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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 3 – General principles
· Article 6 – Women with disabilities
· Article 12 – Equal recognition before the law
· Article 23 – Respect for home and family
· Article 28 – Adequate standard of living and social protection
The Submission
DPA welcomes this Action Plan as an essential step in the valuing of carers and their families, whānau, aiga. This includes carers of disabled people who provide valuable support with everyday tasks which, in turn, enables disabled people to participate in the lives of their family whānau, aiga and communities.

DPA supports all the proposed outcomes in the draft plan on:

· Addressing longstanding, systemic challenges, while building momentum through support for carers right now. 
· Ensuring decisions and actions are informed by strong evidence to inform future work. 
· Prioritising the voices and experiences of carers in decisions about them. 
· Focusing on ambitious long-term outcomes to guide government agencies and partnerships. 
· Ensuring supports and services are tailored to specific groups, for example young or older carers, Māori and Pacific carers, women carers, carers in rural areas, working aged carers, and carers who provide care for those with complex conditions such as dementia. 

According to Carers New Zealand, most of Aotearoa’s caregiver workforce are 84% women[footnoteRef:3]  and over half of all carers (52%) have a disability or health condition themselves.[footnoteRef:4]  [3:  https://carers.net.nz/wp-content/uploads/2022/07/State-of-Caring-Report-Aug2022.pdf]  [4:  Ibid.] 


DPA notes that there is no specific reference to the number of disabled people providing caregiving support in the discussion document. While the numbers from Census 2023 were used, we have used those provided by Carers NZ.

DPA asks that the Draft Action Plan specifically reference that 52% of caregivers in this country are themselves disabled people and people with health conditions.

Caregiving has traditionally been underpaid and undervalued, contributing to the intersecting inequities faced by women, disabled women and disabled people.

These intersecting inequities mean that, for disabled caregivers, there are multiple barriers to community participation including, for example, the lack of support to enable respite, which is much needed to prevent disabled caregivers (and all caregivers) from becoming socially isolated and burnt out.

There is also the fact that many caregivers are socioeconomically disadvantaged so if they work an ordinary part-time job on top of their caring role, they will be likely to need income top ups to survive from the welfare system through, for example, the Supported Living Payment (SLP) for Carers benefit and have less ability to save for retirement. 

Currently, DSS for disabled people and caregiver support is funded by various government agencies including Ministry of Social Development (MSD) DSS for disabled people aged under 65, Accident Compensation Corporation (ACC) for disabled people who acquire their injuries through accidents and Health NZ Te Whatu Ora for older people aged 65+.

The Government’s DSS changes announced in March 2024 seriously impacted the family carers of disabled people and disabled people themselves through restrictions being placed on respite care availability and flexibility, resulting in great anxiety, stress and uncertainty for disabled people and carers.

In addition, the Government’s decision to limit pay equity claims through urgent legislation sent another signal that the work of female dominated occupations, including caregiving, continued to be not valued at the level it should be.

DPA welcomes Government’s recent decisions to reverse some of the DSS cuts for disabled people aged under 65, including to respite care provision and its plan to provide needs assessments for the carers of disabled people who request them so that their needs can be assessed alongside those of the disabled people they support.

This submission makes further recommendations for improving the draft action plan, particularly around the need to fully recognise the contribution of disabled carers and carers with disabilities or health conditions as well as the caregivers of disabled people through more flexible support.


What the Action Plan seeks to achieve
1. What do you think about the change to a ‘rolling’ Action Plan to improve outcomes for carers over the short- and long-term?

DPA supports a 'rolling' Action Plan, as it will get rid of the artificial timelines that apply to existing strategies (for example, the New Zealand Disability Strategy).
Having a rolling action plan will enable changes to be made to the plan across governments. This flexibility will enable the action plan to keep pace with changes over time, particularly in the way that caregiving is delivered and supported.

Three priority areas: Recognition and Appreciation, Health and Wellbeing, Financial Security

2. Do you think the set of immediate deliverables are an appropriate first step towards achieving the Action Plan outcomes? How could we make this more effective for you?

DPA has some concerns with the proposed action plan.

Financial Wellbeing of caregivers must be resourced. 

There is an urgent need for the caregiving sector to be better resourced by government due to carer support being underfunded across the board. 

In 2023, Carers NZ and New Zealand Carers Alliance estimated the value of unpaid, informal care to be $17.6 billion annually. Additional government funding and support for caregiving will enable carers to feel better valued and supported, especially as many carers collectively lose $1.5 billion through needing to work reduced hours or having to leave the workforce entirely. These lost income hours are carried by carers themselves whom, on top of this, face having to pay care related expenses to the tune of an average $10 per week, representing a total $335 million in private expenses.[footnoteRef:5] [5:  https://carers.net.nz/wp-content/uploads/2022/03/Who-Are-Carers-final.pdf
] 


DPA asks that a deliverable is added to the financial wellbeing section of government providing adequate funding to support the work of all carers. 

