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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 as a 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, Whāia Te Ao Mārama: Māori Disability Action Plan, and Faiva Ora: National Pasifika Disability Disability Plan 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 3 – General principles
· Article 9 – Accessibility
· Article 19 – Living in the community
· Article 20 – Personal mobility
New Zealand Disability Strategy 2016-2026
Since ratifying the UNCRPD, the New Zealand Government has established a Disability Strategy[footnoteRef:3] to guide the work of government agencies on disability issues. The vision is that New Zealand be a non-disabling society, where disabled people have equal opportunity to achieve their goals and aspirations, and that all of New Zealand works together to make this happen. It identifies eight outcome areas contributing to achieving this vision. [3:  https://www.odi.govt.nz/nz-disability-strategy/
] 

The following outcomes are particularly relevant to this submission:
· Outcome 7 – Choice and Control
· Outcome 8 - Leadership



The Submission
DPA welcomes this opportunity to give feedback to the Ministry of Social Development on the second round of community consultation on Disability Support Services (DSS).

DPA has previously shared with Ministry of Social Development Disability Support Services what we have heard about the experiences of disabled people following the March 18, 2024, changes to disability support. 
Since March 18 last year, disabled people have reported experiencing reduced choice and ability to participate and be fully included in their communities due to the cuts to disability support provision. An article by Wellington-based disabled writer Henrietta Bollinger outlined how the lives of disabled people have become smaller since then, and that disabled people should not be divided by government into deserving and undeserving categories.[footnoteRef:4]  [4:  https://thedlist.co.nz/newsfeed/march-18th-one-year-since-our-lives-became-smaller/

] 

The recent release of the New Zealand Disability Survey statistics from 2023 highlight the fact that there are high levels of unmet need in several areas of life with 3 out of 5 (62%) disabled New Zealanders had unmet needs at least one of eight areas asked about,  such as support, reasonable accommodations, medical care, home modifications, or equipment.   [footnoteRef:5]  [5:  https://www.stats.govt.nz/information-releases/disability-statistics-2023/
] 

This is particularly concerning as it indicates that the level of unmet need for many disabled children, adults, families whānau and carers was very high even before March 18th restrictions came in. 
It is also of major concern is that disabled children (14 yrs and under) were found to be significantly more likely than disabled adults to have unmet needs, at 76 percent and 61 percent respectively. Furthermore disabled adults who had lived with functional difficulty since childhood were more likely to have unmet needs than those who had become disabled later in life, at 72 percent and 57 percent respectively. Both of these statistics highlight the importance of early intervention and adequate support for families and households with a disabled child. 

When it comes to wider disability support services provision around assistance with performing everyday tasks, for example, shopping, travel, cooking and using the internet as well as personal cares, for example, bathing, dressing and toileting, a staggering 71% of disabled New Zealanders reported that they received no government funding for support with at least one task while 76% received no funding for at least one item of personal care or housework support.[footnoteRef:6] [6:  https://www.stats.govt.nz/information-releases/disability-statistics-2023/
] 

This level of unmet need is serious and needs to be addressed as part of planning for the future of disability support services.
While DPA acknowledges the funding boost from government to meet the increasing demand for disability support and some limited restoration of flexibility during 2024, we reiterate the call we made in our previous submission on this issue:
That the New Zealand Government’s obligations under the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) are not just about keeping us as disabled people alive but also about upholding our rights to participate fully in society and be included as citizens.
The right of disabled people to fully participate in society as citizens forms not only the basis of the Convention but the New Zealand Disability Strategy and Enabling Good Lives principles of individual autonomy, dignity, self-determination, choice and control.
Te Tiriti O Waitangi protects and promotes the right to tino rangatiratanga (self-determination) in how Tāngata Whaikaha Disabled Māori live their lives. 
From tino rangatiratanga flows mana motuhake which translates to the right of individuals and whānau to exercise self-determination, independence, sovereignty and authority. The changes announced on March 18 last year severely undermined and impacted the ability of tāngata whaikaha to enjoy the full rights conferred to them and their whānau under the Treaty.  
DPA recommends that all decisions taken by government around this consultation reflect the principles and values of the:
· Te Tiriti O Waitangi 
· United Nations Convention on the Rights of Persons with Disabilities
· Enabling Good Lives
· New Zealand Disability Strategy
In this submission we answer the questions proffered in the consultation document with reference to these principles that underpin these documents.

