	
	
	









November 2024

To Ministry of Social Development
Please find attached our feedback on Recommendations 5 and 6 of the Independent Review into Disability Support Services






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 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, 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
Background
DPA welcomes this opportunity to feedback to the Ministry of Social Development Disability Support Services (MSD DSS) on Recommendations five and six of the Independent Review into Disability Support Services (DSS).
DPA has previously shared with Whaikaha Ministry of Disabled People what we have heard about the experiences of disabled people following the March 18 changes to DSS, especially around the curtailing of flexibility through the imposition of more restrictive budgets for both DSS and Equipment and Modification Services (EMS) users. 
Through our member surveys and hui, DPA has heard that disabled people and their families and whānau have been extremely anxious and stressed by these changes. The main themes were:
· reduced social wellbeing for disabled people 
· loss of independence
· poorer health and safety outcomes
· loss of ability to purchase, replace or repair needed equipment
· loss of options for carer support and respite care
· loss of jobs and education opportunities
· concern about mental health and wellbeing.

More detail of our survey findings is here DPA survey results for disability funding changes – 19 April 2024
While there has been some degree of flexibility restored and other aspects clarified, these have still been insufficient when it comes to addressing the need for ongoing disability support that has been even more difficult to access this year. This has been the case for both disabled people and families/whānau who have flexible funding packages for needs like, for example, respite care, personal cares/support and community participation.
The recent decision by government to transfer oversight of DSS from Whaikaha to MSD exacerbated the anxiety and confusion of the disability community and sector. The short timeframe in which the change took place added another layer of stress for DSS users. DPA appreciated being able to send through the questions from the community and get responses from Whaikaha which we shared with our members.  Whaikaha responds to community's questions
However, DPA remains concerned that the funding boost will not adequately meet the increasing demand for DSS as the sector has been significantly underfunded for many years. [footnoteRef:4] We note that  NZ Disability Support Network (NZDSN) says that the issue is not so much one of cost blow outs but a failure by successive governments to allocate sufficient funding to enable the DSS system to meet both growing demand and the new ways of operating which have come about through system transformation via the Enabling Good Lives (EGL) approach.[footnoteRef:5] [4:  https://nzdsn.org.nz/government-cost-cutting-exercise-shows-lack-of-respect-for-disabled-people-their-families-and-support-workers/
 ]  [5:  https://nzdsn.org.nz/government-cost-cutting-exercise-shows-lack-of-respect-for-disabled-people-their-families-and-support-workers/
] 

The importance of the UNCRPD and the social model
In this submission, we answer the questions posed by the review with reference to the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) that DPA works to and to which New Zealand is a signatory.[footnoteRef:6] As a disabled persons organisation, we have a strong interest in its full implementation both at the international and national levels. [6:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities] 

The decisions that are made around the future of DSS will be a key test of government’s commitment to upholding the principles of the UNCRPD and to improving the lives of disabled people and their families/whānau in Aotearoa New Zealand.
Government’s obligations under the 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 UNCRPD and the New Zealand Disability Strategy (NZDS) which outlines how the Convention is to be implemented across government are both founded on the social model of disability.
The social model holds that it is society that excludes and disables people, not their impairments.[footnoteRef:7] In the social model, disability comes about when people with impairments interact with the disabling nature of the physical and built environment as well as the negative attitudes of non-disabled people within society. These serve to create barriers to the participation of people with impairments in the ordinary activities and structures of society. [7:  https://tikatangata.org.nz/human-rights-in-aotearoa/rights-of-disabled-people
] 

Under the UNCRPD, governments are charged with leading the removal of barriers that prevent the participation of disabled people. This should be done through having disabled people as co-design partners/stakeholders in all decision making which either directly or indirectly impacts on the disability community.
The March 2024 decisions on DSS and subsequent independent review were made with little or no input from disabled people, disabled people’s organisations, or members of the wider disability community including families/whānau.
Consequently, the outcomes of these reviews have not been fully informed by the lived experiences and views of disabled people and families/whānau/aiga as they should have been.
This leads us to our first key recommendation:
	Recommendation 1: that MSD DSS re-commit to ensuring the meaningful ongoing involvement of disabled people, whānau and the wider disability community in all decisions relating to DSS and other policy matters in line with the UNCRPD.



