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To Disability Support Services – Ministry of Social Development
Please find attached our submission on further improvements to Disability Support Services (DSS).





For any further inquiries, please contact:
Chris Ford
Policy Advisor
policy@dpa.org.nz



Introducing Disabled Persons Assembly NZ
We work on systemic change for the equity of disabled people 
Disabled Persons Assembly NZ (DPA) is a not-for-profit pan-impairment Disabled People’s Organisation run by and for disabled people.
We recognise:
· Māori as Tangata Whenua and Te Tiriti o Waitangi/Treaty of Waitangi as the founding document of Aotearoa New Zealand;
· disabled people as experts on their own lives;
· the Social Model of Disability as the guiding principle for interpreting disability and impairment; 
· the United Nations Convention on the Rights of Persons with Disabilities as the basis for disabled people’s relationship with the State;
· the New Zealand Disability Strategy as Government agencies’ guide on disability issues; and 
· the Enabling Good Lives Principles and the Atoatoali'o National Pacific Disability Approach as avenues to disabled people gaining greater choice and control over their lives and supports.
We drive systemic change through: 
Rangatiratanga / Leadership: reflecting the collective voice of disabled people, locally, nationally and internationally. 
Pārongo me te tohutohu / Information and advice: informing and advising on policies impacting on the lives of disabled people.
Kōkiri / Advocacy: supporting disabled people to have a voice, including a collective voice, in society.
Aroturuki / Monitoring: monitoring and giving feedback on existing laws, policies and practices about and relevant to disabled people.

United Nations Convention on the Rights of Persons with Disabilities
DPA was influential in creating the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD),[footnoteRef:2] a foundational document for disabled people which New Zealand has signed and ratified, confirming that disabled people must have the same human rights as everyone else. All state bodies in New Zealand, including local and regional government, have a responsibility to uphold the principles and articles of this convention.  [2:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities] 

The following UNCRPD articles are particularly relevant to this submission:
· Article 4: General obligations
· Article 9: Accessibility 
· Article 19: Living independently and being included in the community 
· Article 20: Personal mobility 
· Article 27: Work and employment 
· Article 28: Adequate standard of living and social protection 
· Article 31: Statistics and data collection

The Submission
Introduction
DPA welcomes this opportunity to engage on these proposals around further improvements to disability supports.
DPA notes that this is the second round of consultation on DSS following initial rounds in mid-2024.
DPA was relieved when individualised flexible funding was reinstated, a move which partially reversed the cuts made to disability supports in March 2024.
However, we still have significant concerns which arise from the recent introduction of the Disability Support Services Bill by government which DPA, disabled people, families whānau and disability organisations have all opposed. Our primary concern is that it is not based on the UNCRPD, Te Tiriti o Waitangi, Enabling Good Lives, and the social and human rights models of disability.
DPA acknowledges that the DSS Bill does not form part of this consultation. Yet the changes cannot be seen in isolation from the DSS bill as that is part of the wider context that disability support services are operating in.
While DPA welcomes the consultation document’s recognition that more choice and control should be exercised by disabled people and our families whānau over disability supports, there is no mention in the proposed legislation of the need to specifically recognise that or other core UNCRPD principles.
DPA does not want to see the events of March 2024 repeated as disabled people, families whānau and caregivers have experienced significant stress, anxiety and confusion since then.
Our submission covers: 
· the need for genuine choice and control over all disability supports by disabled people, families whānau and caregivers to be explicitly acknowledged,
· the importance of a high trust model of DSS where disabled people, families whānau and caregivers are entrusted with all decisions on how to best manage funding,
· that DSS is flexible, seamless and effectively coordinated to meet the needs of all users including disabled people, family/whānau and carers,
· that DSS becomes more proactive in responding to need(s) and is adequately funded to do this,
· that family, whānau and informal carers of disabled people are fully valued and recognised by government including through the greater availability of respite care,
· that complaints processes and pathways are simplified with strengthened support for independent advocacy, and
· that fully accessible information and high-quality advice is readily available about disability support to both current and future DSS users.
DPA reiterates that under the UNCRPD, the government has a responsibility to resource DSS to not merely just keep disabled people alive which is a very low bar, but to uphold our rights to fully participate in society as citizens on an equal basis to non-disabled people.

