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Carers NZ’s position on the Bill and recommendations
Carers NZ opposes the passing of the Disability Support Services Bill in its current form. We encourage the Select Committee to make recommendations to amend the Bill as follows:
· Give more time for disabled people and family carers to give input; the Bill does not need to be rushed.

· Ensure the Bill more explicitly recognises the rights of disabled people and families under the UNCRPD.

· Modify or remove language framing disability support as a contribution to care. Enhance detail in the Bill about Disability Support Services eligibility, assessment, funding, and safeguards.

· Ensure the Bill gives family carers explicit options about how they can receive payment, which they have sought in consultations and research for more than 20 years.

· Ensure Ministerial Programmes cannot be created or changed without consultation with disabled people, family carers, Māori, service providers, and sector organisations, and that new Programmes align with the UNCRPD and other relevant government Strategies and legislation (including the Carers’ Strategy).

· Ensure Ministerial Programmes have independent monitoring and oversight, and are transparent and accountable to the sector and to the public. 

· Require the Government to assess the cumulative impact of DSS reforms on disabled people and families to ensure reforms do not result in deterioration in living standards, the wellbeing of disabled people and family carers, and their ability to participate in society, study, and employment. Require publication of impact assessments.

· Require regular reporting to Parliament on Disability Support Services Programme operations, outcomes, and planning, with clear reviews and accountability mechanisms where Programmes are inequitable or not working well.
About Carers NZ
Carers NZ is a national charitable trust established by and for family carers in the mid 1990s. Today the Trust supports a community of 80,000 family carers, whānau, and supporters. It acts as New Zealand’s peak body for carers, providing information, advice, and support and undertaking research to make visible the often hidden realities of family caregiving. 
Carers NZ also acts as the Secretariat of the Carers Alliance of 60 national not for profits, working in unity to advocate for the interests of New Zealand’s 1m+ family, whānau, and āiga carers. 
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Carers NZ’s submission reflects three decades of engagement with, feedback from, and research about our country’s family carers. 
Many carers have shared their own submissions to the Select Committee with Carers NZ and provided their views about the Bill; we have incorporated their feedback into this submission.
Introduction
· Carers NZ supports establishing a legislative framework for DSS to guide disability policy, services, and supports in New Zealand. A well-designed statutory framework is overdue. The lack of a dedicated framework has led to fiscal uncertainty, equity inconsistencies, and complexity that has made the system hard to navigate for disabled people and families. Lack of consistency and transparency has driven fiscal chaos, and given a few too much influence over the shape of DSS and its programmes. 

· Framing legislation for DSS will help to establish a more accountable, equitable, transparent, well-planned and rights-based disability support system.

· However Carers NZ does not support the Bill in its current form. It is being introduced to provide more certainty and guardrails for DSS supports, and to respond to the Supreme Court decision released in December 2025. We agree that legislative certainty is a step forward. But the Bill should not sideline or undermine the rights of disabled people, their access to support, or minimise or exploit the mostly unpaid work of family carers. Overcaring is already a stark reality for many family carers, impacting their mental, physical, and financial wellbeing. 
The Bill should not be rushed
· The Bill has been developed in haste, without adequate input from disabled people, family carers, and the disability community, which has experienced too much systems upheaval and policy/funding chaos in recent years. 

· The lived experience of this community, with a more thoughtful engagement process, will enhance the Bill, ensuring it is fair, transparent, robust, accountable, and reflects the values of New Zealanders in a modern Aotearoa. 

· There was limited engagement with disabled people, family carers, and sector leaders prior to the Bill’s introduction on 19 May 2026. This falls short of Parliament’s expectations and New Zealand’s obligations under the UNCRPD for such an important and potentially wide-ranging Bill. We believe the Bill and any amendments should proceed under ordinary parliamentary timeframes and processes, to accommodate proper consultation with the community.
DSS, its purpose and services
Carers NZ supports having a statutory purpose for Disability Support Services. We acknowledge that the Bill in its current form aligns with some UNCRPD principles, but the purpose clause also contains concerning language.
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Operating in a constrained funding environment
The Bill’s statement that DSS must operate in a constrained funding environment narrowly prioritises this objective while ignoring others, including the human rights of disabled people and the reality that family carers already provide significant support, often to their own detriment. We have seen many other submissions that make this point. 
New Zealand is a small nation with a limited tax base, an ageing population, and rising social expectations about whether and how much support is available to those who need assistance. 
The language, intent, and any new Programmes arising from the Disability Support Services Bill should more broadly reflect the rights and wellbeing of disabled people and family carers. A statutory purpose that so explicitly prioritises a ‘constrained funding environment’ will have unintended negative consequences and generate other fiscal risks. These may include long-term health, disability, and injury consequences for disabled people and family carers (already flagged, and worsening, in New Zealand research[footnoteRef:1]) and, for family carers, lifetime fiscal risks (inability to save for retirement or participate in paid employment, and long-term poverty[footnoteRef:2]). The latter represent a considerable economic risk for New Zealand, as family carers are a large population of approximately 1 million of the population, two thirds of whom are women. The Bill’s premise that family carers may be asked to provide ever more care to reduce the fiscal risks of DSS neglects these other economic risks and realities in contemporary New Zealand. [1:  Synergia, State of Caring reports, 2022 and 2026, based on input from thousands of New Zealand carers of all ages, ethnicities, and locations.]  [2:  Infometrics, The economic contribution and sacrifices of unpaid family, whanau and aiga carers in New Zealand, 2022.] 