When it comes to the UNCRPD, all the general principles and articles are relevant to DSS given that they outline the rights of disabled people to full participation in society.
However, there are four articles of the UNCRPD that are specifically pertinent to DSS:
· Article 3 – General principles
The principles of the present Convention shall be:
a. Respect for inherent dignity, individual autonomy including the freedom to make one’s own choices, and independence of persons;
b. Non-discrimination;
c. Full and effective participation and inclusion in society;[footnoteRef:8] [8:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities
] 

· Article 9 – Accessibility
To promote other appropriate forms of assistance and support to persons with disabilities to ensure their access to information; [footnoteRef:9] [9:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities
] 

· Article 19 – Living in the community
States Parties to the present Convention recognize the equal right of all persons with disabilities to live in the community, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community, including by ensuring that:
a. Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;
b. Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;
c. Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs. [footnoteRef:10] [10:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities
] 

· Article 20 – Personal mobility
States Parties shall take effective measures to ensure personal mobility with the greatest possible independence for persons with disabilities, including by:
a. Facilitating the personal mobility of persons with disabilities in the manner and at the time of their choice, and at affordable cost;
b. Facilitating access by persons with disabilities to quality mobility aids, devices, assistive technologies and forms of live assistance and intermediaries, including by making them available at affordable cost; [][footnoteRef:11] [11:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities
] 

We now turn to answering the questions contained in the DSS survey.
DSS Survey responses
1. What is the role and purpose of Disability Support Services in disabled people’s and their whānau / families’, aiga and carers lives?

DPA views the role and purpose of DSS as facilitating and supporting the participation of disabled people in New Zealand life and that of our whānau, families, aiga and carers.
Enabling access to DSS for disabled people means that we can be involved in all aspects of everyday life including employment (both paid and voluntary), as well as education and training, recreational, sporting, cultural and social activities on an equitable basis with non-disabled people.
For example, the ability for a disabled person who needs support for personal cares including bedtime routines, bathing, dressing/undressing, eating, and administering medication is vital for their ability to participate in employment and/or community/family life.
Similarly, the ability for family/whānau/aiga/carers to access either respite care via in person support or to purchase equipment which enables a caregiver to effectively do the same while supporting someone in person, for example, through buying electronic devices which can be used with neurodiverse people, is important for the health, wellbeing and safety of disabled people, whānau, family, aiga and carers.
Respite care also enables disabled people and family/whānau/aiga/carers to have the ability to enjoy some free time away from one another and the stresses involved in caregiving.
According to Carers NZ research from 2022, just over half (52.5%) of all carers who responded reported that they had a disability or health condition themselves meaning that there are a considerable number of disabled people and people with health conditions who are also carers.[footnoteRef:12] [12:  https://carers.net.nz/wp-content/uploads/2022/07/State-of-Caring-Report-Aug2022.pdf
] 

For all the above reasons, DSS should work to support positive social and wellbeing outcomes for disabled people and their family/whānau/aiga/carers.
The end goal should be enabling a good life for all disabled people and their families/whānau/aiga/carers based on the UNCRPD principles of dignity, autonomy, choice and independence.
	Recommendation 2: that all DSS policy is guided by the principles of dignity, autonomy, choice and independence for disabled people and their family/whānau/aiga/carers.



2. Is the role of government agencies in supporting disabled people clear?  
 
DPA has heard from members that it is difficult for disabled people to navigate the various streams of funding and support available from government.

This has been a long-term issue that has existed across governments as the disability support system has grown across welfare, health, education, and housing. There is also the longstanding inequity that has arisen between disabled people who acquire impairment through injury who are covered by ACC and those without.

However, there have been moves made through the Enabling Good Lives (EGL) trials hosted in Canterbury and Mid-Central to pool funding from different government agencies into individual budgets.[footnoteRef:13]  [13:  https://manawhaikaha.co.nz/what-we-offer/personal-budgets/
] 


These budgets, prepared by disabled people, their families/whānau/aiga/carers with the assistance of navigators offers a new way of ensuring that disabled people and/or their families/whānau/aiga/caregivers can readily and flexibly access the support they need, when they need it.

DPA has long supported a nationwide roll out of EGL, and we are disappointed that this has been paused and would like to see a commitment to resuming previous work to roll out EGL. 

Q.3) How do you find navigating between different parts of government? 
As stated above, disabled people and their support networks often find it difficult navigating between various parts of government.
DPA was disappointed in the government’s decision to transfer responsibility for DSS from Whaikaha Ministry of Disabled People to MSD.
Disabled people have for years wanted to see disabled people having more influence over DSS policy and funding decisions - the previous government’s decision to transfer DSS to Whaikaha was undertaken in response to these calls. It marked a move away from having DSS delivered within a medical model context to one where the social model of disability would guide the system.
The development of navigator roles within EGL trials is just one way in which disabled people, and our families/whānau/aiga/carers can be successfully supported to move around the system.