Topic One: Outcomes that matter for disabled people
1. What outcomes or wider benefits from our services are the most important to you? Are there any that we have missed?
DPA strongly urges that MSD DSS takes the actual realities that disabled people and families whānau face in living everyday life into account when it comes to determining the supports it funds.
All decision making should acknowledge the context of the lives that disabled people and their families whānau are living and what is needed to improve them.
To this end, we are surprised that that the ability to exercise autonomy (choice and control) has not been included as an outcome in this section of the consultation document as this is central to how disability support should be provided (even if the DSS Bill doesn’t recognise this specifically).
DPA asks that autonomy (choice and control) is added as the first outcome. 
From the ability to exercise autonomy comes the ability to connect, contribute, grow and experience what it means to live a good life for disabled people and families whānau. 
DPA also asks that the definition of daily living is changed to omit the term ‘essential supports required’ to read ‘any supports required.’
DPA, disabled people and families whānau have been concerned about the overuse of budgetary caps and increased rationing in the disability support system since March 2024.
DPA is very concerned that the term ‘essential supports’ could be interpreted as a way for government to only fund the supports that they and not disabled people and families whānau deem essential.
Defining daily living more broadly gives fuller effect to the UNCRPD and makes it clear that disabled people and/or their families whānau will be empowered to determine the supports necessary to live what constitutes a good life for them and, from there, work alongside funders to set the budgets and determine the resources necessary to do so.

2. We have two outcomes that we must achieve (Daily Living and Safety as described above). Can you please rank our five wider benefits in order of importance to you from 1 (most important) to 5 (least important)
1. Autonomy: Enabling people to grow, maintain, or regain autonomy in everyday life. 
2. Connection: Enabling meaningful personal, social, and community networks.
3. Growth: Supporting people to grow the skills and knowledge required in their everyday life.
4. Experience: People can feel positive about their everyday life.
5. Contribution: Supporting people to contribute meaningfully to their communities.
These benefits are interconnected and flow from one another in that, for example, autonomy enables disabled people to choose what connections they would like to make and the ability to connect disabled people to social and community networks is also vital to supporting personal growth and acquiring skills.  We also reiterate that for the five wider benefits to be fully recognised, that funding is needed based on the directives from disabled people and/or their families whānau.

3. We want to find ways to measure our progress towards the outcomes and wider benefits described above, what would tell us that things are improving in your life in any of these areas?
DPA supports the need to better measure progress in terms of the outcomes for disabled people and their families whānau of using DSS.
In brief, effective measures of progress would include the following:
· DSS to provide advocacy support,
· Support and assistance to navigate the system for the outcome/s directed by disabled people and their families whānau,
· Timely responses are given to urgent and immediate needs,
· DSS delivers fundamental services that make a difference, but accessing other areas (e.g. education and employment) are essential to fulfilling outcomes and wider benefits,
· DPA supports the need to measure the effectiveness of service/support coordination on a regular basis as directed by disabled people and their families whānau,
· Key outcomes expressed by disabled people are living healthy and happy lives with improved wellbeing,
· MSD’s reporting approaches to making people accountable for every dollar spent can be counterproductive and inefficient particularly for smaller funding allocations adding to disproportionate administrative burdens for disabled people and their families and whānau. A higher trust model with more autonomy for disabled people is needed,
· To lessen the workload of disabled people and their families and whānau, it would be good for DSS to coordinate with other parts of the system noted below:
· MSD DSS changes with other service provision agencies have led to increased stress for disabled people accessing services,
· MSD DSS dissemination of information to different agencies needs to be expanded (e.g. hospitals, marae, community organisations, disabled people’s organisations),
· MSD collaboration with other government agencies with the permission of disabled people and their families whānau to reduce dealing with multiple agencies,
· Disability community have consulted by several agencies on improving disability support services, but have had concerns about the implementation from their feedback,
· Disability support services are missing in many rural areas of Aotearoa NZ, so there is a need for better coordination and increased resourcing of local service providers to cover rural areas particularly in lower socio-economic rural regions. 
DPA asks for measures based on the directives given by disabled people and their families and whānau.
DPA asks that MSD expand its networks for disseminating clear and concise information on services to disability community.