Disability support as a contribution to care with greater reliance on natural supports
The Bill articulates what already happens in the community – New Zealanders typically turn to friends and family first if they need support due to a diagnosis, injury, health condition, or disability. Family carers are providing ever more unpaid assistance, however, in contemporary New Zealand, which is reliant on their work to sustain community-based care and ‘ageing in place’. Infometrics has conservatively estimated the annual economic value of unpaid family care at $17.6b, a massive contribution that is under-recognised, under-valued, and inadequately supported to sustain those in caring roles.
The Government’s Carers’ Strategy, introduced in 2008, has not yet significantly addressed existing carer wellbeing risks, notably our country’s fractured and under-resourced respite system, its repressive and inadequate carer payment/recognition system, and supports to better sustain carers’ physical, mental, and financial health. We look forward to the Government committing to a new ‘rolling’ Carers’ Strategy and Action Plan addressing some of these priorities, but this positive direction is at odds with the Disability Support Services Bill, which focuses on government’s fiscal expectations of family carers without acknowledging or addressing their vital role, its enormous economic value, and its priceless social and family value. 
The Bill’s stark and narrow wording about government funding being a contribution to care, and explicit expectation that family will need to provide care ‘where appropriate’, should be changed to value, 
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recognise, and include carers, and more explicitly outline what carers can expect from the proposed DSS carer support package. 
While most family care is provided out of love and duty, it does also have an economic value, and comes at a cost to carers, those they support, their households, and to employers, communities, and the New Zealand economy. 
The Bill also presumes disabled people have functional families, or that families are capable of providing escalating levels of disability support at home. 57% of carers have a health condition or disability themselves[footnoteRef:3]. Rising living, housing, education and other costs contrast with ever greater reliance on community-based care, and the reality that disabled children are often being raised in single parent households. Women work. They have to work. The rubber band of care is for many stretched to snapping point. The Bill and its wording and assumptions neglect the evolution of a New Zealand where a reframing of its old-fashioned ‘social contract’ is overdue. [3:  Synergia, State of Caring, 2022 and 2026.
] 