The aim needs to be to raise the incomes of all carers to liveable levels so that they can fully meet the costs of living for themselves, the people they care for and their family, whānau, aiga.

DPA asks that in the financial security section a new deliverable is added for government to review, in partnership with carers, the adequacy of current financial assistance (including benefits) paid to carers.

DPA asks that government meets the full costs of caregiving for all carers, so that no carer is left out of pocket. This is essential action for disabled people and disabled families whānau and aiga who disproportionately live in poverty and experience high disability related living costs.

One way of covering the full out-of-pocket costs of caregivers would be to raise the Disability Allowance and Child Disability Allowance and other carer payments.

Related to this is the need for employers to support people who both work and are carers. According to Census figures, 90% of all carers are of workforce age but only able to work part-time or not at all. [footnoteRef:6]  [6:  https://carewise.org.nz/caringemployees/
] 


DPA asks that a new deliverable be added to the financial security actions of measures to encourage employers to offer flexible working arrangements for employees who are carers, including, for example, flexible hours and options for career pathways.

Another issue for carers are the difficulties experienced in attempting to access financial support and navigating complex systems to do so given that caregiver support is, as noted earlier, funded and/or provided through multiple government agencies.

DPA asks that the financial security section has a new deliverable added on the need for government to work in partnership with carers and peak carer organisations to more effectively coordinate and improve the availability and provision of information on financial and other support to carers and the people they care for.

There is also a need to increase practical support and training opportunities for carers. Many carers possess skills in the areas of, for example, cooking, cleaning and ironing. However they may need to upskill in other areas to expand their levels of confidence and competency in, for example, first aid, safe driving, safe bathing, dressing and lifting, supportive equipment operation and maintaining their own health and wellbeing and that of the person they care for.

Providing fuller training options for carers will contribute towards the greater valuing of the sector by government and society.

DPA asks that a new deliverable be added to the health and wellbeing section for government to resource ongoing training and support in caregiving for all carers who require it.

Recognising the work of disabled caregivers

It is also essential that the plan fully recognise the work of disabled caregivers and caregivers living with chronic health conditions.

Disabled people and people with health conditions face multiple barriers given their status as carers while also facing ongoing discrimination, ableism and accessibility barriers within society.

A common example of the experiences of disabled caregivers we have heard about is reflected in the following generalised story which represents the real barriers and struggles we have heard about from disabled carers and carers with health conditions across the country. (* not their real name.

Jenny*   is a middle-aged disabled woman who provides care for Jill*, an older disabled family member. Jenny receives a benefit as she needs to provide full-time care for Jill. Jenny, due to being on a benefit and the physical, mental and emotional effort involved in caregiving due to the everyday need to cook, clean, bathe, dress and transport Jill to shopping, social or medical appointments, she and Jill have few opportunities to socialise outside of their home, leading to increased social isolation. 

Jenny also has a mobility impairment requiring her to use crutches for mobility, and over time she becomes more physically and mentally exhausted due to her not having any other outside support apart from a family member who visits every few weeks to check in. 

For Jenny, things eventually deteriorate to the point where she has a serious fall at home, leading to her going into hospital and Jill into respite care. Only once Jenny is in hospital does a hospital social worker get to hear about their issues and arrange more support for Jenny once she returns home and a permanent rest home placement for Jill.

[bookmark: _Int_SM2euKUf]After Jill moves into residential care, Jenny seeks out part-time paid employment and after encountering almost a year of constant rejections - due to the reluctance of employers to hire disabled candidates - she lands a part-time job in a rest home as an activities coordinator.

There is a need to raise the profile of and provide better support to disabled caregivers and caregivers with health conditions. This support should be flexible, based on the identified (through needs assessments) needs of carers and the people they care for and could include, for example, access to more respite care, better coordination with disability support agencies and support with other matters including housing and transport.

DPA asks that a new deliverable is added to the health and wellbeing section of the need for government to provide appropriate, flexible support for disabled caregivers, caregivers with health conditions and older caregivers.

Action Plan is vague, lacks specificity

We are concerned that the action plan contains vague language and a lack of specific outcomes, timeframes, and accountability. Historically, there have been good examples of government strategies and associated action plans which contained clear actions, outcomes, timeframes and identification of the agencies responsible for implementing various actions as previous versions of the New Zealand Disability Strategy (2001 and 2016) did.