4. Do our outcomes and wider benefits reflect the needs of all people that access DSS support?
DPA has responded to the outcomes and wider benefits above, however we cannot respond on behalf of all the people that access DSS support as DPA’s priority is the voice of disabled people, but we strongly support measures that improve disabled people, their family and whānau and informal carers outcomes and wellbeing. 

5. Can you provide us with any additional thoughts about the questions you have just answered, or more generally about what DSS is aiming to achieve for disabled people?
DPA has outlined the concerns of our community and avenues to address them.  We also note the significant impacts on the physical and mental wellbeing on disabled individuals, family/whānau and informal carers around the changes of disability support services changes highlighting the need for stable funding and supports.
 
Topic 2: A more proactive approach to support
6. In a more proactive system, what would you want to see happen differently from how the system or services work with you now?
Navigators need to receive further training in providing person-centered services; providing clear, concise information; informing people of what they are eligible for and if other options are available and able to support disabled people with identifying ways to reach their personal aspirations and goals for wellbeing.
A more proactive system would be receiving directives from disabled people and responding to them in a timely manner.  Disabled people encountering significant time delays for services and accessing them is detrimental to wellbeing.  Easy to access funding that meets a disabled individuals’ needs would be more proactive.
 
7. What additional supports should DSS think about providing at the key transition points in people’s lives (for example, one-off funding to invest in technology, facilitative support that aims to reduce over time, assistance with navigation, planning, and connection)? 
It is important to realise that while technology and assistive devices can be life changing for many disabled people, enabling independence and freedom, it will also need to be repaired or replaced over time as the technology or device becomes outdated or wears out or is outgrown. 
Losing access to technology and assistive devices such as a power wheelchair after building your life around it is extremely harmful.  Support needs to be provided to maximise the benefit of any new technology which may require rehabilitation, training or upskilling.

8. Can you provide us with any additional thoughts you have about the questions you have just answered, or on how can we get better at providing the right support at the right time? 
The right support at the right time needs flexibility and stability, so the systems and funding need to reflect this.  Disabled people have consistently voiced what the right supports are, but this has been met with more administrative work, more budget constraints, more consultations and less action – yet again raising concerns within our community of wrong supports at the wrong time or no supports at all.  

Topic 3: Feedback and complaints processes
9. Thinking about the support you receive from a DSS provider, what matters to you when you are being supported? How do you know when you have received a quality and safe service?  
Many of DPA’s members and staff receive supports from a DSS provider. A quality and safe service would follow the principle of genuine choice and control over all disability support; provide a high trust model; be flexible, stable, seamless and effectively coordinated to meet the needs of all users; be more proactive in responding to need(s); that family, whānau and informal carers of disabled people are also valued and recognised; that complaints processes and pathways are simplified with strengthened support and that fully accessible information and high-quality advice is readily available about disability support.

10. Do you know how to give feedback about the services that you receive from a DSS provider?
As mentioned, complaints processes and pathways need to be simplified with strengthened support for independent advocacy.  It can be unclear on the correct pathways for feedback (i.e. DSS provider or MSD Disability Support Services).  The complaints processes need to be easily accessible and proactively communicated to DSS service users.

11. Do you know how to make a complaint about the services you receive from a DSS provider? Or, how to escalate your complaint when a provider does not address your concerns?
Easily accessible and proactively communicated processes on how to escalate a complaint when a provider does not address concerns is needed.  Dissemination to the different agencies of the complaints’ procedure is also needed (e.g. similar to code of rights in medical settings)
 
12. Would a short, regular feedback survey be a good way for my DSS provider, and national agencies, to monitor how well my supports and services are working and respond where improvements are needed?
Any survey must be provided in accessible formats. There must be other accessible means for providing feedback to allow for different ways of communicating. 

