DISABILITY SUPPORT ADVISORY COMMITTEE (DiSAC)
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Disclosure of Interests: does any member have an interest they have not previously
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Disclosure of Specific Interests: does any member have an interest that may give rise
to a conflict of interest with a matter on the agenda?
DiSAC TOR to be considered and endorsed for Board approval.
Community Representatives to be endorsed for Board approval
BRIEFING PAPERS
CMDHB Disability Action Plan (Sanjoy Nand, Chief of Allied Health, Scientific &
Technical Professions)
Metro Auckland Disability Strategy Implementation Plan 2016-2026 – revised
version (Sanjoy Nand, Chief of Allied Health, Scientific & Technical Professions)
Review of Disability Support and Recommendations for DHBs (Sanjoy Nand, Chief of
Allied Health, Scientific & Technical Professions)
Fundamentals of Care Results for People with Disability (Sanjoy Nand, Chief of Allied
Health, Scientific & Technical Professions)
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Afternoon Tea
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REPORT
Disability Action Plan Update (Sanjoy Nand, Chief of Allied Health, Scientific &
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145

DISCUSSION
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Work Plan for DiSAC 2021/2022
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Next meeting: Wednesday 16 June 2021 @ CM Health, Middlemore Hospital, Exec MR1, Bray Building
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DiSAC MEMBERS’
DISCLOSURE OF INTERESTS
7 April 2021
Member

Disclosure of Interest

Lana Perese (DiSAC Chair)








Barry Bublitz (Mana Whenua)

 Director, International Indigenous Council for Healing Our Spirits Worldwide
 Patron - Management Team, Te Mauri Pimatisiwin (A Journal of Aboriginal and
Indigenous Community Health)
 Chair - Māori Research Review Committee
 Chair, Wikitoria King Whānau Trust
 Chair, Eva Newa Wallace Whānau Trust
 Secretary, Mataitai Farm Trust
 Turuki Health Care – Employee
 Co – Chair Mana Whenua Kei Tamaki Makaurau Board
 Co-Chair Kaitiaki Roopu: Whakangako te Mauri o te Tangata

Catherine Abel-Pattinson







Dianne Glenn

 Member, NZ Institute of Directors
 Life Member, Business and Professional Women Franklin
 Member, UN Women Aotearoa/NZ

Director & Shareholder, Malatest International & Consulting
Director, Emerge Aotearoa Limited Trust
Trustee, Emerge Aotearoa Housing Trust
Director, Vaka Tautua
Director, Malologa Trust
Director & Shareholder, Perese Wood Investments Limited

Director, healthAlliance NZ Ltd.
Board Member, International Accreditation NZ (IANA)
Member, NZNO
Member, Directors Institute
Husband (John Abel-Pattinson):
 Director, Blackstone Group Ltd
 Director and Shareholder, Blackstone Partners Ltd
 Director Blackstone Treasury Ltd
 Director Bspoke Group Ltd
 Director, Barclay Management (2013) Ltd
 Director, AZNAC (JAP) Ltd
 Director Chatham Management Ltd
 Director, MAFV Ltd
 Director Wolfe No. 1 Ltd
 Director, 540 Great South Motels Ltd
 Director Silverstone Property Group Ltd
 Director, various single purpose property owning companies
 Director and Shareholder, various Trustee Companies related to shareholding
in the above
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Life Member, Friends of Auckland Botanic Gardens and Chair of the Friends Trust
Life Member, Ambury Park Centre for Riding Therapy Inc.
Member, National Council of Women of New Zealand
Justice of the Peace
Member, Pacific Women’s Watch (NZ)
Member, Auckland Disabled Women’s Group
Life Member of Business and Professional Women NZ
Interviewer, The Donald Beasley Research Institute for the monitoring of the
United Nations Convention on the Rights of Persons with Disabilities.
 Member, Lottery Individuals with Disabilities Committee
Robert Clark (Mana Whenua)











Chair Manawhenua I Tamaki Makaurau Health Board
Member of Te Whakakitenga (Waikato/Tainui Tribal Parliament)
Depty Chair Waikato Tainui Appointments Committee
Depty Chair Huakina Marae Forum
Ngati Tiipa Lands/ Te Kotahitanga Marae Trustee
Chair Counties Maori Rugby
Crown appointed Tangata Kaitiaki for Waikato Awa and West Coast Harbours
Cultural Advisor for Counties Manukau Police
Deputy Chair of Te Hiku O te Ika
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REGISTER OF DISCLOSURE OF SPECIFIC INTERESTS
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Counties Manukau District Health Board’s
Disability Support Advisory Committee
Draft Terms of Reference
Recommendation
It is recommended that DiSAC:
Receive the Board paper proposing the terms of reference for the Counties Manukau DHB Disability Support
Advisory Committee
Note an earlier version of the terms of reference was presented to the Board at its 9 December 2020 meeting
and feedback received has been incorporated into this draft
Endorse the paper and the draft terms of reference to go forward to the Board to its 14 April 2021 meeting
for approval.
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical on behalf of Margie Apa, CEO
and Lana Perese, Chair of CMDHB DiSAC

Glossary
DiSAC - Disability Support Advisory Committee
Purpose
This paper is seeking endorsement for the draft DiSAC Terms of Reference to be presented to the Board for
approval.
Executive Summary
Under Section 35 of the New Zealand Public Health and Disability Act 2000, the CMDHB Board is required to
establish a committee to advise on disability issues, called the Disability Support Advisory Committee.
Between 2018 and 2020, this role was provided by a regional Disability Support Advisory Committee and in
late 2020 a decision was made to disestablish the Regional DiSAC. Each DHB would set up its own Disability
Support Advisory Committee.
The proposed terms of reference for this committee are included in Appendix 1 of the Board paper.
A previous draft of the terms of reference was presented to the Board for approval on the 9 th December
2020. The board requested the following changes be made and considered by DiSAC before re-presenting it
to the Board for approval.
 Membership to include two representatives from Mana Whenau I Taamaki Makaurau
 Disability community representation to include Disabled Maaori, Pasifika, Asian and youth and aged
sector
 Add statements to reflect the Committee’s role in effecting Te Tiriti o Waitangi obligations and achieving
equity for Maaori, Pacific and disabled people.
These changes have been included in the version in Appendix 1.
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Counties Manukau District Health Board
Disability Support Advisory Committee Terms of Reference
Recommendation
It is recommended that Board:
Receive the proposed terms of reference for the Disability Support Advisory Committee
Note that this paper was endorsed by DiSAC on 7 April 21 to go forward to the Board.
Note that an earlier version of the terms of reference was presented to the Board at its 9 December 2020
meeting with feedback provided which have now been reflected in the proposed terms of reference
Approve the terms of reference for DiSAC
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical on behalf of Margie Apa, CEO
and Lana Perese, Chair of DiSAC

Glossary
DiSAC - Disability Support Advisory Committee
Purpose
The purpose of this paper is to seek Board approval for the terms of reference for it’s Disability Support
Advisory subcommittee.
Executive Summary
Under Section 35 of the New Zealand Public Health and Disability Act 2000, the CMDHB Board is required to
establish a committee to advise on disability issues, called the Disability Support Advisory Committee.
Between 2018 and 2020, this role was provided by a regional Disability Support Advisory Committee and in
late 2020 a decision was made to disestablish the Regional DiSAC. Each DHB would set up its own Disability
Support Advisory Committee.
The proposed terms of reference for this committee are included in Appendix 1.
A previous draft of the terms of reference was presented to the Board for approval on the 9 th December
2020. The board requested the following changes be made and considered by DiSAC before re-presenting it
to the Board for approval.
 Membership to include two representatives from Mana Whenau i Taamaki Makaurau
 Disability community representation to include Disabled Maaori, Pasifika, Asian and youth and aged
sector
 Add statements to reflect the Committee’s role in effecting Te Tiriti o Waitangi obligations and achieving
equity for Maaori, Pacific and disabled people.
These changes have been included in the version in Appendix 1.
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Appendix 1
Terms of Reference
Disability Support Advisory Committee (DiSAC)
Establishment
The Committee is established by the Board of Counties Manukau DHB under Section 35 of the New Zealand
Public Health and Disability Act 2000 (“the Act”).
Purpose
As provided by Section 35 of the Act, the purpose of DiSAC is to provide advice to the Board on disability
issues.
Functions
The functions of the Committee are set out by clause 3 of Schedule 4 of the Act and are as follows:
(1) To provide advice on:
(a) the disability support needs of the resident population of Counties Manukau DHB; and
(b) priorities for use of the disability support funding provided.
(2) To ensure that the following promote the inclusion and participation in society, and maximise the
independence of disabled people within the DHB’s resident population:
(a) the kinds of disability support services the DHB has provided or funded or could provide or fund for
disabled people;
(b) all policies the DHB has adopted or could adopt for disabled people.
(3) To ensure that its advice is consistent with the New Zealand Disability Strategy.
Obligations to Te Tiriti O Waitangi
In carrying out its functions the committee will ensure that it upholds the obligations to Te Tiriti o Waitangi
by giving effect to the 3 principles of Te Tiriti, partnership, participation and protection. This will include,
enabling leadership of taangata whaikaha, partnership with Mana Whenua i Taamaki Makaurau and seeking
meaningful participation from Maaori. The committee will acknowledge and incorporate te ao Maaori,
maatauranga Maaori and tikanga Maaori in its work and advice.
Equity Statement
Counties Manukau DHB is committed to achieving equity in key health indicators for Maaori, Pacific and
communities with health disparities. This includes achieving equity for disabled people as the health
outcomes for disabled people in New Zealand are disproportionately lower. In carrying out its function, the
committee will support the DHB’s commitment to eliminating inequities for disabled people and enable
equity in access, choice and control and outcomes for disabled people.
Responsibilities
To carry out its functions, DiSAC will develop and operate under an explicit philosophy that values inclusion,
diversity, self-determination and equity for people with disabilities.
In particular, DiSAC will provide advice on:
1. The overall performance of disability support services delivered by, or through Counties Manukau DHB
2. The development of strategies and policies related to disability support services, disability issues and
health service provision for disabled people in the district, having regard to, as appropriate:
a. the United National Convention on the Rights of Persons with Disabilities.
b. the New Zealand Disability Strategy.
c. the Health of Older People Strategy and the New Zealand Positive Ageing Strategy.
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d. Whaaia Te Ao Maarama 2018-2022 - The Maaori Disability Action Plan
e. Faiva Ora 2016-2021- National Pasifika Disability Plan
f. the strategic planning processes of the DHB, including the Northern Region’s Long-Term Investment
Plan (LTIP), Information Systems Strategic Plan (ISSP) and Health Plan, and related consultation
processes.
3. The performance of disability support services against expectations as set out in the Annual Plan and
other relevant accountability documents, documented standards and legislation.
4. Issues related to the delivery of mainstream health services accessed by disabled people.
5. Contributions from a district perspective that can be made to the development and implementation of
regional and national policies related to disability services delivered by the DHB.
6. The development and maintenance of relationships with disability stakeholders to support district and
regional collaboration and co-ordination.
7. How the Board can effectively meet its responsibilities to deliver the Government’s vision and strategies
for disabled people including the relevant goals of the NZ Disability Strategy and Action Plan.
8. How to build capacity for Maaori and Pasifika to participate in the health and disability sector and advice
on how the sector can meet the needs of disabled Maaori and Pasifika, including Provider engagement
and capacity development.
9. The criteria, priorities and systems to be used in providing, auditing and monitoring disability support
services.
10. The management of risks relevant to the provision of disability support services.
11. Disability issues for the Counties Manukau District to DSS funder(s) through the Board, including
implications for strategic planning, prioritisation and funding decisions.
Note - Mental Health Services governance is provided by the Hospital Advisory Committee (for Provider arm)
and the Community and Public Health Advisory Committee (for Funder arm)
Accountability
The Committee is accountable to the Board of Counties Manukau DHB.
The Committee is advisory only, although the Board may specifically delegate to the Committee authority to
make decisions and take actions on its behalf in relation to specific matters.
Any recommendations or decisions of the Committee must be ratified by the Board (unless authority has
already been delegated to DiSAC).
The Committee may give advice or release information to other parties only under authority from the Board.
The Committee must comply with all relevant provisions of the Act, including requirements relating to
committee meetings.
Members of Committee must comply with processes and requirements of the Board, whether or not they
are Board members or external appointees.
Membership
The Committee shall comprise:




of up to five Board members, and
two representatives from Mana Whenua i Taamaki Makaurau
up to three external appointed members representing the disability community, including
representation from Maaori with Disabilities, youth and aged sector

At least 2 members of the Committee shall be Maaori.
The Board will appoint the Chair and Deputy Chair
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The Board will ensure that the Committee includes representation for Maaori, Pacific, Asian and Disabled
people.
Quorum
If the total number of members of the Committee is an even number, half that number; but if the total
number of members is an odd number, a majority of the members.
Frequency of Meetings
The Committee will meet five to six times a year

Conflicts of Interest
As required by clause 6(3) of Schedule 3 of the Act, prospective appointees to committees are required to
disclose existing and potential conflicts before they are appointed. Any subsequent conflicts must also be
declared, especially when funding matters are being considered.
Review
These Terms of Reference will be reviewed by DiSAC and the Counties Manukau DHB Board after one year
of operation and subsequently at least every three years.
Management Support
The DHB’s Chief of Allied Health Scientific and Technical will ensure provision of management and
administrative support to the Committee.
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Counties Manukau District Health Board’s
Disability Support Advisory Committee
Disability Action Plan 2019-2022
Recommendation
It is recommended that DiSAC:
Receive and discuss the CMDHB Disability Action Plan 2019-2022
Note that this action plan was initially developed in the late 2019 and has been reviewed this year to include
additional actions to reflect work that needs to be prioritised to improve accessibility and achieve equity for
disabled people with focused attention on improving outcomes for disabled Maaori and Pacific peoples
Approve the Disability Action Plan 2019-2022 to be used to guide the DHB’s work on disability service
improvement.
Prepared and submitted by: Cathy Qin, Organisational Development Consultant and Sanjoy Nand, Chief of
Allied Health Scientific and Technical

Glossary
DiSAC - Disability Support Advisory Committee
Purpose
This paper seeks guidance and approval from the DiSAC committee on the 3-year action plan to be used to
support improvement of healthcare services and outcomes for disabled people.
Executive Summary
The CMDHB Disability Action Plan 2019-2022 (Appendix 1) is a 3-year plan outlining work to support the
implementation of the relevant outcomes of the NZ Disability Strategy, outlined in our Metro Auckland
Disability Strategy Implementation Plan.
The plan was initially developed in late 2019 and has been reviewed this year.
The aim of the plan is to:
 Improve equity for disabled people
 Meet Te Tiriti o Waitangi obligations in the provision of disability services
 Improve accessibility of services and facilities for disabled people
 Increase choice and control for disabled people engaging with health services
 Improve the experience and outcomes for disabled people
 Positively influence attitudes towards disabled people and improve diversity and inclusion
 Employ more disabled people
 Improve training and education of staff on culturally appropriate care of disabled people
 Increase engagement with disabled community in design of services and facilities

Counties Manukau District Health Board – Disability Support Advisory Committee

7 April 2021

011

Appendix 1

Counties Manukau Health
Disability Action Plan 2019 - 2022
Our commitment to achieving health equity is to improve the
accessibility needs of disabled patients, community and staff.
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Our Commitment
“Our commitment to achieving health equity starts with shining light on those who need a voice. Our disability
strategy focuses on disabled people; they are our patients, whaanau, community and our staff – all carefully
considered in our action plan. Together we will improve the accessibility needs for everyone who has a disability.”
Sanjoy Nand
Chief Allied Health, Scientific & Technical Professions
We have made progress in many areas of accessibility for disabled people. There is more work to be done and this
action plan outlines the future direction of our commitment, and the priorities we will aim for in the next 3 years.
We will focus our efforts on improving accessibility needs, experiences, opportunities and outcomes for:
1. Patients, whaanau and community members who have a disability.
2. Employees who identify as having a disability.
Our action plan draws from multiple resources, work plans, and organisational strategies (Healthy Together). In
particular, we have incorporated the principles and goals of:
 The New Zealand Disability Strategy (2016-2026) and the Disability Action Plan 2019-2023.
 Te Tiriti o Waitangi - Working in partnership with disabled Maaori.
 Whaaia Te Ao Maarama 2018-2022 - The Maaori Disability Action Plan.
 Faiva Ora 2016-2021 - National Pasifika Disability Plan.
 The United Nations Convention of the Rights of Persons with Disability - To promote, protect and ensure
the full and equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities,
and to promote respect for their inherent dignity.
 The Metro Auckland Disability Strategy Implementation Plan - A regional approach to ensuring our
healthcare services are inclusive of people disabled people.
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Our Priorities
Our action plan will focus on the following outcomes:
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Our Patients, Whaanau & Community
“I’m fully committed to this action plan because it provides a real opportunity to make a difference for people with
disabilities. We aim to improve the quality of our work environment and this would enhance the experiences of
healthcare for all disabled people. We aim to provide more opportunities for staff with disabilities, to support their
goals and aspirations. Collectively, we are working together to achieve health equity.”
Jenny Parr
Chief Nurse and Director of Patient and Whaanau Experience
We are committed to making meaningful changes in the way patients, whanau and community members with
disabilities interact with our healthcare services. This means our services, facilities and buildings need to be
accessible so that disabled people can have an equal opportunity to access and enjoy the same health outcomes.

Actions

When

Develop CM Health Action Plan and identify priorities for improving accessibility and
equity

2019

Action Plan to be progressed and assessed through the Disability Support Advisory
Committee (DiSAC)

Ongoing

Engage with Maaori and Pasifika disabled people to co-design of services and facilities.
Disability Support Advisory Committee to have Maaori and Pasifika representation

2021

Regularly engage with the CM Health Consumer Council and other community
representatives of disability to ensure disabled people are represented

Ongoing

Review complaints, compliments and feedback from people who have a disability.
Receive and review reports on a regular basis

Ongoing

Review data from patient experience surveys to identify issues and improvement
opportunities to optimise care for disabled people

2021

Increase awareness and uptake of the Health Passport and explore the availability of
an electronic application.

2021

Increase the uptake of the eLearning training on Disability Responsiveness

2020

Develop and implement disability training that includes Te Ao Maaori and cultural
perspectives

2022

Increase the uptake of Cultural and Linguistic Diversity training (CALD 8).

2021

Collaborate with web accessibility experts to ensure CM Health’s websites are
meeting accessibility requirements.

2020
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Improve the availability of culturally appropriate disability support service information

2021

Ensure new services or facilities build will have a co-design approach. For example a
business case template will include a section on accessibility needs and how to seek
appropriate expertise

2021

Use accessibility audits undertaken previously of CM Health facilities to make ongoing
improvement and address gaps

Ongoing

Make the necessary improvements on all sites and ensure no access barriers. This
includes contracts for lease with providers contain no access barriers

Ongoing

Develop accessibility webpage to provide relevant resources, information and contact
people (champions) for support.

2021

Develop a disability steering group to ensure action plans are moving and relevant
stakeholders are held accountable.

Ongoing

Continue to include disability representative at the Health and Safety Executive
Meeting. Include accessibility in the agenda.

2021

Adopt culturally appropriate models for Needs Assessment and Service Coordination
(NASC) assessments

2022

Explore the process to amend the Purchasing and Procurement policy in collaboration
with HealthAlliance

2020

Accessibility criteria to be added to the procurement assessment and decision making
process.

