant’s NDIS goals up to now, it is extremely important that participants understand where, how and when their goals and aspirations can influence their NDIS Plans.  This should be made clear from the outset.

Targeted Assessment Modules Process
It is unclear what the triggers are for an assessor to use the Targeted Assessment Modules and how that process will work. As this will likely affect participants with Down syndrome this must be clarified and transparent.

Support Needs Assessment Report
DSNSW understands that participants will be given a copy of their SNA Report. We assume that participants will receive this Report with enough time to raise any issues or inaccuracies before it is converted into an approved NDIS plan and budget. However, this is not clear in the Rules consultation material. This is a critically necessary safeguard to ensure that the NDIA assessor has not misunderstood or misinterpreted important details or left something important out.  Processes must allow adequate time for participants to review their SNA Report before the budget and approval processes are continued. This important safeguard should be in the Rules. 

Timeframes in the Rules
As explained earlier, the Rules must provide time for a participant to review their SNA Report before it enters the budget process so that data and or factual errors can be corrected. As an essential guarantee, this provision must be contained in the Rules, and not in the Operational Guidelines. 
Replacement Needs Assessment
 We note that a participant can request a replacement needs assessment as part of a request to review their SNA Report.  Factsheet 2 says 
“Rules will cover what the NDIA delegate must consider when deciding if a replacement needs assessment should be completed”. 
DSNSW strongly recommends that the participant/nominee is involved in any NDIA Delegate decision about whether to request a replacement needs assessment and that the participant request carry weight in the Delegate decision and require documented reasoning if a participant request for reassessment is denied. 

Allied Health Professionals as NDIS Assessors
 Mr Aaron Verlin, Acting Deputy CEO NDIA, appeared in the Reasonable and Necessary Podcast by Dr George Taleporos. Mr Verlin explained that the initial roll out would occur in stages over several years. He said that initially NDIS assessors would be people with allied health qualifications and that the trainers of other assessors would have allied health qualifications.  DSNSW strongly recommends that all assessors as well as trainers be allied health qualified professionals with assessment experience with people with disability. 
 However, Mr Verlin forecasted that more NDIS assessors would be needed in later stages of implementation so there would be training for NDIA officers to become NDIS assessors or recruitment of others who may not have allied health qualifications. DSNSW has serious concerns about using NDIS assessors potentially without real world professional assessment experience and understanding of disability and its varying impacts on participants. There is a real danger that assessments could be distilled to merely standard responses and tick boxes, which contravenes the stated commitment in the new planning framework to develop NDIS plans that are person-centred and strengths based.  
Consequently, and to protect the interests and support needs of participants with Down syndrome and others, DSNSW recommends that only accredited allied health professionals with professional assessment experience can act in the role of NDIS assessors.  This is important as the assessor role will be so impactful in the New Framework Planning quality and participant experience of it.
[bookmark: _Toc47099889]Step 3: Building a plan and plan discussion
The Discussion paper states:
“The NDIA Delegate uses the information and preferences from the SNA Report to consider:
· How long the plan will last
· How the plan will be managed
· Requirements for how funding can be used to buy or get supports
· Any limits on how flexible funding can be spent”
DSNSW recommends that the goals and aspirations of the participant from a participant’s SNA Report will equally be considered by the Delegate here. Participants and their families would be alarmed if their individual goals and aspirations were relegated to mere “preferences”. 
Further, the Rules should require the Delegate to default to the participant choice unless there is serious risk in the individual situation to justify denying participant choice. 
DSNSW recommends that participants and their families will have continued built-in wide scope regarding decisions about their “flexible funding” as well as in choosing providers and managing plans. The NDIA Delegate must start with the assumption that the participant (and their family) can choose their providers as well as how their Plan is managed. 
Limits on these provisions should only apply when there has been a demonstrated history of deliberate plan misuse or where there is an unacceptable risk to the participant of exploitation, fraud or harm in the use of their funding. 
[bookmark: _Toc1286694991]Step 4: Starting to use a plan
The Discussion Paper says: 
“Participants can have an implementation meeting with an NDIA Delegate to understand their new budget and requirements and to connect with providers.” 
 This is a welcome improvement over the old framework planning process and must be guaranteed in the Rules. However, it is not clear how this implementation meeting comes about. Does the meeting have to be requested by the participant or is it offered to all participants at the approval of their new framework plan and budget? 
Plan Variations and NDIS Supports
In some instances, people with Down syndrome can have very high and complex support needs. For many, particularly those with Down Syndrome who experience early ageing co-occurring conditions, the ICAN assessment tool is inadequate to capture their support needs accurately and the proposed Targeted Assessment Modules do not cover the needs experienced by this participant cohort. What happens for a person with the very highest and most complex support needs identified in the SNA Report when their condition deteriorates and, as a consequence, their support needs further increase? Will this trigger a Plan variation or some other immediate process?