Q.4) What supports would help make this easier? 

The restoration of greater flexibility would make using and accessing support easier.

Disabled people have provided flexible solutions in the past, but their implementation has been inconsistent as agencies have made decisions on whether to adopt flexibility or not.

It is also important to ensure that early intervention is properly resourced and implemented especially around obtaining assessments in a timely manner to determine the level of support and funding required for disabled people and their families/whānau and to prevent disabled people being forced to move into the highest needs categories before receiving the support they need.  When issues arise for disabled people in terms of anyone needing personal cares, household management or respite care, there need to be timely interventions to prevent the risk of poor health and wellbeing outcomes emerging, for example, through preventing social isolation or homes becoming too unhealthy to live in.

	Recommendation 3: that the importance of early intervention is properly recognised and fully resourced.



Q.5) What short-term actions, over the next one to two years, do you think would improve disability support services? 
Since the March 18 DSS changes, DPA has called for the following:

	Recommendation 4: there needs to be significantly increased investment in Disability Services and support in line with the flexible EGL approach.




Q.6) What short-term actions, over the next one to two years, do you think would help better manage the cost of disability support services to the Government? 

DPA recommends that wider fiscal costs are 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 costs of cuts can impact on other parts of government as well as be carried by families/whānau/aiga/carers, many of whom do not have the resources to fully support disabled people themselves. 
For example, we have heard of stories of 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. 
Another example is a disabled person who is a wheelchair user not being able to access a new wheelchair in a timely way. This means that disabled people in these situations could develop serious health conditions which need to be addressed as they may lead to, in the worst-case scenario, hospitalisations.
If a disabled person cannot access housing modifications through EMS for a new home to make it more accessible, this can mean that they may need to live in accessible temporary accommodation with support from MSD until modifications can occur. 
Alternatively, disabled people may be required to continue living in inaccessible, unhealthy and unsafe accommodation with families/whānau/aiga/carers which can pose risks to personal health and safety that may see disabled people and/or those supporting them in a worst-case scenario hospitalised or requiring health treatment (e.g. physiotherapy) if accidents happen. Mental health can also be adversely impacted.
We also heard post-March 18 of some disabled people and families/whānau either having dropped out of the workforce or feeling under pressure to do so following cuts to respite care and other supports. Having disabled people and carers/whānau drop out of the workforce creates negative impacts in terms of poorer health and wellbeing outcomes for both disabled people and carers, more people being taken out of the workforce and fewer taxes being paid to government.
All these factors create either hidden costs which are carried by families/whānau/aiga/carers and households or by other government agencies outside of DSS and wider society 
Q.7) Longer term, what changes do you think would help improve disability support services? 

For ideas on how a longer-term reconfigured DSS system could look, DPA recommends that MSD 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 [footnoteRef:14] which called for a fundamental overhaul of our disability system.  [14:  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. 

	Recommendation 5: that the recommendations of the 2022 report by Warren Forster Removing Disabling Experiences: A vision for the future of our people outlining the need for a fundamental overhaul of the disability system are picked up.




Q.8) What changes do you think would make disability support services fairer? 

DPA believes that fairness and equity are important considerations for DSS.
However, we have concerns that the definitions of ‘fairness’ and ‘equity’ can be re-defined to mean different things to different people.
If fairness is interpreted to mean that only the ‘highest needs’ disabled people should qualify for DSS resulting in funding being severely rationed and more people not receiving support, then we would oppose that definition.
DPA has heard from members, especially from the autistic community, that people in that community are anxious about thresholds to access DSS being raised and many people missing out on the support they need.
Retaining flexibility is also vital especially for people in rural areas who may have limited options for accessing respite care or support services, as well as for lower socioeconomic communities and for Māori, Pacific, ethnic and refugee communities.