2021
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Our People
“Counties Manukau Health is a diverse workforce that is reflective of the community they serve. We do this
because we are working together on achieving health equity. To achieve health equity means changing the way
we work, and we have to start with our people; our staff who have disabilities. It also means being kind to our
people and ensure inclusive work practices are threaded through the culture of this organisation. It is only through
diversity and inclusion that we will see equitable outcomes for all.”
Elizabeth Jeffs
Director of Human Resources
Our diversity and inclusion initiatives will reflect the changes we are making to enable better collaboration within
our workforce; bridging teams and services across the organisation. It is about promoting an inclusive work culture
and this requires us to improve our current practices; to be open about people’s accessibility needs and to be
committed to the wellbeing of our people.
Actions

When

Make necessary changes to CM Health’s job advertisements and encourage people
with disabilities to apply

2020

Review recruitment training for managers to increase awareness and inclusion of staff
with accessibility needs

2020

Deliver disability confidence training to the recruitment team

2020

Collect data on staff that identify as having a disability and provide any necessary
supports

2020

Continue to improve processes and accuracy on data capturing, for example use the
Washington Group measure

2021

Develop MyHR and MyPeople accessibility webpages to provide relevant resources,
toolkits and information for managers and staff with disabilities

2021

To work with relevant stakeholders to develop a Wellness Rehabilitation Action Plan
(WRAP) and incorporate this into the Health and Safety booklet.

2021

Make amendments to relevant policies to ensure accessibility needs are considered in
decision-making processes

2021

Review recruitment processes to ensure candidates with disabilities are included

2021

Identify opportunities to increase the number of disabled staff employed by CM
Health. Collaborate with external providers to ensure the pathway is inclusive

2021

Develop and deliver unconscious bias training and interviewing skills for hiring
managers

2021

Managers’ roles and responsibilities must reflect their support to accessibility and
inclusion among their teams

2022

Contact Us
If you have feedback or suggestions about this plan please contact us ask.HR@middlemore.co.nz
If you would like to be involved and be an accessibility champion, please contact us ask.HR@middlemore.co.nz
If you would like a copy of this plan, please contact us ask.HR@middlemore.co.nz
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Counties Manukau District Health Board’s
Disability Support Advisory Committee
Regional Disability Strategy Implementation Plan Review
Recommendation
It is recommended that DiSAC:
Receive the revised version of the Metro-Auckland DHBs Disability Strategy Implementation Plan 2016-2026
Note that this Metro Auckland regional strategic plan was developed in 2016 and as intended has had its first
review in 2020. The purpose of the review was to ensure any changes in the national direction or local
strategies are reflected in the strategic plan
Note that the revised strategic plan includes goals that represent the obligations to Te Tiriti o Waitangi and
improving the outcomes for taangata whaikaha as well as achieving equity for disabled people including
disabled Pasifika
Note that while the three Auckland Metro DHBs now have separate disability advisory committees, there is
interest in a unified regional disability strategy and this regional plan remains relevant to all three DHBs.
Endorse this plan to be used to guide the actions to improve disability services, experience and outcomes for
disabled people in our rohe noting that the document would be updated later this year as required to add
local context and make changes based on feedback from the engagement with the local disability community.
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical

Glossary
DHB - District Health Board
DiSAC - Disability Support Advisory Committee
Purpose
The purpose of this paper is seek endorsement from DiSAC to continue to use the Metro Auckland DHBs
Disability Strategy Implementation plan to inform the disability strategy and areas of priority. The attached
Strategic Implementation Plan has been revised in 2020 to include the expectation that the plan would
emphasise the need to effect the obligations to Te Tiriti o Waitangi and focus efforts on achieving equity for
taangata whaikaha and disabled people, including disabled Pasifika.
Executive Summary
The Metro Auckland DHBs Disability Strategy Implementation Plan is a 10-year plan (2016-2026) which
informs the disability strategy and work plan for the Auckland regional DHBs (Appendix 1 -Revised 2020, CM
Health version). The plan was initially developed in 2016 by Waitemata and Auckland DHBs, with CMDHB
adopting it in 2018 when the 3 DHBs took a regional approach to defining the disability strategy and areas of
priority. Prior to adopting the regional plan, CMDHB engaged with local disability communities to ascertain
local needs and advice to inform the areas of priority for CMDHB. From the engagement sessions in 2017, it
was established that the issues and areas of priority were largely similar for the metro Auckland DHBs, which
resulted in the CMDHB Board adopting the strategic plan developed by the 2 DHBs, now the 3 DHB regional
plan. Each DHB continued to develop a local action plan that outlined distinct pieces of work to reflect the
different starting points the DHBs were at with the disability work. The 3 DHBs also had a shared governance
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arrangement for disability advisory role until 2020, when a decision was made to disestablish the regional
DiSAC and replace it with local DiSAC. While the governance arrangements are now local, the desire to work
regionally and take a regional approach to the overall strategy and areas of priority remains. Hence the Metro
Auckland Disability Strategy Implementation Plan remains relevant to CMDHB.
As outlined in the plan, it would be reviewed twice during the 10-year period. The first review was scheduled
to occur in 2020. This review has been done and a revised version of the strategic plan is attached. The review
has addressed the key gaps around Te Tiriti o Waitangi expectations and achieving equity for disabled people,
including disabled Maaori and Pasifika. This review used a table-top process and it is recommended that a
further review be done by CMDHB in the first quarter of FY21/22 to include the local context and reflect any
advice from local disability community representatives.
The revised version of the Disability Strategy Implementation Plans focuses on the following outcomes:
 Obligations to Te Tiriti of Waitangi - Partnership, Participation and Protection
 Equity for Taangata whaikaha - gaps identified by the Wai 2575 inquiry
 Equity for disabled people
 Employment and economic security - DHBs as large employers aim to employ more disabled people
 Health and Wellbeing - improve health outcomes and disability support services
 Accessibility - eliminating barriers of access
 Attitudes - improving the experience for disabled people and being fully inclusive
 Choice and Control - enabling choice and participation and control in decision making including tinorangatiratanga.
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Appendix 1

Metro-Auckland District Health Board’s
Implementation of the New Zealand Disability
Strategy 2016-2026 (Revised 2020, CM Health
Version)
Waitemata & Auckland District Health Boards and
Counties Manukau Health have a shared vision of
being fully inclusive.
Being fully inclusive means ensuring the rights of disabled people,
eliminating barriers so that people can get to, into and around our
physical spaces; and everyone can access information and services that
they need.

The New Zealand Disability Strategy 2016-2026 provides a framework for organisations to focus on
enabling the full participation of disabled people. It has a vision of New Zealand as a non-disabling society
– a place where disabled people have an opportunity to achieve their goals and aspirations and all of New
Zealand works together to make this happen.
The Vision, principles and approach of the NZ Disability Strategy 2016-2026, with input from the disability
sector and disability community, have shaped our joint District Health Board (DHB)s Disability Strategy
Implementation Plan 2016-2026.
Our ten year implementation plan aligns with the timeline of the NZ Disability Strategy 2016-2026. There will be
two reviews of our Disability Strategy Implementation Plan during the ten year period – one in 2020 and one in
2023. These are an opportunity to ensure that the work being done is making a positive difference to disabled
people and is supporting our goal of being fully inclusive and non-disabling.

Counties Manukau District Health Board – Disability Support Advisory Committee

7 April 2021

020

New Zealand Disability Strategy 2016-2026
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The Disability Strategy identifies eight outcome areas The outcome areas that will contribute to achieving the vision of the Strategy are:
Outcome 1 – Education
We get an excellent education and achieve our potential throughout our lives
Outcome 2 – Employment and economic security
We have security in our economic situation and can achieve our full potential
Outcome 3 – Health and wellbeing
We have the highest attainable standards of health and wellbeing
Outcome 4 – Rights protection and justice
Our rights are protected; we feel safe, understood and are treated fairly and equitably by the justice system
Outcome 5 – Accessibility
We access all places, services and information with ease and dignity
Outcome 6 – Attitudes
We are treated with dignity and respect
Outcome 7 – Choice and control
We have choice and control over our lives
Outcome 8 – Leadership
We have great opportunities to demonstrate our leadership
All eight outcomes are relevant to the work of the District Health Boards and will drive our core work over the next
ten years. Our work will have a particular focus on five outcomes – Employment & economic security, Health &
wellbeing, Accessibility, Attitudes and Choice & control.

Influences
There are a number of other principles, disability strategies and action plans that influence the DHB’s
Implementation Plan. These include:
 Te Tiriti o Waitangi / The Treaty of Waitangi
 Disability Action Plan 2019-2023
 United Nations Convention on the Rights of Persons with Disabilities (UNCRPD)
 Whāia Te Ao Mārama: The Māori Disability Action Plan 2017-2022
 Faiva Ora: National Pasifika Disability Plan 2016–2021
 Auckland DHB, Waitemata DHB & Counties Manukau Health Annual Plans
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Te Tiriti o Waitangi
Te Tiriti o Waitangi (Te Tiriti) sets the expectations for the relationship between Te Tiriti partners, in particular
Crown or Government entities and Māori. The three principles of Te Tiriti are partnership, participation, and
protection. Despite Te Tiriti principles, Maaori continue to experience marked inequities in access to services,
health outcomes and satisfaction.
Disability in Maaori people
Maaori experience more disability than other population groups in New Zealand; the age-adjusted disability rate
for Maaori is 32% compared to 24% for non-Maaori. Almost one in four Maaori with a disability have high support
needs (23% compared to 14% for non-Maaori), but only 16% accessed MoH funded disability support.
A Maaori lens incorporated in the planning and provision of disability supports and services requires centring on
Maatauranga Maaori (Maaori knowledge systems) and tikanga Maaori (Maaori practices and customs), rather than
trying to adapt non-Maaori models. Central to this is recognising the importance of and incorporating holistic
models of hauora and oranga (health/wellbeing), rongoaa (medicines), karakia (prayers/ incantations), and
community input in care planning and provision.
Disability in Pasifika peoples
The issues in terms of recognising Pasifika peoples’ cultural values and ensuring partnership, participation, choices
and equity in health and disability provision are very similar to those experienced by Māori with disability. It should
be notes that while Pasifika cultures share some similarities in principles and concepts, they each have specific and
independent world views.
The family (āiga, kāiga, magafaoa, kōpū tangata, vuvale, fāmili) with its prescribed roles is the centre of the
community and provides identity, resilience, care and support. Care for family members with disabilities is often
informally provided within the family.
Pasifika people account for 6% of recipients of Ministry-funded disability support services relative to their 7.5%
contribution to the New Zealand population. Pasifika with disabilities are a relatively young population, with 42%
being aged 19 years or below. In adults, chronic diseases such as stroke, diabetes and ischaemic heart disease
contributed significantly more to disability, and at a younger age, than in other ethnic groups. The Auckland Region
accounted for nearly three-fourths of all recorded Pasifika people with disability.
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Achieving Equity for Maaori and Pasifika
In order to provide disability services that are responsive to cultural perspectives of Maaori and Pasifika people,
achieve equity and meet Te Tiriti obligations, the key actions for DHBs and Disability Services Providers include:
Uphold the principles of Te Tiriti o Waitangi, centre Maaori in governance and decision-making,
involve community and kaupapa Maaori providers, and develop strategies with Maaori that reflects
their needs and aspirations. Engage with Pasifika disabled community and include Pasifika in decision
making
Acknowledge and incorporate maatauranga Maaori (Maaori knowledge systems), tikanga Maaori
(Maaori practices and customs) and Maaori health models in planning and delivering disability
services.
Invest in regular collection, sharing and analysis of client level data to allow meaningful insight into
equity and choice for Maaori and Pasifika with disability.
Provide access to culturally appropriate information, tools and resources that are tailored to different
access needs and relevant for Maaori and Pasifika disabled person and whaanau.
Develop supportive and inclusive processes for needs assessment, navigation and service
coordination, to enable tino-rangatiratanga of Maaori and Pasifika with disability to actively
participate in healthcare choices and decision-making.
Support advocacy and whaanau decision-making, if desired, in planning disability support and services
at the individual client level.
Promote cultural safety, patient-centred care, and equity by increasing recruitment of Maaori and
Pasifika staff at all levels to plan/ deliver disability services and support kaupapa and Pasifika
providers of disability services.
Make training on Maaori responsiveness and disability responsiveness mandatory for all staff.
Record disability information for workforce, categorised by disability and ethnicity to ensure equal
employment opportunities for Maaori and Pasifika with disability.