Taking an example from the action plan - the deliverable on the importance of promoting the diversity, flexibility and importance of respite and break options for carers and what this will mean for them - which government agency or agencies will lead on this and be accountable for implementing it? What is the timeframe for delivering on this given that it (and other deliverables), are deemed to be immediate deliverables? How will outcomes be measured? And what is the timeframe for an ‘immediate’ deliverable? Is it one year, two years, five years?

DPA asks that the action plan contains clearer language and specific outcomes, timeframes and accountabilities in terms of identifying the government agencies responsible for implementing actions.

Access to an inclusive education system essential

An inclusive and functional education system for disabled children/young people who also benefits their primary family carer. The primary family carers of disabled children and young people need to have respite to either participate in part-time employment or have much needed downtime from their caregiving responsibilities. One of the best ways of doing this is through ensuring all disabled tamariki and rangatahi the ability to fully participate in education from early childhood through to secondary/tertiary level.

The building of a truly inclusive, accessible education system where every ākonga (learner) is resourced, supported and welcomed will both enable them to have an education so that they can fulfil their potential and their family/whānau/guardian caregivers the have the option of taking time off from caring.

DPA asks that a new deliverable be added to the health and wellbeing actions of promoting the need for a truly inclusive, supportive and accessible education system which enables family, whānau and aiga carers the ability to access paid employment or daytime respite.

DPA also supports the concept of a yearly National Carers Appreciation Day in principle, but we agree with the concerns raised by carers that it could be condescending and ineffective, especially if no differentiation is made between the role of paid and unpaid carers. 

DPA recommends that Government co-design the proposed National Carers Appreciation Day in partnership with a wide range of carers prior to any final decision on whether to proceed with it or not.

DPA recommends that if there is no consensus from the carer community about holding a carers day, then alternative options should be explored on the need to raise awareness within society about carers issues through, for example, government agreeing to fund ongoing nationwide awareness and responsiveness campaigns on this issue.

Needs assessments for carers 

It is essential that there is an accessible pathway for carers to have their own needs assessments or at least be properly included within them. As noted earlier, DPA welcomed the government’s announcements that all future assessments for MSD funded disability supports will include the ability to assess caregivers. 

In addition needs assessments for DSS for people aged 65+ should also include the ability for the carers of older disabled people to be assessed alongside the people they are caring for as well. 

An example of why needs assessments need to include the carers of older people is that in InterRAI assessments of older people, stressed carers can be identified but then nothing is done to find out why they are stressed and what help can be given to ward off poor carer wellbeing, residential care, and hospitalisations. These are the simple things that can be missed off in assessments, and this is why carers need to be individually assessed to ascertain their needs.

DPA asks that needs assessments for the carers of older people are also form part of all needs assessments for older people.

DPA also recommends that all disability and ageing needs assessments tools are based on the Enabling Good Lives principles.

Remodelling assessment tools using the Enabling Good Lives principles of self-determination, being person-centred, enabling ordinary life outcomes, mainstream first, easy to use and mana enhancing would enable both carers (including disabled carers) and the people they care for (including disabled people) to better identify what flexible supports they need to fully participate in society and sustain the caregiving relationship.

3. How can government work with communities to implement the Action Plan in the short, medium and long term?


DPA asks that government work alongside carers and peak caring organisations on the need to improve this draft action plan and its implementation.

DPA also asks that government enage with disabled people’s organisations (which include DPA), Māori disabled people’s organisations, disabled people, older people, Māori, Pacific, ethnic communities, women and other key stakeholders on the implementation of the action plan as we have members who are carers as well as members recieving care. 

Ensuring the Action Plan works: Data and Information, Governance and oversight
4. Is there anything else that agencies should consider when implementing current actions to ensure what is delivered meets the needs of family, whānau, aiga and individual carers?
5. Many of these actions are intended to form the basis for future actions. What should we consider as we review and form future actions?

DPA commends the inclusion of the deliverable on the need to develop a monitoring and reporting framework for this action plan.

However, there is a significant amount of data already available on issues relating to carers and caregiving, for example, on the national availability of respite services. 

DPA recommends that existing data and insights on the issues for carers is drawn upon first by government when developing policy.

By initially drawing upon existing data, government agencies will then be able to identify data gaps on carers and the issues facing them to inform the next rounds of research and policy development.

DPA has also been advised that government agencies often send surveys to carers about similar topics, highlighting inefficiencies in data collection across agencies. 

DPA recommends that government better coordinate research and data collation with both carer and disabled communities to avoid duplication.
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