Paying family carers
The Bill is not sufficiently clear about how it will address the economic realities of caring apart from closing down employment rights cases to cap its fiscal risk following the December 2025 Supreme Court ruling which found that two primary family carers of adult disabled children are employees of the state.
It outlines a three year window to redesign carer payment policies and introduce a carer support package. It is silent on the cross-government precedents of large numbers of family carers who are already government-funded employees (via service providers) in Health and ACC. 
Given the growing reliance on family carers to deliver support in the community across health, disability, and aged care, fair mechanisms must be found so families can continue to make the choice to care. This includes financial recognition of their work as many carers cannot participate in other employment due to their caring role. 
Across repeated consultations and research, carers have asked for a choice in how they can be financially recognised, as fair acknowledgement of their work, and to sustain themselves and their families in modern society. The Bill does not adequately frame how a fair, transparent, well promoted and easily navigated payment system will work for carers of disabled people. The Bill should more clearly articulate plans for this, and disabled people, family carers, and providers should have input into this important issue. 
We note that there is nothing natural about the level of unpaid natural supports government increasingly expects of family carers. In our consultations, younger New Zealanders say they will happily care for loved ones who need their support, but only if their wellbeing and needs are considered too.
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As drafted, the Bill paints government support for disabled people as supplementary. This approach does not adequately recognise disabled people as rights holders entitled to support that enables participation, autonomy, and inclusion. And its generic language about reliance on natural supports is vague, simplistic, and an approach that is likely to fail without clear, fair policies designed to sustain the wellbeing of family carers, including their financial wellbeing.
Ministerial Programmes and accountabilities
We believe the Bill as presented gives Ministers and governments now and into the future inappropriate powers made possible by secondary legislation and resulting programmes and policies that may be harmful to disabled people and families.
There is limited detail about how Ministerial Programmes will be developed, which agencies will take primary responsibility, how decisions will be made, how engagement about Programmes will be done, and what safeguards will be implemented to ensure consistency, fairness, and alignments with the Bill’s stated purpose. There is limited detail about how Programmes will be overseen, and their effectiveness measured and reported on.
This lack of detail makes it difficult to assess how the DSS system and its Programmes will function in practice or to assess their potential success or impacts. Missing detail includes lack of any reference to the NZ Disability Strategy, the Carers’ Strategy, or the Ministry of Disabled People and its role in the new DSS framework. 
Consultation and participation
The Bill does not clearly require mandatory or clear pathways to consult with disabled people, family carers and whānau, Māori, service providers, or disability representative organisations when developing or amending Ministerial Programmes. Without explicit consultation requirements, future policies and programmes may poorly reflect sector expertise, the lived experiences of disabled people and family carers, and be driven by government priorities rather than life realities. The consultation process for this Bill has been unusually absent in light of its potential demands and impacts. In our experience, legislation that is introduced in a hurry, without adequate consultation and shaping by those it affects, doesn’t work for government or for New Zealanders.
Oversight and quality assurance
Ministerial Programmes may not be subject to Cabinet approval, Regulatory Impact Statements, public submissions, or independent review. This reduces opportunities for scrutiny and external quality assurance, which we believe is necessary for significant policy decisions that impact disabled people, family carers, providers, and public trust.
Implications for our community
The Bill gives the Minister substantial discretion now and into the future, with limited detail about how its expectations will be enforced, administered, measured, or reported on. DSS is more than a payment or administration mechanism for disabled people, family carers, providers, and the wider stakeholder community. It has responsibilities to be fair, accountable, transparent, inclusive, and to deliver a high trust DSS system. The absence of clarity about key areas such as DSS support eligibility and allocation, 
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its priorities, and how it will sustain family carers (including where appropriate financially) is creating more uncertainty in the disability community, at a time when confidence and trust are already low. 
Equity, Te Tiriti, human rights, safeguarding
Ministerial powers and discretion flag broad concerns that ripple into the future of this Bill. It would benefit from stronger, more explicit requirements to ensure future Programmes embed and reflect the New Zealand Bill of Rights Act, the Human Rights Act, Te Tiriti o Waitangi, the UNCRDP, and reflect priorities in the NZ Disability Strategy and the Carers’ Strategy. 
For family carers, the Bill’s aims should reflect the diversity of this population. Two thirds of carers are women, most in middle age or older. Almost 90% of family carers are of legal workforce age though many are unable to work, earn, and save for retirement due to caring demands; greater expectations of family carers will lead to greater financial and wellbeing hardships for those already under strain. Two thirds of carers experience depression and anxiety. 80% experience loneliness and social isolation. 57% have health and disability needs of their own. Many primary family carers support more than one person – they are providing natural support in a ‘club sandwich’ generation. 
We acknowledge also that safeguarding is an important and not well developed area this Bill should address over time, for disabled people and also for primary family carers. Not everyone should be a family carer. Not everyone should be a family carer forever. Disabled people and family carers experience violence in their households. They experience financial exploitation. Needs and abilities change over time. The disability community (disabled people and family carers) are ageing with the rest of society. Half of carers are injured in their role and many do not make ACC claims or receive treatment. In some households, one primary carer is supporting multiple disabled children. Those in high/complex roles do more, and perhaps for more than one person, and New Zealand’s Disability Support System needs to reflect this social reality. It must be fair, responsive to those with high needs, nimble, clear, flexible, and able to be challenged. We all have a role in developing a system that meets this threshold – one that is accountable not just fiscally but to a New Zealand that cares about disabled people and their families.
Carer Input
Through social media, emails, and phone calls, Carers NZ has heard from more than 100 individual carers since the Bill was announced in late May. We have not had sufficient time to consult broadly with carers about the Bill and its contents. We will continue to encourage carers to participate in sector workshops, surveys, and DSS consultations in the Select Committee review period. Meanwhile, their feedback informs our own services and priorities and this submission.
All of the carers we have spoken to in the days to 12 June oppose the Bill in its current form for the reasons we have outlined in our submission.
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