Many of these principles are equally applicable to people with disabilities from other ethnic groups in whom the
western models of disability are at divergence with their world view, cultural beliefs and values.
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Disability Action Plan 2019-2023
The Disability Action Plan 2019–2023 (Action Plan) aims to deliver the eight outcomes in the New Zealand Disability
Strategy 2016–2026
The Action Plan responds to the main issues identified by disabled people, the Disabled People’s Organisation (DPO)
Coalition and government agencies working together. The work programmes are either directly related to
improving government funding and services for disabled people or bring a significant disability focus to broader
policy or work programmes. As a result, 25 work programmes have been included in the Action Plan, which will be
delivered by 14 government agencies and their partners.

In addition to the 25 work programmes in the Action Plan, government agencies have been asked to
commit to two cross-cutting issues: collecting better data about disabled people, and greater involvement
of disabled people in policy and service development. This builds on the commitments of government
agencies in the previous Action Plan to making public information accessible and improving employment
opportunities for disabled people in the public service.
The Disability Action Plan 2019-2013 can be found at the Office for Disability Issues website https://www.odi.govt.nz/disability-action-plan-2/

Values
The Values of Counties Manukau Health, Auckland and Waitemata DHBs reflect a shared vision for equity and
inclusion of disabled people in their care and in the design of patient facilities and services.
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Monitoring and Reporting
Work is underway at the Office for Disability Issues to ensure that progress toward achieving the outcomes of the
New Zealand Disability Strategy can be measured. This will involve the development of an Outcomes Framework
which will specify targets and indicators that will be regularly reported on. Work on this will include getting advice
from disabled people, the disability sector and other government agencies.

The metro-Auckland DHBs’ New Zealand Disability Strategy Implementation Plan 2016-2026 will be monitored
internally and progress of actions will be reported to the Disability Support Advisory Committee (DiSAC) on a
quarterly basis.
We will ensure that the DHB Disability Strategy Implementation Plan continues to align with the NZ Disability
Strategy, as well as other government strategies and action plans.

Current Priorities
The three metro-Auckland DHBs are committed to the vision of being fully inclusive and non-disabling. Current
work that will continue across the DHBs as part of their Disability Action Plans includes improving accessibility,
health literacy, enhancing the patient experience and achieving equity.

Outcomes
Of the eight outcome areas of the New Zealand Disability Strategy 2016-2026, there are five key outcome areas
that align with the work of District Health Boards.

Outcome 2:
employment &
economic
security

Outcome 3:
health &
wellbeing

Outcome 5:
accessibility

Outcome 6:
attitudes

Outcome 7:
choice &
control

We have security in our
economic situation and
can achieve our
potential

We have the highest
attainable standards of
health and wellbeing.

We access all places,
services and
information with ease
and dignity.

We are treated with
dignity and respect.

We have choice
and control over
our lives.
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Outcome 2: employment & economic security
We have security in our economic situation and can achieve our potential
1. Increase the number of disabled people in paid employment.
2. Increase the confidence of Hiring Managers to recruit disabled people.
3. Record the number of staff with impairments working for the DHB.
4. Ensure Diversity & Equity work includes disabled people.
5. Continue to progress the work of the Accessibility Tick Award

Outcome 3: health & wellbeing
We have the highest attainable standards of health and wellbeing.
6. Improve the health outcomes of disabled people.
7. Robust data and evidence to inform decision making.
8. Barrier free and inclusive access to health services.
9. Increased understanding of the support needs of people with learning disabilities.
10. Better understanding of the needs of Deaf people. This includes access to interpreters,
information available in NZSL and knowledge of Deaf culture.
11. Better support for young people moving from child to adult health.

Outcome 5: accessibility
We access all places, services and information with ease and dignity.
12. Barrier free and inclusive access to health services.
13. The principles of universal design and the needs of disabled people are understood and
taken into account.
14. Improve & increase accessible information across the DHBs.
Counties Manukau District Health Board – Disability Support Advisory Committee
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15. Ensure information is available in different formats, eg. Easy Read
16. Ensure physical access to DHB buildings and services, including signage and way finding.

Outcome 6: attitudes
We are treated with dignity and respect.
17. All health and well-being professionals treat disabled people with dignity and respect.
18. Disabled people and their families respected as the experts in themselves.
19. Provide a range of disability responsiveness training.
20. Promote the Disability Responsiveness e-Learning module to all staff.
21. Ensure disabled people are able to access supports that they need in hospital.
22. Increase cultural awareness of disability.

Outcome 7: choice & control
We have choice and control over our lives.
23. Engage regularly with the disability sector and community.
24. Ensure a diverse range of disabled people are identified as stake-holders.
25. Ensure the voice of disabled people from the community is included.
26. Enable supported decision making and informed consent.
27. Ensure services are responsive to disabled people and provide choice and flexibility.
28. Improve access to screening services for disabled people.
29. Continue the implementation of the Health Passport across the DHBs.
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Counties Manukau District Health Board
Disability Support Advisory Committee
Review of Disability Support and Recommendations for DHBs
Recommendation
It is recommended that the Disability Support Advisory Committee:
Receive the “Review of Disability Support and Recommendations for DHBs” report as strategic guidance for
services for people with disability.
Note the recommendations in individual sections of the Disability Review for phased implementation
across DHB services in annual planning cycles, dependent upon resources and other priorities.
Note that this review has been presented to the Regional Executive Forum and Regional Governance Group
Support a joint approach between DHBs for defining implementation priorities, identifying areas for
collaboration and developing a process for reporting of key indicators across the Northern Region.
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical

Glossary
DHB – District Health Board
NRA – Northern Region Alliance
Purpose
The purpose of this paper is to provide DiSAC the findings of a review of disability support systems and the
suggested recommendations from this review. Note the review is of the wider system impacting care and
support of disabled people rather than existing services delivered by the DHBs.
Executive Summary
This report which was commissioned by NRA and presents a comprehensive review of the national Disability
Strategy and aligned Action Plans, highlights issues with current funding arrangements and service provision
and reviews international “best practice literature to provide DHBs with practical recommendations to
improve:
 accessibility and inclusion of people with disability as patients, employees and partners in planning.
 alignment to the needs, cultural values and service expectations of Māori people with disability.
 hospital care of people with disability when accessing emergency, outpatient or in-patient services.
 transitions from paediatrics to adult services for young adults with disability.
 Collaboration on needs assessment, service coordination and provision (“one system” approach).
Many of the recommendations take into account and build upon the initiatives already in place within DHBs
and recognise the challenges posed by the current split in funding and governance arrangements. The
expectation is that a phased implementation of these recommendations within existing frameworks will
position the DHBs favourably to implement the planned roll-out of the Disability Systems Transformation
being tested in Enabling Good Lives prototypes and signalled in the NZ Disability Strategy (2016–2026), Whāia
Te Ao Mārama and Faiva Ora (2016–2021) and the more recent Health and Disability System Review.
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Note implementation of the recommendations will require both capital and operational resources. There are
some quick wins as well as some actions already in train at CMDHB.
Background
Refer to Appendix 1.
Equity
Māori adults with disability are over-represented in each major impairment category and live amongst the
most marginalised households in New Zealand. The existing disability model does not fully accommodate the
holistic and relational Māori worldview or recognise the importance of collective effort, cultural obligations
and whānau responsibilities.
Despite Te Tiriti obligations, Māori with disability continue to experience marked inequities in access to
services, health outcomes and satisfaction. The existing disability model does not fully accommodate the
holistic and relational Māori worldview or recognise the importance of collective effort, cultural obligations
and whānau responsibilities. There is lack of equitable Māori representation in the health and disability
sector workforce and lack of Māori input, tino-rangatiratanga or reflection of mātauranga Māori and tikanga
Māori into issues that affect Māori with disability. The number of culturally aligned or kaupapa providers that
support the Māori identity is small and many staff who provide mainstream services to Māori people with
disability are not fully aware of Māori values and cultural expectations.
These issues were raised as areas for redress in the Waitangi Tribunal for Stage Two of the Wai 2575 Health
Services and Outcomes Kaupapa Inquiry.
The Disability Review takes into consideration the issues that were raised in the Wai 2575 inquiry. The
recommendations to DHBs for commissioning and providing services for Māori with disability are based on
a framework of partnership, participation, protection, equity and options to meet Te Tiriti obligations and
address areas of concern in the disability review undertaken for the Waitangi Tribunal (WAI 2575),
Appendix 1
Review of Disability Support and Recommendations for DHBs
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DRAFT VERSION #5