Topic 1: Improving the way the needs of disabled people are assessed, and how support is allocated

1. What changes can you suggest that would ensure the assessment tool and process is fair, consistent, and transparent? You might for instance wish to suggest it is: done in a different place; in person, or not; that it be supported differently; or that you receive different information about it before or after the assessment occurs.
 
There needs to be a shift in assessment processes and practises towards a system that embodies the following principles:
· Person-directed and relationship enhancing.
· Builds Te Tiriti based partnerships with Māori
· Recognises diverse needs and communities.
· Allows for flexible approaches and individual autonomy.
· Is holistic and non-fragmented.
· Transparent and open.
· Promotes the right to thrive, not just survive.
· Underpins supported decision making.
· Provides clear decisions.
 
2. What information does the assessment tool need to gather about you and your circumstances to ensure it can identify the support you need?


DPA recommends that all assessors are highly skilled, informed and responsive towards the needs of people with different impairments. Most importantly, assessors should be trained in the social and human rights models of disability and recognise the impact of the barriers that disabled people face living in a disabling society.

DPA recommends that support budgets reflect the aspirations and choices of the individual, family whānau or carer/support person being assessed as well as being flexible and person centred. The assessment process should also be structured to reduce the feeling of disabled people and their family whānau and carers around being overwhelmed by the process. 

DPA recommends that to achieve the aims of a more flexible, people-centred assessment process that the relationship building between assessor and assessed is critical and that wellbeing outcomes should be the focus of questions from assessors, rather than just using yes/no tick boxes to decide what the needs of the person being assessed are. The system must respond to individual needs and not force disabled people into standardised boxes. It must be based on the needs of the disabled person and consider their individual circumstances such as social environmental factors impacting on them. 

DPA recommends that disabled people must have the final say about what ‘good support’ looks like and that, where appropriate, family whānau, carers and support people who are receiving assessments should also have the final say in partnership with the disabled person they support around what they need.

The need for a more people-centred, responsive assessment process has been brought home to us as we have heard from a DPA member that some Enabling Good Lives sites, disability support services and Ministry of Social Development offices around the country have refused some disabled people with communication and neurological impairments the right to use communication devices.

This source has alleged that while alternatives have been offered including assistive technologies, for example, speech to text and making voice notes, these have not been adopted due to their unsuitability for the individuals concerned.
  
3. Do you support the needs of carers being specifically assessed alongside those of the disabled person? Why/Why not?

Yes, DPA supports the needs of carers being assessed alongside those of the disabled person although the focus should remain on the disabled person. We believe that an assessment should be requested at any time by the family whānau or other person undertaking the caregiving role and/or the disabled person being cared for themselves.
Bringing carers into the assessment process can greatly enhance and value the role that family whānau and professional carers play in the lives of disabled people.
DPA recommends that carers should be empowered through using an Enabling Good Lives approach where support for them is individualised and flexible.
DPA recommends that respite should be available to all carers as of right, not just considered as a privilege when burnout occurs. 
DPA recommends that carers can choose who supports and assists them and as to what form the supports takes. 
DPA views assessments as a means of recognising the dual role played by disabled people and carers as research undertaken by Carers New Zealand in 2022 showed that just over 52.5% of carers also identified themselves as disabled people.[footnoteRef:7]  [7:  https://carers.net.nz/wp-content/uploads/2022/07/State-of-Caring-Report-Aug2022.pdf ] 


4. What considerations in respect to a carer’s situation should be taken into account in order to link them to, or provide, the support needed? 

