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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/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 12: Equal recognition before the law 
· Article 13: Access to justice
· Article 19: Living independently and being included in the community  
· Article 28: Adequate standard of living and social protection 
· Article 31: Statistics and data collection

The Submission
Introduction
DPA position on the Bill
DPA opposes the Bill and ask that the Bill be withdrawn.
DPA recommends a legislative framework for DSS be do-designed in genuine partnership with disabled people, families, whānau, aiga, carers and disabled people’s organisations.
We acknowledge the need for a legal framework for disability support services, something needed since the repeal of the NZ Public Health and Disability Act in 2022 and that the bill maintains existing funding allocations and policies for a three-year transition period while details are worked through. 
However, this bill is deeply flawed, does not uphold disabled people’s rights and there is a serious risk that the proposed framework will lead to significant reductions in DSS in the future and a reduction in quality of life for many disabled people.
The DSS Bill’s impact on disability rights
The Bill’s introduction comes at a time when disabled people and their families and whānau have experienced many years of stress, anxiety and uncertainty generated by a succession of wider disability and social policy changes including cuts to real benefit levels, transport subsidies (including Total Mobility) and accessible housing. 
Any legislative framework for DSS must recognise disabled people's rights to dignity, choice and control to access the support they need to live a decent life. 
While the intent of the DSS Bill is said to prioritise clarity, consistency, and sustainability, as it is written this Bill opens the door for policies that harm disabled people and their supporters: 
· [bookmark: _Hlk232147498]What is termed ‘Clarity’ can in practice mean tightening existing eligibility criteria for DSS support for both disabled people and their families, whānau, and aiga.
· What is termed ‘Sustainability’ can in practice mean cutting disability services and increased rationing due to less funding. 
· What is termed ‘Consistency’ can in practice mean less flexibility for how funding can be used by disabled people and their families. 
This bill needs to be completely re-written to become one that fully upholds people’s human rights, prioritises choice and control for disabled people and for those who support them and enables us to live good lives.
Below we outline key elements that must inform or be included in a new DSS bill, one rewritten in partnership with disabled people, our families, whānau and aiga, carers and DPO’s. 

UNCRPD, Te Tiriti and Enabling Good Lives 
A re-written DSS bill must recognise and embed:
· The UNCRPD;
· Te Tiriti o Waitangi; and
· Enabling Good Lives principles
This bill currently fails to uphold all of these. As well as an explicit objects clause referencing these documents, there needs to be a requirement that that all ministerial decisions on DSS are made in alignment with these rights and obligations, and in reference to these principles.
i.) DSS Bill fails to uphold the UNCRPD
This bill fails to uphold New Zealand's obligations to disabled people, specifically Article 8 of the UNCRPD. It also goes against the UNCRPD Committee’s Concluding Observations (2014) and the Independent Monitoring Mechanism’s recommendations that all family members who are carers be paid on the same basis as other carers:
Equality and non-discrimination (art. 5) 
“9. The Committee notes that, in 2012, the New Zealand Court of Appeal affirmed that the policy of not paying some family carers to provide disability support services to adult disabled family members constituted unjustifiable discrimination on the basis of family status. The Committee is concerned that the Public Health and Disability Amendment Act 2013 reversed this court decision by denying carers’ pay to some family members. The Committee is also concerned that these provisions also prevent some family members who are carers from making complaints of unlawful discrimination with respect to the Government’s family care policy. The Committee notes that the independent monitoring mechanism has recommended reconsideration of this matter. 
10. The Committee recommends that the State party reconsider this matter to ensure that all family members who are carers are paid on the same basis as other carers are and recommends that family members who are carers be entitled to make complaints of unlawful discrimination in respect of the State party’s family care policy.” [footnoteRef:3] [3:  Page 2 of the 2014 concluding observations.  https://docs.un.org/en/CRPD/C/NZL/CO/1  
] 