Review of Disability Support
and Recommendations for
DHBs
Report for Northern Regional Alliance
Lalit Kalra (ADHB)
21 Jan 2021

This report presents a comprehensive review of national and district level disability strategies and
aligned action plans, funding arrangements, service delivery models, quality and governance
frameworks and reporting mechanisms across government agencies, statutory health and social care
services and NGO providers. Reports from the Ministries of Health and Social Development,
evaluations of DSS initiatives commissioned by government agencies and international “best
practice” literature has been incorporated into developing guidelines for District Health Boards to
facilitate commissioning and provision of integrated disability services aligned to the “Enabling Good
Lives” systems transformation vision of NZ Disability Strategy (2016-2026) and the Health and
Disability System Review (2020).
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Foreword – Insights from a person living with disability
In the middle of 2013, I was a Haematology Registrar, working towards my last major examinations
and a Fellowship in Ireland. Then, on July the 5th 2013, an unknown arteriovenous malformation in
my brain burst, instantly turning my world upside down. I underwent immediate surgery and a stay
in the Intensive Care Unit, before I woke up a week later to the screams of my 1 year old as he saw
me in a coma for the first time. I began a new life as a very different person, with a section of my
blood-flooded brain removed to save me. I now suffered from right-sided weakness as well as
serious apraxia and aphasia. Basically, I couldn’t walk, use my right arm, or communicate in any
form.
The disability services that were in place to help me initially were great. In Auckland City Hospital
where I was a patient there were physiotherapists, occupational therapists and speech therapists
ready to get me going again. Then there was a three-month stay in Rehab Plus, again with extensive
networks of people to support me. But those services were largely there to help the typical elderly
ischemic stroke patient get back to some form of life. I was 32, a mother, wife and someone who
had put 13 years into my medical studies- desperate to get back to those things- and the services in
place quickly began to run out. There were people trying urgently to keep giving me help within the
limitations of the system, not designed for on-going support it seemed. After my initial three month
stay at Rehab Plus, followed by about six months of outpatient physiotherapy and speech clinics,
there was nothing more they could do.
I was fortunate to be alive, but now left in uncharted waters with no guidance from anyone within
the disability system- if there even is such thing. Over the next 7 years I have relied on two things to
assist me- my contacts from life before 2013 and the kindness of strangers. We still had a little
money and an income as my husband went back to work as a teacher but had to privately fundraise
in order for me first to have intensive speech lessons. We were also helped by a medical charity
paying for childcare and physiotherapy as well as a number of former colleagues who were keen to
do what they could to keep me in the ADHB system- despite all of the huge challenges imposed by
the RACP. Basically- everyone was muddling along, trying to find ways to fund or supply
rehabilitation and support in whatever form they could manage. The only time we really
encountered anyone official who seemed to have a role focused on helping was in the form of a
wonderful health case manager from the New Zealand Medical Council
Now, seven and a half years later, I still rely on the generosity and help of people who have gone out
of their way to assist me. These include the Speech and Language Therapy training programme at
the University of Auckland, the Auckland Hospital day-care and the CMO of ADHB who has given me
a chance to do some on-going work for her. None of these things happened because of the disability
services in place within the DHB. If I hadn’t been in a privileged position before my stroke the only
thing I would have in terms of on-going support right now is a mobility parking permit.
People with disabilities are all so different. There must be some way for a system to be holistic and
flexible to deal with individual needs, rather than being so ‘One Size Fits All.’
Written by Leon Birt (husband) on behalf of Dr Joanne Scott.
https://www.youtube.com/watch?v=KjnG735NkRE
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Executive Briefing
The Strategic Context
The Ministry of Health defines disability as: “A person with a disability is someone who has been
assessed as having a physical, psychiatric, intellectual, sensory or age-related disability (or a
combination of these), which is likely to continue for minimum of six months and result in a
reduction of independent function to the extent that ongoing support is required”. In contrast, The
New Zealand Disability Strategy (2016-2026) defines disability as “Disability is something that
happens when people with impairments face barriers in society; it is society that disables us, not our
impairments, this is the thing all disabled people have in common.” This strategic shift in how
disability is seen underpins this review and its recommendations.
One in five New Zealanders self-reports to having some form of long lasting impairment. People
aged 65 years or over are much more likely to be disabled (59%) compared with adults under 65
years (21%) or children under 15 years (11%). In addition, an estimated 5% of NZ population is living
with long-term limitations in their daily activities as a result of the effects of psychological and/or
psychiatric impairments.
Contemporary models of disability align with the International Classification of Functioning,
Disability and Health (ICF), Human Rights Frameworks and the UN Convention on the Rights of
Persons with Disabilities. Disability is seen as a dynamic interaction between an individual (with a
health condition or impairment), contextual factors (environmental and personal factors) and sociopolitical constructs (independence, access, inclusion, equality).
The New Zealand Disability Strategy (2016-2026), Whāia Te Ao Mārama and Faiva Ora see the future
New Zealand as a society where people with disability are visible, acknowledged and respected on
an equal basis with others, feel valued and have equal opportunities to achieve their goals and
aspirations with dignity. The Strategy adopts a whole of life approach to social investment focusing
on eight key outcome areas of education, employment and economic security, health and wellbeing, protection of rights and justice, access to places, services and information with ease and
choice and opportunities to demonstrate leadership. It requires the cultural expectations (Te
Rangatira, Te Ao Māori, Te Ao Hurihuri) and mana (Ngā Tūhonohono) of Māori tāngata whaikaha to
be integral to the implementation of the strategy.

Limitations of existing Disability Support Services
1. People with disability and the disability sector have stated that the way the provision-led
Disability Support System operates makes it more difficult than is necessary for people with
disability and whānau to build good lives in the community. There are also concerns that the
needs of people with disability are not fully met despite an annualised 4% increase in
spending on disability across the Ministries of Health, Education and Social Development
over the last 10 years.
2. Split funding and governance arrangements for disability supports spread across
government agencies and DHBs, lack of common definitions or guidelines and arbitrary
distinctions between “disability”, “long-term conditions”, and “age thresholds” have
contributed to complexities in accessing disability support. The current funding system has
1
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also prevented effective strategic development, planning, provision or quality assurance of
disability services, which has disproportionately affected Māori and Pasifika people with
disability.
3. Māori adults with disability are over-represented in each major impairment category and
live amongst the most marginalised households in New Zealand. The existing disability
model does not fully accommodate the holistic and relational Māori worldview or recognise
the importance of collective effort, cultural obligations and whānau responsibilities. There
are only a limited number of culturally aligned or kaupapa providers that support the Māori
identity. Many staff who provide mainstream services to Māori people with disability are not
fully aware of Māori values and cultural expectations.
4. People with disability face exclusion at all levels. There is little meaningful participation in
determining priorities, design and provision of disability services and support. Vocational
training and employment opportunities are limited, even within the health and disability
sector. Very often, there are unrecognised barriers of access to physical spaces, information
and services relevant to meeting the health, social and employment needs of people with
disability.
5. The initial assessment is important for achieving good outcomes for people with disability.
There is significant variation in quality and the comprehensiveness of this assessment,
depending upon the knowledge, skills and abilities of individual Needs Assessment and
Service Coordinators (NASC) and the guidelines/processes of their parent organisations. The
lack of a consistent approach to needs assessment, navigation and service coordination has
disadvantaged some people with disability and resulted in uneven health outcomes or client
experience.
6. There are multiple providers for disability services in the community with overlapping
functions and variable quality standards for service delivery. There is lack of a “one system”
approach between government agencies, disability services providers and disability specific
organisations to ensure that strategic direction is shared and aligned across the elements of
the sector to support positive outcomes for people with disability.
7. Staff shortages exist in the disability sector and there is a need to increase both recruitment
and competencies of the existing workforce supporting people with disability. The workforce
culture needs to shift from a “managing the process” approach to a “person-centred” model.
Staff training is required to enhance specialist knowledge, cultural awareness and
organisational skills to support service models aligned to the NZ Disability Strategy.
8. The use of different systems for storing and collating disability related data across DHBs and
MoH contractors presents a challenge in accurately estimating the prevalence, unmet
disability support needs and quality of life outcomes in people with disability. The lack of
integration between different data sources and the non-availability of disaggregated data at
the population level prevents analysis of patterns and trends of needs in specific subgroups
required for planning and provision.