DPA recommends that the key considerations of a carer’s situation that should be taken into full account by assessors are:
· Recognition of the diverse needs and realities of the carer(s).
· What is needed to protect and enhance the safety and wellbeing of the carer(s).
· What self-directed support is needed by the carer(s) to do their role.
· Future proofing carer support in terms of developing support structures for carers as families whānau can have multiple carers involved in the care of the disabled people within them.
· What training and support is needed to ensure the health, safety and wellbeing of the carer(s) and the quality of care and support they provide to disabled people.
· That all carer respite is meaningful.
· That professional support workers are paid a dignified living wage for the work they do with disabled people  
 
5. How often have your needs and services / supports been reviewed or reassessed? 
 
DPA recommends that all support reviews should be timely, transparent and disabled person led. Flexibility should be provided as to when reviews are conducted in terms of their frequency, as timing should be largely at the discretion of the disabled person, family whānau or support people/carers needing them.
DPA recommends that reviews should be a transparent and holistic process meaning that they should look at whatever a person needs in terms of support to achieve their employment, health, education, housing, recreational/sporting, cultural and social inclusion goals.
DPA recommends that all disabled people, family whānau carers and support people being assessed have the right to automatically check their assessment notes for accuracy before any decisions are actioned.
DPA recommends that reviews should be focused on enabling and empowering the disabled person, family whānau and carers/support people they are being conducted with, rather than used to solely determine whether a person ‘deserves’ to be supported or as to what should or should not be funded. 
Reviews should trust the judgement of disabled people and/or the family/whānau/carers they are being conducted with. Any final decisions relating to reviews should be made in partnership with disabled people and family/whānau carers with no unexplained funding cuts or decisions being made behind closed doors.

6. What changes to your circumstances do you think should mean a review or reassessment of your services / supports would be needed? 

As stated in previous question five, we reiterate our recommendation that disabled people, their families whānau and carers/support people are able to determine the timing of assessments to prevent too much resource and effort being taken up by assessment processes.
DPA recommends that advisory guidelines should be created for disabled people, their families/whānau and carers/support people as to when it would be suitable to request that an assessment/review is undertaken.
DPA recommends that the advisory guidelines for seeking a review should include the following trigger points:
· Major life transitions, for example, moving from school to adulthood or transitioning to a different living situation.
· Significant changes in health or disability-related needs, for example, a major health crisis.
· When personal milestones happen or are about to happen, for example, starting a new job, or entering a relationship.
· When crisis situations happen, for example, if someone is struggling or at risk of harm or neglect.
DPA recommends that all reviews are holistic, strengths based, supportive and non-threatening. 
DPA recommends that all assessments and re-assessments are based on genuine partnership between disabled people and the disability support system in that professionals and disabled people should work collaboratively to effect positive change. 
DPA recommends that the disability support system is respondive to people’s needs in a timely way to avoid crises.
 
7. How often do you think your services / supports need to be reviewed or reassessed? (for instance, every year, every two years, every three years, or every five years).

Please see our answers to previous questions five and six. Ideally the level of services /support for a disabled person should only be required to go through a full review or reassessment if there has been a significant change in the circumstances or situation of the disabled person or carer receiving support. For accountability, a simple declaration form confirming that there has been no change could be undertaken yearly and a review only be triggered if they indicate otherwise.    

8. What information or support might NASCs provide that will help you access the services, beyond DSS, that you might be eligible for? 