[bookmark: _Toc1610406421]Conclusion
The NDIS remains a transformative reform. However, the effectiveness of the Scheme depends on planning processes that are fair, transparent, consistent and responsive to lifelong disability.
For people with Down syndrome, the new framework planning Rules must:
· Embed person-centred and accessible practice in all processes and stages.
· Recognise lifelong and evolving support needs including potentially rapid changes in needs.
· Protect early intervention and capacity building across the lifespan.
· Ensure assessor consistency and transparency in decision-making.
· Support families without over-relying on them or creating system process burdens upon them.
· Ensure participant choice and control is the default position at each step and the least restrictive decision is required of the Delegate unless there is evidence of serious risk in the individual situation 
· Be fully compliant with the Objects of the NDIS Act
· Appeal rights be guaranteed for all decisions including the content of the statement of funded supports in the Plan.
Down Syndrome NSW recommends public reporting on outcomes for participants with Down syndrome under the new framework planning. 
Down Syndrome NSW would welcome further engagement to ensure the Planning Rules deliver on the promise of the NDIS for people with Down syndrome and their families.

[bookmark: _Toc95938153][bookmark: _Toc1705850216]About Down Syndrome
Down syndrome is a genetic condition, sometimes referred to as Trisomy 21. It is the most common genetic disability. There are approximately 13,000 people in Australia with Down syndrome. The birth rate in Australia for Down syndrome is one in every 1,100 births. 
Most people have 23 pairs of chromosomes, making 46 in total. People with Down syndrome have 47 chromosomes in their cells, having an extra of chromosome 21.
Down syndrome is a genetic condition, it is not an illness or a disease. It is nobody’s fault. There is no cure and it does not go away.
In the 1950’s (not that long ago), the life expectancy for people with Down syndrome was as low as 15 years of age. In recent times, progress in medical and social sciences has improved the quality of life enjoyed by people with Down syndrome. In Australia today, the life expectancy or Down syndrome averages 60 years of age.
Whilst this is a milestone to be celebrated, it also presents us with the first generation of people with Down syndrome who will, in the main, outlive their parents. This creates an even greater need for representative associations like Down Syndrome NSW to provide critical services, supports and advocacy at all stages across the lifespan.
With the right supports, people with Down syndrome are able to live full and active lives in their communities. From education, to employment, to community participation, to relationships and housing options, people with Down syndrome enjoy the same needs and aspirations just like everyone else. However, achieving these goals can be harder for people with Down syndrome, with some level of support needed to help them achieve the kind of life that most people take for granted.
Down Syndrome NSW proudly works with passion to support all people with Down syndrome to live inclusive, valued and active lives.

[bookmark: _Toc95938154][bookmark: _Toc1311920101]Our Important Work: Down Syndrome NSW
We provide services and supports currently to all people with Down syndrome in NSW, their families and carers across the full lifespan including:
· Information and support;
· Library and resources;
· Workshops and training;
· Parent support networks and regional hubs;
· Prenatal and early years resources and support;
· Inclusive education support, teacher training and behaviour management;
· Transition to school, school years and teens support and advice;
· Post school years transitions including travel training,
· Community engagement and participation for children, teens and adults;
· Accessibility support to participate in events and access infrastructure.
· Health, sexuality and ageing advice, advocacy and support;
· Guardianship and wills resources;
· Self advocacy, capacity building and mentoring;
· Individual advocacy support, advice and resources;
· Systemic advocacy, policy submissions and research.
· Policy, lobbying and proactive government relations;
· Community capacity building, awareness, inclusion and social capital.
We work to promote and represent the views of people with Down syndrome, their families and carers in all that we do. 
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Contact
Deborah Begg 
General Manager 
02 9841 4444
Deborah.begg@downsyndromensw.org.au
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