DPA also disagrees with the premise in bill that government only needs to contribute to supporting disabled people.
Article 8 of the UNCRPD upholds the right of disabled people to live independently in the community and to access they supports they need to do so. This means that disabled people have the right to support without being forced to depend on family members if that is their preference. They also have the right to support from family without feeling that they are a burden to them or placing their household into hardship. The key principle is that disabled people must have the right to choice and control around their support including who provides it. 
The underlying contributory philosophy of this bill will reduce government’s obligations to support disabled people in their right to live good, dignified independent lives where meaningful choice and control can be exercised.
DPA seeks a re-written Bill that references the UNCRPD’s eight guiding principles of:
· inherent dignity, 
· non-discrimination, 
· full and effective inclusion, 
· respect for differences,
· acceptance of disability as part of human diversity, 
· equal opportunity, 
· accessibility, 
· gender equality, 
· and respect for the evolving capacities of children with disabilities

ii.) Te Tiriti o Waitangi must be recognised. 
This Bill does not recognise Te Tiriti o Waitangi which represents a serious breach of the rights of tāngata whaikaha and hauā Māori. This is a serious failure that disproportionately impacts Māori who already experience high disability rates, high poverty levels, poorer housing, and more caregiving responsibilities than non-Māori.
Without the protections that Te Tiriti o Waitangi gives tāngata whaikaha and hauā Māori, greater inequities will be entrenched within the disability support system for Māori. These greater inequities experienced by Māori were reported in Wai 2575 and Wai 2576 where the Waitangi Tribunal found that tāngata whenua experience greater barriers to accessing healthcare and disability support than non-Māori.[footnoteRef:4] [4:  https://www.health.govt.nz/system/files/2024-05/wai-2672-healthcare-of-disabled-maori.pdf
] 

By adding Te Tiriti o Waitangi to an explicit objects clause, future DSS legislation will better protect the mana, dignity and rights of tāngata whaikaha and tāngata whenua through enabling:
· stronger equity commitments for Māori disabled people and whānau,
· Māori partnership and co-design obligations,
· protection and strengthening of kaupapa Māori approaches,
· and requirements for meaningful engagement with Māori providers and Māori communities throughout future implementation and reform processes.

iii.) DSS Bill doesn’t recognise Enabling Good Lives
Another serious flaw of this bill is its failure to include the principles of Enabling Good Lives or the EGL approach which must be included in any re-written DSS bill. The EGL concept and principles were originally developed through a collaborative process involving disabled people and their families, whānau and aiga, government and disability support agencies. Disabled people want to see disability support services delivered in a way that upholds EGL principles. Their omission in any DSS legislation will put the gains of the last 10 years at risk. 
The EGL principles to be included within any future re-written bill are:
· self-determination,
· beginning early,
· being person centred,
· enabling ordinary life outcomes, 
· mainstream first,
· mana enhancing, and
· easier to use.

Clause 8: Elimination of right to access full support for disabled people/whānau
Clause 8 places primary caregiving responsibilities on families, whānau, and aiga of disabled people and the requirement that, if any further support is required, all avenues for getting this from within families, whānau, and community must be exhausted before turning to government constitutes active discrimination against disabled people.
This reframing of disability support from government as being a contribution rather than a right will make more disabled people feel that they are burdens to both their families and society at large. Disabled people have the right to the support they need throughout their lives without feeling that they are putting their families in hardship to do so. 
Forcing greater dependence on family, whānau, and community support also risks greater levels of mistreatment and abuse against disabled people, an issue that was well traversed in Whanaketia, the report of the Royal Commission into Abuse in Care.[footnoteRef:5] [5:  https://www.abuseincare.org.nz/our-progress/library/v/555/disability-overview
] 