2
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Disability Support System Transformation
The government has embarked on a major Disability Support System transformation to address
issues identified with current disability provision. The guiding principle is that of Enabling Good Lives
(EGL), which espouses that people with disability have greater choice and control in tailoring services
and universally available supports to meet their specific needs for leading a meaningful life. EGL
based disability support models are being piloted in prototypes in Christchurch, Waikato and the
Mid-Central region, with the plan for national roll-out informed by these initiatives.
The main components of the EGL transformation are: a) co-design for planning, delivery, monitoring
and evaluation of disability systems, supports and services; b) single pool of all funding which is
controlled by the person with disability and family/whānau; c) independent facilitation (navigation)
to support choices and create an individualised plan using all supports and funding available. The
needs assessment and funding allocation functions of NASC organisations will be replaced by
independent facilitation and funding as two separate functions in separate organisations.
The evaluations have shown that:
1. All models were very successful in meeting the primary outcome of enabling people with
disability to lead meaningful lives. Key determinants of good outcomes were flexibility and
freedom to make decisions, individualised supports, self-managed personal budgets and
independent facilitation. Māori uptake and engagement were significantly increased and
there were strong relationships with the Whānau ora providers.
2. The funding and governance requirements of the transformed system exceeded current DSS
arrangements. Inclusion of all funding in a single pool presented significant challenges.
Whilst DSS funding could be individualised, other funding such as Disability Allowance,
Employment Support, Mobility Schemes could not be disaggregated or required change in
legislation.
3. The role of DSS, NASCs, Equipment and Modification Service organisations, and other
organisations which allocate resources will need to change substantially, as will the
governance/operational aspects of existing DHB services. The move away from volume
contracting by MoH/DHBs to individualised budgets with dispersed purchasers/providers will
challenge business models of established providers, especially the highly specialised and
high costs services which depend upon relatively stable and predictable national contracts.
4. System level differences in priorities, working practices and reporting lines between
facilitation/navigation and funding teams with no single point of accountability
compromised effectiveness, efficiency and user satisfaction. There were risks of
fragmentation of the support workforce, difficulties in applying uniform terms and
conditions for the employment of support workers and challenges in professional
development of a dispersed workforce.
5. There were difficulties in collecting reliable disability outcomes data and significant issues in
maintaining privacy and confidentiality of service users, especially when sharing data across
agencies. This impacted upon planning, monitoring, evaluation of effectiveness and funding
implications of the transformation models.
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Principal Recommendations for Northern Region DHBs
The key priorities to achieve the NZ Disability Strategy vision of an inclusive society in which disabled
people have equal rights, choices and control over their lives with respect and dignity are:
1. Accessibility and inclusion
2. Te Tiriti obligations and cultural responsiveness
3. Safe and effective hospital care
4. Improving health outcomes and client experience
5. Coordination and collaboration across providers and stakeholders
The principle recommendations to achieve these priorities have been summarised. Each section of
the overview includes further detailed recommendations to strengthen support of people with
disability.
1) Accessibility and inclusion:
Recognising people with disability as equal members of a diverse community and ensuring that all
places, policies and processes incorporate the capacity to accommodate diversity is an important
step toward increasing accessibility and inclusion. Improving access and inclusion is not only about
physical design or appropriate signage; it also includes organisational barriers to healthcare or
employment resulting from policies, processes and attitudes. With this as background, DHBs should:
1. Ensure participation and leadership from disabled people in determining priorities, design
and provision of services and support which is aligned to their needs with fairness, equity
and consistency.
2. Support the Accessibility Tick Programme by ensuring that annual accessibility audits of the
existing physical environment take place and appropriate access, signage and way finding
principles are included in any renovations, new builds or other structural decisions.
3. Extend Accessibility Tick standards to community settings and include services, teams and
other community partners that contribute to providing healthcare services in the
Accessibility Tick accreditation process.
4. Support people with disability in accessing healthcare by implementing processes to gain
information on accessibility needs at the time of booking appointments so that preparations
can be made in advance to make the hospital/clinic environment as accessible as possible.
5. Adopt a collaborative approach to promoting processes for recruitment and retention of
people with disability by harmonising policies, position descriptions, advertising formals and
training on disability awareness/interview techniques for recruitment managers.
6. Encourage self-declaration of access needs and share opportunities for training,
employment and career progression of people with disability across DHBs.
7. Monitor, share and review information on the numbers, seniority and turnover of
employees with disability for ensuring equal opportunities and employee support.
2) Te Tiriti obligations and cultural responsiveness
There is a tendency to attribute negative health outcomes in Māori and other indigenous people to
failures in engagement and compliance, without fully appreciating how the dominance of western
biomedical models and effects of colonisation disempower indigenous knowledge, holistic world4
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views and social collectivism. To meet Te Tiriti obligations, expanded by the Waitangi Tribunal
Report (WAI 2575), DHBs should:
1. Seek meaningful participation and leadership from Māori people with disability in
determining priorities and planning, monitoring and evaluation of systems and services.
2. Acknowledge and incorporate Māori health models, mātauranga Māori and tikanga Māori in
planning and delivery of disability services.
3. Develop inclusive processes for needs assessment and service coordination that recognise
the role of whānau and enable tino-rangatiratanga of Māori with disability in healthcare
choices and decision-making.
4. Increase recruitment of Māori staff at all levels to plan/deliver services and support kaupapa
Māori providers of disability services, wherever possible or requested.
5. Make training on Māori responsiveness mandatory for all staff involved in healthcare and
monitor timely completion of training by different staff groups.
6. Develop pathways for receiving feedback and disseminating information on systems
performance to Māori people with disability, whānau, and kaupapa service providers to
assist co-design, governance and quality assurance of provided services.
7. Recognise the importance of collective effort, cultural obligations and whānau
responsibilities by providing education, training, incentives and resources for informal carers
in Māori communities, co-designed with tāngata whaikaha and whānau.
3) Safe and Effective Hospital Care
To achieve an effective, fair system of general health care for people with disabilities, who also
happen to have health problems and need hospital care, DHBs should ensure:
1. Reasonable adjustments that are individualised, anticipatory, responsive and flexible so that
any intervention takes full account of the health, communication and support needs of the
person to achieve the best possible health outcomes.
2. Balanced view of all available treatment options that do not make assumptions of the
person’s quality of life and, wherever possible, involve patients actively in choosing options
and ceiling of treatment or resuscitation decisions.
3. Staff behaviours that are respectful, compassionate, non-judgemental and staff are trained
on disability related risks, communication, legal, rights, discrimination and privacy issues.
4. Family and whānau are acknowledged as healthcare partners within privacy rules, their
contributions are respected and they are supported for visiting and being on the wards.
5. Effective systems in place to anticipate, record and manage risk of adverse events in
patients, especially those with communication, intellectual and cognitive disability.
6. Processes for early and appropriate response to any concerns raised by the patient, carers,
families, whānau or staff and to facilitate independent advocacy, particularly when there are
difficult or contentious decisions.
7. Mandatory Disability Awareness Training for all hospital staff who have direct patient
contact on disability and disability related issues, communication, increased patient safety
5
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and safeguarding requirements and the rights of disabled people including the right to
autonomy, equality, non-discrimination, privacy and confidentiality.

4) Improving health outcomes and client experience
DHB policies and planning should emphasise early use of rehabilitation to maximise abilities and to
reduce the level and/or impact of disability. Unmet rehabilitation needs restrict activity and
participation, decrease quality of life, increase dependency on services and informal supports, cause
preventable deterioration in health and result in inappropriate hospitalisation. There is good
evidence that decentralisation and early transition to community rehabilitation is associated with
good health outcomes and patient experience. To maximise rehabilitation effectiveness, efficiency,
and patient experience, DHBs should support:
1. Development of tertiary services at a regional level for highly specialised areas such as brain and
spinal injury, severe neuro-behavioural conditions, complex disability needs requiring specialised
assistive technology and specialist vocational rehabilitation.
2. Early specialist rehabilitation and community reintegration for patients with moderate needs
that includes in-patient rehabilitation services which are co-located with acute services and
provision for early supported discharge.
3. Intermediate multidisciplinary rehabilitation in the community to support early discharge from
hospital or prevent hospital admission for specialist rehabilitation in the absence of acute needs.
4. Easy accessibility and prompt availability of community services for specialist assessments and
rehabilitation of people with disability that are not limited by complex referral processes, staff or
skill shortages and inaccessible locations.
5. Provision of vocational rehabilitation services with early access to vocational advice,
multidisciplinary intervention and proactive case management by a dedicated multidisciplinary
team skilled in vocational rehabilitation.
6. A systematic transition process between childhood to adult and adult to old age services
underpinned by formal guidelines and policies outlining the transition process. This process
needs to have clear referral pathways with designated clinician accountability and oversight by a
transition committee which includes clinicians, relevant professionals and service users.
7. Needs assessment and service coordination in hospital and community that allows people with
disability to have choice and control over goals, decisions, services and supports which are
culturally appropriate for independent living and community participation.
8. Timely and appropriate provision of assistive technology, equipment and adaptations to
home/community environments that support independence, facilitate caregiving, maintain
health and improve quality of life for people with disability and caregivers.
9. Support Primary Care in health maintenance of people with disability with funding that enables
reasonable adjustments such as extra time and resources that allow patient’s communication,
physical or behavioural needs to be met during appointments and disability awareness training.
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5) Coordination and collaboration across providers and stakeholders
Coordination and collaboration across stakeholders in the current health environment presents
significant challenges because of the multiplicity and complexity of funding and governance
arrangements for disability services, which are split between MoH and DHBs. This has been
acknowledged in the Health and Disability System Review, with the recommendation for “one
system” approach for the future. To deliver this “one system” vision effectively and efficiently, DHBs
should work towards establishing a joint forum with relevant stakeholders for strategic collaboration
and service coordination. The functions of this forum should be to:
1. Provide a platform for timely inter-organisation communication, consultation and
coordination of planning and provision that facilitates implementation of the NZ Disability
Strategy, Whāia Te Ao Mārama, Faiva Ora and other associated Action Plans.
2. Define a framework for inter-sectorial collaboration with shared definitions, guidelines and
processes for navigation, assessment and service coordination. This should include
management of disabled people with complex needs who cross organisational boundaries.
3. Develop mechanisms and protocols for conducting relationships between community
organisations, Māori and Pasifika peoples’ groups, service providers, voluntary groups,
PHOs, DHBs and other public sector agencies.
4. Maintain an inter-active, multimedia and accessible platform for up-to-date information on
disability, disability services, advocacy and navigation for accessing services. Ideally, a single
agency should be delegated to manage the resource on behalf of others in the system.
5. Agree to a Quality Standards Framework applied across all providers to ensure safety and
quality of services for people with disability. In applying standards, ‘proportionality’ needs to
be recognised across organisational size and scope of services.
6. Take a common approach to structured staff training on Māori and Pasifika cultural safety
and responsiveness underpinned by sharing of cultural resources and expertise across
organisations.
7. Enable people with disability, families, whānau and communities to provide feedback on
processes, services and gaps that need to be addressed using a “one system” approach.
8. Develop a collaborative approach to monitoring, reporting and reviewing health outcome
indicators, client experience and system-wide process measures for improvement.
9. Forward plan for resolving governance, operational, workforce and inter-agency
collaboration issues that will arise from the planned implementation of Disability Systems
transformation and the Health and Disability Services Review.
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Framework of Services for People with Disabilities