Recommendation Five
Q.9) When you had your needs assessment done (or for the person you support), did the assessment do a good job of establishing the support required?  (for example, identification of support or reasonable timeframes to determine those supports)

The needs assessment process has benefits in terms of identifying the life that a disabled person and their family/whānau want to live.
[bookmark: _Int_unXeIpQN]However, as the requirement for needs assessments has been around for decades, many disabled people and families/whānau/aiga/carers have to come find the process more bureaucratic, time consuming, costly and frustrating. Privacy is another key issue as disabled people have expressed concern to DPA that their information was being shared between service providers without permission.
While the current conversation around DSS provision is taking place within a very difficult context, it offers us the opportunity to review needs assessment practices and provision.
We recommend that four things should happen around changing these processes.
The first is that the principles of UNCPRD and the social model of disability should inform all needs assessment processes.
This means that disabled people and/or their support networks should be able to identify what barriers they face to participating in society, and what is needed to help them lead autonomous, dignified and independent lives.
Assessments should be centered around what the disabled person wants in terms of supports so that they can identify what their real needs are, not just what the system thinks that they are.
The second change is that disabled people and/or their support networks should be able to request when they would like to be assessed or indicate when their circumstances have changed. 
Currently, the system works on the basis that assessments are conducted around when DSS requires it rather than when a disabled person and/or their support networks do. Having more choice and flexibility around when assessments happen for disabled people would be a good first step to improving the needs assessment system and prevent resources being wasted in repetitive needs assessments when there has been no change to a person's circumstances. 
The third is that disabled people and families/whānau are recognised as being different in terms of the impairments and needs that they have by assessors. It is pivotal that both the individual needs of disabled people and their family/whānau/aiga/carers are respected by the assessment process as even those living with similar impairments will have different needs.
Assessments should provide an opportunity for assessors to actively listen to disabled people around what they need, for example, in getting the right technology for employment or community participation or paying for a person to provide this support and give disabled people the opportunity to feedback on their assessments.
The fourth is that all notes from assessments are automatically provided to clients afterwards so that they can be checked for accuracy before any decisions are actioned.
We recommend this step as while we recognise that the right for people to consult their assessment notes is provided for within legislation, it is important disabled people and their families/whānau are provided with an opportunity to check what is written in assessment notes truthfully reflects what was stated at the assessment.
Incorporating an automatic right to see an assessor’s notes will also mean that disabled people and/or family/whānau will not have to go through the process of requesting their notes which, for some disabled people, can be triggering.
	Recommendation 6: that the principles of UNCPRD and the social model of disability inform all needs assessment processes.



	Recommendation 7: that disabled people and/or their support networks can request follow up assessments as their circumstances change. 



	Recommendation 8: that assessments notes are automatically provided to the disabled person and family/whānau being assessed afterwards.



Recommendation Six 
The following questions are about criteria and flexible funding of Disability Support Services.  
A.) What things need to be worked through in setting eligibility for flexible funding?  
One of DPA’s key questions is around what is meant by the term ‘highest needs?’ 
We are concerned that a move towards having a higher threshold for DSS would be detrimental for the wellbeing of disabled people and their families/whānau/aiga/carers. 
Restricting support to disabled people who are categorised in this way would mean greater restrictions being placed around who is eligible for individualised funding packages and support.
Effectively more disabled people and their families/whānau/aiga/carers will lose out on the support they need.  There is also concern that a move towards targeting support at disabled people with the ‘highest’ needs would also effectively represent the re-adoption by government of the medical model of disability. The medical model takes a deficit approach in that it views disability as being a biological deficit that every impaired person has which can only be resolved through medical interventions.[footnoteRef:15] [15:  https://www.digital.govt.nz/standards-and-guidance/design-and-ux/content-design-guidance/inclusive-language/disability-language
] 

Disabled people and their families/whānau may delay seeking support, drop out of the system altogether or have existing supports withdrawn from them. If any of these scenarios eventuated for disabled people and/or their families/whānau/aiga/carers in significant numbers, it would produce the disastrous outcomes we referred to earlier in terms of disabled people being unsupported. Their needs may increase to the point that they become 'high’ needs when it would have been more cost effective to provide the appropriate support at an earlier stage and more disabled people and carers/family/whānau/aiga may end up withdrawing from paid work and social participation, all of which will negatively impact both disabled people and wider disability community.  
B.) What could improve the coordination of services to match your    identified needs? 

C.) What can be done to improve assessments to establish the support required?
DPA has heard concerns from disabled people and families, especially carers, about funding packages not accounting for the fact that disabled people are also carers.
As noted in our response to question 1, over half the carers in this country are disabled people and people with health conditions supporting fellow disabled people and people with health conditions.
For this reason, we believe that the situation of whole families/whānau should be looked at holistically when assessing funding packages due to the fact that the safety and wellbeing of carers impact on disabled whānau members and vice versa. 
Again, we reiterate the importance of retaining flexibility so that disabled people and/or their families/whānau can utilise their funding in the way that best meets their needs, to minimise bureaucracy and to maximise creative and cost-effective solutions to supporting disabled people.
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