DPA sees Needs Assessment and Coordination Agencies (NASCs) as having the potential to make a significant difference for disabled people. However, for this transition to take place, there need be a shift from NASCs acting as a gatekeeper to being an actual facilitator of opportunities for disabled people and families. 
This shift was already beginning to take shape when NASCs were being transitioned to being the facilitators of planning and support rather than just acting as gatekeepers. 
DPA recommends that NASCs are restructured to run on the following principles:
· That support is available for disabled people before crises arise.
· That NASCs are enabled to provide holistic advice and guidance on housing and tenancy rights, employment, education and training, transport and mobility services, social participation and recreational/cultural opportunities to disabled people.
· That all decision-making and support is undertaken collaboratively with disabled people, their families whānau and support people.
· Fully utilise the social and human rights models of disability in their work.
· Recognise and value the voice and expertise of disabled people, their families, whānau and carers/support people in their work.

Topic 2: Accessing flexible funding, and how it can be used

9. Do you prefer Option 1 (link flexible funding to the person’s plan, with oversight of how it is used) or Option 2 (adjust current lists of what can and can’t be funded using flexible funding)? Why?
 
DPA does not recommend or support either of these options as they are not reflective of the Enabling Good Lives approach or represent genuinely flexible funding options. 
The key problems with maintaining NASC and/or provider oversight and restricted lists is that there is the underlying implication that disabled people and families whānau cannot be trusted to spend their funding wisely. 
Having prescriptive lists removes the flexibility needed for disabled people to live their lives freely and lists also cannot cover every conceivable life event or situation. Disabled people must be given the same rights as other government funding recipients to spend their budgets responsibly with limited auditing undertaken only when necessary.
Effectively, both options leave open the possibility that packages could be unduly restricted.

10. Do you have any suggestions on how flexible funding can be used to allow disabled people and carers as much choice, control and flexibility as possible, while still providing transparency and assurance the funding is being used effectively, and is supporting outcomes?
 
DPA recommends that flexible funding is determined by the following principles:
· Funding is treated as a right for disabled people to access, not as welfare.
· Simple transparency which involves trust.
· A shift in mindset from ‘what is allowed’ to ‘how can we enable’ people to live good lives.
· Support should be based on outcomes 

11. Do you support the introduction of criteria for receiving flexible funding? Please let us know why, or why not?

No, DPA does not support the introduction of strict criteria to receive flexible funding.

Flexible funding, as defined from a disability rights perspective in the previous question, is premised on trust, autonomy, and dignity with the aim of enabling disabled people to live good lives without additional layers of control or bureaucracy.

DPA recommends that funding is based on principles (such as those outlined in our response to the previous question). 


12. Which of the following criteria for receiving flexible funding do you agree or disagree should be included and why? (choose all that you think should apply). 
 
As we have reiterated in this submission and our previous submission, self-determination, flexibility and trust rather than determining what an individual’s specific needs are should drive flexible funding for disabled people and their families whānau and carers/support people.
 
12a. Use of flexible funding is part of an agreed plan and linked to a specific need.

DPA agrees that plans are important but only if they are done right by ensuring:
· That plans are about the person’s vision for their life, not a prescriptive document.
· That flexibility is preserved through making them person directed and able to be changed according to personal circumstances.
· That the need for constant reviews and renewals is reduced through enabling people to determine what ‘life purposes’ their plan is seeking to fulfil.
· Plans should have the ability to evolve and change according to what the person needs.
Attaching flexibility of funding to specific needs limits or removes the ability of disabled people to make autonomous decisions about how their funding is spent. Some disabled people save their individualised funding for a specific goal or for an emergency. This flexibility should be retained. 

 12b. Disabled people and/or their family / whānau / carers are able to manage the responsibilities of flexible funding.