Definition of Disability
The Ministry of Health’s definition of disability is:1
“a person with a disability is someone who has been assessed as having a physical, psychiatric,
intellectual, sensory or age-related disability (or a combination of these), which is likely to continue
for minimum of six months and result in a reduction of independent function to the extent that
ongoing support is required. It does not include people in whom impairment can be eliminated by use
of an assistive device or disability is a result of personal injury by accident for which eligibility for
cover and entitlement has been confirmed under the Accident Insurance Act.”
This definition is not without its limitations in the wider context of people with disability living in
society. These limitations are recognised in the NZ Disability Strategy,2 which defines disability as:
“Disability is something that happens when people with impairments face barriers in society; it is
society that disables us, not our impairments, this is the thing all disabled people have in common.”
This strategic shift in how disability is viewed underpins this review and its recommendations.
The diversity of disability
One in five New Zealanders self-reports to having some form of long lasting impairment. People
aged 65 years or over are much more likely to be disabled (59%) compared with adults under 65
years (21%) or children under 15 years (11%). In addition, an estimated 5% of NZ population is living
with long-term limitations in their daily activities as a result of the effects of psychological and/or
psychiatric impairments.
The disability experience of individuals varies greatly depending upon the interaction between
health conditions, personal characteristics and environmental factors. Disability can be classified in
different ways based on conceptual models (e.g. medical, professional, social, empowering), age
(e.g. paediatrics, adult or old age), diagnostic categories (e.g. developmental, neurological,
musculoskeletal, vascular), causation (congenital, acquired, injury or long-term condition), or
impairments (intellectual, behavioural, physical, functional or social) to fit in with the management
objectives for health and social care needs or funding arrangements. Regardless of age, type or
causation, disabilities have an intertwined effect on physical, mental, psychological and emotional
well-being, which affects all aspects of a person with disability’s function, activity and participation.
It is recognised that no one professional group, discipline, service or agency has all the knowledge,
skills or resources required to assess or support all the challenges that people with disability, their
families and whānau have to overcome in day to day living. It also needs to be acknowledged that
over-professionalised models of disability (e.g. the medical or the professional model) often result in
the most important aspect – how life is lived from the viewpoint of the disabled person – becoming
marginalised. On the other hand, models oriented towards inclusion and participation (e.g. the social
or the consumer models), may underestimate the interaction between health and disability or miss
opportunities for minimising the effects of impairments by rehabilitation or assistive technology.
8
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Giving disability “specialist status” away from the mainstream excludes disabled people from normal
community functioning and participation, further contributing to their psychological, social and
economic isolation. It is important to remember that disability does not equate to poor health and
many people with disability do not consider themselves to be unhealthy. 40% of respondents with
severe or profound disability in the Australian National Health Survey rated their health as good,
very good, or excellent.3

Conceptual Models underpinning Disability
The medical model holds that disability results from an individual person’s physical or mental
limitations and seeks solutions by focusing on minimising the impact of these limitations on the
individual. It largely lacks a social or environmental context. The expert/professional model is a
refinement of the medical model and underpins the traditional rehabilitation-focused response to
disability issues. Professionals play a ‘gatekeeping role’ and follow a process of identifying
impairment and its limitations using the medical model and taking the necessary action to improve
the position of the disabled person. Although there is a risk of producing authoritarian systems that
can limit choice, collaborative relationships with the disabled person can prove empowering.
The transition from an individual, medical perspective to a structural, social perspective has been
described as the shift from a “medical model” to a “social model” in which people are viewed as
being disabled by society rather than by their bodies.4 The social model views disability as a
consequence of environmental, social and attitudinal barriers that prevent people with impairments
from maximum participation in society.
The medical model and the social model are often presented as dichotomous, but disability should
be viewed neither as purely medical nor as purely social: persons with disabilities can often
experience problems arising from their health condition interacting with environmental constraints.
This concept underpins the social adapted model which incorporates elements of the medical and
social models to adopt a balanced approach giving appropriate weight to the different aspects of
disability.5
The International Classification of Functioning, Disability and Health (ICF) conceptual framework
describes functioning and disability as a dynamic interaction between health conditions and
contextual factors, both personal and environmental.6 Promoted as a “bio-psycho-social model”, it
represents a workable compromise between medical and social models. In the ICF model, problems
with human functioning are categorized in three interconnected areas:


impairments are problems in body function or alterations in body structure



activity limitations are difficulties in executing activities



participation restrictions are problems with involvement in any area of life

Disability arises from the interaction between an individual (with a health condition) and that individual’s contextual factors (environmental and personal factors). In recent years, this model has
been refined to focus on independence and inclusion, based on a human rights framework as a
socio-political construct (the Rights-based Model).
9
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Funding of Disability Services
Funding for disability supports is spread across 10 different government agencies, the main funders
for non-accident related disability being the Ministry of Health (MoH), Ministry of Social
Development (MSD) and the Ministry for Education (MoE). Under the New Zealand Public Health
and Disability (NZPHD) Act 2000, the MoH takes two approaches to meet the health and well-being
needs of people with disability living in the community:
1. Provision as part of general health services provided by the DHBs, with the expectation that
these general services and other system-wide supports will also meet the disability needs of
people. DHBs are required to have a Disability Support Advisory Committee (DiSAC) to
advise the Board on the disability support needs of the resident population and set priorities
for funding for disability.
2. Specific Disability Support Services (DSS) for people with disability who meet the MoH
eligibility criteria. The Ministry of Health has a purchasing role for the procurement and
provision of disability support services (worth around $1.2 billion per year) under the NZPHD
Act, which is generally for those under 65 years of age.
Disability support services (DSS) from MoH are limited to people who meet the Ministry of Health’s
definition of disability.1 DSS funding specifically excludes long-term health conditions, mental health
conditions, conditions more commonly associated with aging and those caused by accident or injury,
which are covered by ACC.7
The MoH funds disability support services for about 36,000 disabled people mostly under 65 years of
age and equipment or modification services for 70,000 disabled people of all ages nationally. The
DHBs address the long-term support needs of people with chronic health (numbers unknown)
mental health (estimated 23,300 people) and age-related residential care (estimated 31,900 people)
or home and community support services (estimated 65,000) for disabled people over 65 years of
age.8

Consequences of split funding arrangements for disability
There is inconsistency between the expectations of legislation (promotion of inclusion and
participation) and the prescriptive nature of the purchasing guidelines for DSS procurement imposed
by the strict MoH eligibility criteria. For example, continence needs associated with disability are not
provided for by DSS but by mainstream DHB provision; DSS will provide mobility equipment to a
person who is unable to manage getting around their home or work, but not provide mobility aids
required for community participation or leisure activities outside the house. These inconsistencies of
provision are compounded by the lack of common or standardised tools for needs assessment across
NASC providers and limited flexibility within service coordination processes to accommodate
individual need, choice or cultural practices.
The decision to separate DSS funding from health services provided by DHBs is based on the
Disability sector’s concern that potential medicalisation of disability by DHBs may favour impairment
and function optimisation over social participation and inclusion.9 In practice, this translates into
DHBs still being responsible for delivering the bulk of health and community services to people with
10
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disability but disability-specific needs being assessed and services to meet these needs being
procured by other agencies directly contracted by the MoH. In addition, the distinction between
“disability” (assessed and supported by DSS contractors) and “long-term conditions” (supported by
DHBs) remains arbitrary, with many disabled people with long-term conditions falling between the
gaps of MoH and DHB responsibilities. This ideologically driven fragmentation of services does not
have the capacity to accommodate the dynamic and changing relationship between health,
impairments, environment and disability, as recommended by the preferred international model for
disability provision.6
The NZPHD Act envisaged devolution of all of DSS funding from the MoH to DHBs over time.10 This
has not happened despite the acknowledgement that many disability support services are provided
as “one size fits all” service contracts currently, and not tailored to the individualised needs of
people with disability.11 There is also awareness that the age-based split for DSS funding may not
always be in the best interests of people with disability; for example in those who turn 65 years but
do not have issues relating to ageing or those under 65 years, especially Maori and Pasifika people,
in whom disability is a consequence of early aging due to multiple co-morbidities.12 Finally, not
having a consistent approach for assessing the type, extent or needs related to disability and
different systems collation/retention of disability related data across DHB (interRAI) and MoH
providers (SOCRATES) presents a challenge in the accurate estimation of health or social care needs,
adequacy of support, unmet need and equity of provision between different subgroups of people
with disability.13
With no follow-through of the intention on full devolution to DHBs and no formal evaluation of the
impacts of a split DSS system, the existing complex funding and contracting arrangements for DSS
shared between the MoH and DHB have prevented effective strategic development, accountability
and governance of planning, provision, quality, and outcomes of disability services. From a Māori
and Pasifika perspective, there is evidence that these issues have significantly contributed to
inequity of autonomy, choice and responsive to cultural values and practices for Māori with
disability.14

Disability and the Health Sector
Disability has many dimensions that are influenced by socioeconomic, cultural, housing, health and
safety on roads and workplaces, education and health factors.15 Prevention of disability and its
impact on the society require long-term collaborative planning and action at the national level which
is out of scope for this review.
The health system, however, has responsibility for minimising personal and contextual factors
contributing to disability in individuals to enable independence, equity and inclusion. Preservation
of body structure and function requires timely actions to detect health problems that can lead to
disability at an early stage, facilitate cure by appropriate medical, surgical or mental health
interventions, minimise impairment by rehabilitation and maximise function by appropriate aids and
equipment provision.
The health and disability system can also modify environmental and personal support factors to
improve outcomes for persons with disabilities. Realistically achievable modifications include:
11
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accessible design of the physical environment of health and disability services;
signage to benefit people with sensory impairments when accessing health and social care
environments;
reducing organisational barriers to accessing health, rehabilitation, and support services;
provision of services and supports to maximise independent living that are culturally
appropriate and tailored to the needs of individuals; and,
increasing opportunities for work and employment for persons with disabilities.