13. How would you prefer to give feedback on the support or services you get from DSS providers?
Disability community would like accessible feedback options on the support or services received from DSS providers.

14. What would give you confidence in a DSS providers’ complaints process?
There needs to be the option to provide anonymous feedback. We have heard of some disabled people being placed in a worse position if they complain.

15. Can you provide us with any additional thoughts you have about the questions you have just answered? 
N/A

Topic 4: Better support for carer respite and breaks
16. Can you tell us about the issues you, or your carers, face when accessing respite care, day programmes, or other DSS services that support carers?
Carers play an important role, and more work is needed to better support family carers. The needs assessment needs to include the carers needs alongside the disabled person.
DPA asks that the different types of outcomes across different carer groups need to be addressed:
· Pay at least a living wage for 40 hours per week
· Better coordination to address issues, i.e., health, services ‘pigeon-holed’
· Need for support costs to be properly covered (e.g. transport costs)
· Carer tax rates need to be reviewed
· Importance of equalized systems. People need to be afforded the same support as would be the case if someone was in residential care.  
 
17. What changes to services for carers would make it easier for you to take a break when you need it most?
Noted above.

18. Can you provide us with any additional thoughts you have about the questions you have just answered on the support DSS provides for carers?
N/A
 
Topic 5: How we offer more choice and control in our services
19. Currently there are two main options for DSS support - flexible funding budgets or a fixed range of services available from the providers that DSS funds. What could DSS do to give you more flexibility, choice and control in accessing services; without full responsibility for managing a flexible funding budget?
· High trust model is essential,
· Reduce bureaucratic burden of having to justify needing individualized funding for other support costs,
· More proactive planning processes,
· Shift to DSS being more proactive.

20. How could DSS improve, or add to the services we provide, so they work well for all users?
As DPA is a Te Tiriti o Waitangi based organisation and supports tangata whaikaha Māori, tangata whaikaha Māori have asked for organisations/agencies that understand and support kaupapa Māori
  
21. Are there specific considerations, or different types of services, we should have for children and young people?

· Clear, concise and tailored information is needed for parents on how funding can be accessed and used for children and young people,
· Safe transport for disabled children travelling to school is urgently needed
· High living costs, benefit sanctions, public service cuts, increased unemployment and geopolitical factors show us that it is extremely stressful times for parents of children and young people with the recent cuts to job seeker benefit as an example.  Families, whānau and carers of children and young people are severely affected but in addition is disabled young people who encounter barriers in education and employment who are also endeavoring to support their people through these challenging times.

22. Are there any services that DSS doesn’t currently provide, that we should consider adding, to help deliver better outcomes for disabled people?
N/A
23. and you provide us with any additional thoughts you have about the questions you have just answered about the flexibility and range of services that DSS provides?
 N/A
 
Topic 6: Improving our information and advice
24. Where do you currently get information about disability supports from?
Regular email updates from MSD DSS services, website and other agencies communications.

25. What are the biggest challenges you face when trying to access information about DSS?
Finding clear and concise information on services available and any significant changes.

26. What information do you want, or need, to know about the services DSS provides? 
Information needs do differ from individual to individual, however a consistent theme from disabled people is the need for clear, concise information relevant to their specific needs.

27. What else could DSS do to make it easier for you to understand and access information about disability supports?
Accessible formats on disability support services and accessible timely options to contact MSD DSS about their services.

28. What would make it easier to navigate the support for disabled people provided by DSS and other government agencies or community groups? 
Navigators providing person centre support in a timely, clear and accessible manner.
Information provided to other government agencies or community groups for disabled people that may not be aware of MSD DSS services.

29. Can you provide us with any additional thoughts you have about the questions you have just answered about the information and advice that DSS provides?
 N/A
 
Demographic Questions:
30. Are you responding to this survey as a (please select all that apply): 
□ Other (please write) – disabled people’s organisation
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