From DPA’s perspective, the question should be reframed to ask as to how disabled people their families whānau and support people can best manage their funding, not whether they can do so.
We agree with the need for accountability back to government for how the money is spent but this should be done in a way that builds capacity for disabled people and their support networks to do so, rather than have government agencies and needs assessors acting as gatekeepers.
DPA recommends that disabled people, families whānau and carers are provided with ongoing training and support to spend their budgets through using navigators chosen by them. For some disabled people a hybrid approach with a mixture of both flexible and structured options works best. 
DPA views trained navigators/coaches, as employed in the Enabling Good Lives pilots, as being one of the best ways to support disabled people and anyone who receives funding to manage their budgets in a way that balances the need for accountability from disabled people, family whānau and support people who are funded back to government with the right to dignity, autonomy and choice for those receiving individualised funding.
As stated earlier, evidence of how individualised funding packages are being spent should be measured by the outcomes generated for each person in terms of their quality of life rather than through just providing receipts as evidence.
For most disabled people, families whānau and carers, the reality is that they will know what works best for them and possess extensive experience in how to manage their own sometimes complex lives better than state agencies and needs assessors sometimes think.

12c. Flexible funding will be used to purchase a service or support that DSS provides through its contracted services/supports, that will address a person’s disability-related support, and there is an advantage to using flexible funding to purchase it (such as greater flexibility for scheduling, it is closer to where the person lives etc).

DPA recommends that flexible funding should be truly flexible and not just restricted to being spent through accredited disability support providers alone. Funding should be portable and adaptable and able to be used wherever the person chooses regardless of whether it is with a designated disability provider or not.
 
 12d. Flexible funding will address a service gap, where the service is not otherwise available, or suitable for the individual.

DPA agrees on the proviso that it is recognised that flexible funding can be used to create solutions that reflect the needs and choices of individuals, rather than just filling in gaps which might exist in disability support services.
Disabled people and families whānau, support people and carers should be able to access mainstream, community-based, or individualised solutions that best meet their needs and if disabled people wish to access disability support through a provider, then they should also have the freedom to do so.
 
12e. The cost of the support or service that will be funded is not more expensive than other ways to get that support.

DPA disagrees with this question as wider fiscal costs should be factored into any assessment of the system. The negative impacts of DSS cuts to disabled people and families/whānau must be put into the equation as the downstream impacts of inadequate support can impact on other parts of government as well as be carried by disabled people, families whānau and carers, many of whom do not have the resources to fully support disabled people themselves. 
For example, we are aware that there are disabled people remaining in hospitals or in prisons at great cost to the health and corrections systems because there is nowhere safe and accessible for them to be released to. 
We are also aware of a disabled people not being able to access a new wheelchair in a timely way when they outgrow their current one. This can result in disabled people in these situations developing serious health conditions which can lead to hospitalisations.
 
12f. The flexible funding will enable the person to purchase or access a service that is expected to reduce a person’s future support needs.

DPA disagrees with underlying premise of question very much for the same reasons that we outlined in previous question 12e.
Flexible funding should serve as the basis for enabling a good life for disabled people and not just about reducing future costs to government.
Many disabled people who live with impairments, for example, blindness/low vision, mobility impairment or autism may never have reduced support needs as the systemic barriers they face to participation in society are ongoing. 
Having said this, we do recognise that for disabled children, well-funded early intervention and support to access education and employment can make a lifelong difference for them. Likewise access to rehabilitation and assistive equipment and technology can greatly reduce future support needs for some disabled people, but it should not be the deciding criteria for access. 

13. Can you suggest other criteria for accessing flexible funding in addition to, or instead of, those above? If you have suggestions, please explain why you think they will be helpful for those who are accessing flexible funding. 

DPA repeats our recommendation from our first submission on the DSS changes that government take up the recommendations of the 2022 report by Warren Forster for the New Zealand Law Foundation Removing Disabling Experiences: A vision for the future of our people which called for a fundamental overhaul of our disability system. [footnoteRef:8] [8:  https://www.lawfoundation.org.nz/wp-content/uploads/2022/08/2017.IRF_.2-Removing-Disabling-Experiences-10-August-2022.pdf
] 


This report emphasised the need for a single, unified disability system bringing together income support and disability support. Done right, such an overhaul of the support system would greatly improve the ability of disabled people to participate more fully in society. 
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