DPA is concerned about this contributory principle being made a factor that the Ministry of Social Development (MSD) and providers must take into consideration when making all funding decisions as it will jeopardise wellbeing of many disabled people. 
There is a legitimate space for family supports, but this should never be at the expense of the rights of either disabled people and/or their whānau to participate fully in community life and being able to access government funded support to do so.
We note that the DSS Bill contains no requirement to assess the wellbeing of family/whānau/aiga carers and support recipients, no definition of what family contribution looks like, and no independent appeal process. These are serious flaws in the bill. 
The existence of Clause 8 is another reason why the Bill is deeply flawed and must be withdrawn and re-written.
DPA opposes extension of means testing
The Bill’s proposal to extend income and asset testing to disabled people and their families for the purposes of ascertaining whether they can pay (even partially) for DSS out of their own pockets is another breach of the human rights of disabled people especially when so many disabled people and their households are in material poverty 
Currently, disabled people can access most disability support based on need. It is of deep concern that under this bill the Minister of Social Development will be given the power to extend means and income testing to cover all areas of DSS under regulations. 
The MSD-based disability support that many disabled people and their families might end up having to pay for might include for such things as assistive equipment and technology, personal care, respite care and for support workers to enable disabled people to participate in community life. 
These are fundamental for the dignity and wellbeing of disabled people, and disabled people and their families should not have to beg for charity to receive these supports. 
DPA opposes ending employment protection for family carers
DPA opposes the Bill’s stripping of employment protections for the paid family carers of disabled people and represents a breach of the rights of family and informal carers to be fully valued and recognised for their mahi.
Using the Fleming v Attorney General ruling which determined that two family carers were employees of MSD as justification for this legislation has reminded many people in the disability and carer communities of the previous decision to overturn the Atkinson ruling in 2013 for similar reasons.
The arbitrary removal once again of employment protections for the paid family carers of disabled people - without first developing a suitable alternative based on the rights of both workers and disabled people – is unacceptable.
The removal of such fundamental worker rights for family carers, including the right to be paid a minimum wage, is unjust and wrong. 
The Government’s intention to develop a carer support package covering the family and informal carers of disabled people is unlikely to be sufficient to address the concerns that disabled people and families whānau have about the current system.
Both disabled and non-disabled women caregivers will also be particularly impacted by these provisions as it will reinforce their role as undervalued, unpaid labour.
Preventing people from continuing existing complaints and making new complaints about government policies relating to DSS paid family care would mark another breach of the UNCRPD (Article 13) which provides that disabled people and their families whānau have the right to access the justice system and make complaints about government decisions.
[bookmark: _Hlk232148650]As part of a re-written DSS Bill, a system for paid family and caregiver support must be co-designed by disabled people and family, whānau, aiga carers alongside government. This should include full legal employment rights and responsibilities on an equal basis to other carers for the family caregivers of disabled people who want to take up the option of being paid employees.
Appeal and complaint rights should be retained
DPA is concerned about there being no independent appeal or complaint rights processes in this legislation.
The bill doesn’t contain any reference to independent complaints or appeal mechanisms relating to family carers or other aspects of DSS either.
Any re-written DSS Bill must establish a review and appeal system which includes:
· independent complaints pathways,
· explicit statutory review and appeal rights,
· procedural fairness protections,
· transparent decision-making obligations,
· accessible review processes,
· and stronger accountability mechanisms relating to operational decisions affecting disabled people.

This review and appeal process must be co-designed by government and disabled people.

Flawed process used for the DSS Bill
DPA is extremely disappointed by the flawed process in developing this Bill with a few Disabled People’s Organisations only being briefed on its contents just hours prior to its introduction to Parliament.
For many disabled people and carers, this was a painful reminder of the sudden announcement by Ministry of Disabled People – Whaikaha of changes to DSS funding and eligibility on March 18th, 2024.
The timeframe for making submissions on the Bill to select committee has also been shortened, despite consistent advice from DPOs that meaningful participation of disabled people in consultation requires accessible process and extended timeframes. 
This is particularly concerning given the timing coinciding with Budget week, and other disability related consultations including another DSS-related consultation. 
DPA notes that this process has been inaccessible for many disabled people due to the lack of accessible formats about the legislation being available in, for example, New Zealand Sign Language, Easy Read, Plain language, Braille, large print, or audio.
[bookmark: _Int_rDLu1vuQ]Disabled people and families whanau were assured by government that this lack of consultation on anything relating to DSS would not happen again - but it now has.
Conclusion
This DSS Bill is a flawed piece of legislation seeking to make fundamental changes to the way that DSS is funded and delivered and breaches disabled people’s rights.
DPA asks select committee to recommend that this bill be withdrawn so that a new bill establishing any legislative framework for disability support services can be drafted in genuine and meaningful co-design with disabled people, families, whānau, aiga, carers, and disabled people’s organisations– consistent with Article 4(3) of the UNCRPD – before introduction to Parliament. 
It goes without saying that information about any new DSS Bill must be made available in accessible formats and the full time must be allowed for select committee feedback. 
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