Environmental factors within health services include a wider set of issues beyond access to physical
spaces, signage or provision of appropriate information. Policies and service delivery systems,
including the rules underlying service provision, can also be obstacles.16 For example, organisational
barriers in accessing health and disability support services such as waiting lists and complex referral
systems that do not take into account the needs of persons with disabilities lead to unintended
discrimination. Similarly, lack of knowledge and attitudes in the health and disability workforce
resulting in poor communication or discrimination affect all areas of service provision.17
The guiding principle for delivering the NZ Disability Strategy and its associated Implementation
Action Plans should be to provide care with choice, dignity and support to people with disability
during acute illness or injury, easily accessible and timely professional interventions to minimise the
impact of impairments (rehabilitation), and, finally, support in the community to lead the life they
aspire to with choice of equipment, supports and services best suited to their needs, circumstances
and ambitions (independent living with dignity). While there may be a need for more services, there
is also need for better, more accessible, flexible, integrated and well-coordinated multidisciplinary
services, particularly at times of transition such as between child and adult services. Existing
programmes and services need to be reviewed to assess their fitness for purpose and to make
changes that improve their relevance, effectiveness and efficiency. The changes should be based on
sound evidence and adapted to local populations, cultural expectations and social contexts.

References:
1. Statistics New Zealand. (2014). 2013 New Zealand Disability Survey. Retrieved from
http://www.stats.govt.nz/browse_for_stats/health/disabilities/2013-disability-survey.aspx
2. Ministry of Social Development, New Zealand Disability Strategy 2016–2026
https://www.odi.govt.nz/nz-disability-strategy/about-the-strategy/new-zealand-disabilitystrategy-2016-2026/
3. National Health Survey 2007–8: summary of results. Canberra, Australian Bureau of Statistics,
2009.
4. Oliver M. The politics of disablement. Basingstoke, Macmillan and St Martin’s Press, 1990.
5. Shakespeare T. Disability rights and wrongs. London, Routledge, 2006.
6. The International Classification of Functioning. Disability and Health. Geneva, World Health
Organization, 2001.
12

047

7. Ministry of Health, Operational Description Ministry of Health Funded Disability Support
Services Client Group, 2017.
8. Briefing for the Incoming Associate Minister of Health Hon Jenny Salesa (July 2019)
https://www.beehive.govt.nz/sites/default/files/2019-09/Health%20-%20Salesa.pdf
9. Ministry of Health. Disability Support Services: Increasing participation and independence.
Wellington: Ministry of Health, 2002.
10. Bonardi A. The balance between choice and control: Risk management in New Zealand
intellectual disability services, Eunice Kennedy Shriver Center Publications (Massachusetts,
2009).
11. Ministry of Health, Briefing to the Incoming Minister of Health, 2017: The New Zealand Health
and Disability System.
12. Fink J. Ethnic Trends in Stroke in New Zealand: Closing the Gaps or Widening? The New Zealand
Medical Journal 2006; 119(1245): 1–3.
13. King PT. Māori With Lived Experience of Disability Part I.(2019) Commissioned by the Waitangi
Tribunal for Stage Two of the Wai 2575 Health Services and Outcomes Kaupapa Inquiry 24 June
2019 Wai 2575, #B22
14. Bethge M, von Groote P, Giustini A, Gutenbrunner C. The World Report on Disability: a
challenge for rehabilitation medicine. Am J Phys Med Rehabil. 2014 Jan;93(1 Suppl 1):S4-11. doi:
10.1097/PHM.0000000000000016
15. Coleridge P, Simonnot C, Steverlynck D. Study of disability in EC Development Cooperation.
Brussels, European Commission, 2010.
16. Miller P, Parker S, Gillinson S. Disablism: how to tackle the last prejudice. London, Demos, 2004.
17. Quality in and equality of access to healthcare services. Brussels, European Commission,
Directorate General for Employment, Social Affairs and Equal Opportunities, 2008.

13

048

Strategic Context for Disability Services

An increasing number of New Zealanders are living with disability. The range of disabilities is diverse
and the impacts for people vary substantially. Throughout life, an increasing number of people
become disabled through illness or injury and many people with disability have more than one
impairment or health condition. The Government has committed to reducing disadvantages faced by
people with disability and aspires for New Zealand to be ‘a non-disabling society – a place where
disabled people have an equal opportunity to achieve their goals and aspirations, and all of New
Zealand works together to make this happen’.1 The Health and Disability system has a major role in
achieving this ambition.

New Zealand Disability Strategy (2016-2026)
The New Zealand Disability Strategy (2016-2026) sees New Zealand as a place where the disabled
community is visible, acknowledged and respected on an equal basis with others and where disabled
people feel valued and have equal opportunities to achieve their goals and aspirations with dignity.1
The strategy is based on 3 principles – Te Rangatira (the right to choice and self-determination), Te
Tiriti o Waitangi and the UN Convention on the Rights of Persons with Disabilities. The strategy
adopts a whole of life and long-term approach to social investment and recommends a two-track
approach of mainstream services and supports for people with disability, enhanced by specific
provision when needed.
The strategy has eight key outcome areas against which progress and performance of systems will
be measured. These include education, employment and economic security, health and well-being,
protection of rights and justice, access to places, services and information with ease, dignity and
respect, choice and control and opportunities for people with disability to demonstrate leadership.
In addition, it requires a Māori world view to be integrated into the implementation of the strategy.

Disability Action Plan (2019–2023)
The Disability Action Plan 2019–20232 is a package of comprehensive government work programmes
to progress implementation of the eight outcomes in the New Zealand Disability Strategy. The Action
Plan focuses on the mainstream and the disability-specific components of the Disability Strategy and
on the commitments included in the 2014-2018 Disability Action Plan that include: 1) greater
involvement of people with disability in policy and service development; 2) improving employment
opportunities for people with access needs in public services; 3) collecting better disability related
data; and, 4) improving access to information on disability and disability services.
The Plan consists of 25 work programmes across 14 government agencies and their partners2 aimed
at:
 Completion of unfinished actions from the 2014-2018 Disability Action Plan.
 Addressing issues identified by the Independent Monitoring Mechanism (IMM) at the second
periodic review of outset of New Zealand’s implementation of UNCRPD.
14
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Programmes for progressing the Disability Strategy prioritised by individual government
agencies.
Responding to issues highlighted during public consultations or meetings with stakeholders.

Within these work programmes, the priorities for the Health and Disability Sector are:








Representation and inclusion of people with disability and representative organisations in
policy development and planning, design, delivery and evaluation of disability services.
Improving access to quality healthcare and health outcomes for people with disability.
Ensuring that the rights of people with disability are protected in the context of the Mental
Health (Compulsory Assessment and Treatment) Act 1992 and non-therapeutic procedures.
Changes in Funded Family Care policy to enable greater choice and independence in carer
supports.
Accelerating Accessibility and access to Public Information.
Transformation of Disability Support system to prioritise self-directed individualised support
systems for people with disability based on Enabling Good lives principles.
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Whāia Te Ao Mārama (2018-2022): The Māori Disability Action Plan
Whāia Te Ao Mārama,3 developed with the participation of Māori with disabilities (tāngata
whaikaha) aligns with the 2016-2026 New Zealand Disability Strategy. It shares the vision for people
with disability having more choice and control over their lives (Te Rangatira) and provides the Māori
world-view to meet the cultural needs and expectations of Māori tāngata whaikaha.
Whāia Te Ao Mārama has four domains which can be visualised as a torino (double spiral):






Te Rangatira (the inner spiral - self) represents choice to consider options and take control of
life through various stages.
Te Ao Māori (the open space between spirals - the Māori world) represents the aspiration to
be active in whānau, hapū and iwi including hui, tangihanga, iwi development and
celebrations.
Te Ao Hurihuri (the outer spiral – the wider society) represents the desire to participate in
social networks, employment, education, health and other services.
Ngā Tūhonohono (the solid links between the spirals) represents connections between the
different elements to learn, grow and provide balance.

Te Rangatira

Te Ao Māori

Tāngata whaikaha are informed,
consider options and make
decisions for self.

Tāngata whaikaha contribute to
whānau, hapū and iwi.

Ngā Tūhonohono

Te Ao Hurihuri

Tāngata whaikaha can connect
between Te Ao Māori and Te Ao
Hurihuri while maintaining their
mana.

Tāngata whaikaha are active in the
wider community

In order to be responsiveness to the cultural needs of Māori tāngata whaikaha, disability sector
providers should have plans that increase the number of tāngata whaikaha who:






are active contributors to health and disability support service development, service delivery
and monitoring disability service performance (Te Rangatira).
have choice and control over what supports they have and where, when and how they are
supported (Te Rangatira).
participate in their whānau, hapū and iwi activities and contribute to hui, tangihanga, iwi
development and celebrations (Te Ao Māori).
have opportunities for employment and wider engagement with society (Te Ao Hurihuri).
receive appropriate disability supports that enable Te Ao Māori and Te o Hurihuri while
maintaining their mana (Ngā Tūhonohono).

On a wider platform, DHBs and other disability service providers should ensure that Iwi, hapū and
whānau are aware of and responsive to disability issues through education, training incentives and
resources that tāngata whaikaha are involved in co-designing and leading.
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Faiva Ora (2016–2021): National Pasifika Disability Plan4
The priorities of Faiva Ora (“the work for life”) align with those of the NZ Disability Strategy and
Whāia Te Ao Mārama. They share the goals of improving outcomes for Pasifika people with disability
and their families and increasing choice and control over disability services to meet their needs. In
addition, it aims to enhance the ability of families and communities to support disabled individuals
at home and in community settings by developing working partnerships with other stakeholders.
The priorities of Faiva Ora are:












Engagement of disabled Pasifika people and their families in policy development, co-design
and implementation of disability support and services.
Reducing physical, logistical, cultural and language barriers to health literacy and awareness
of the supports available among Pasifika people with disability and their families. A wholeof-organisation approach to information on disability support services and guidelines to
access support is essential.
Ensuring Pasifika people with disability are heard and respected to make decisions for
themselves by giving them and their families more choice, flexibility and control of their
support options.
Increasing Pasifika cultural skills and knowledge within needs assessment, service
coordination and disability support to improve communication, cultural responsiveness,
health outcomes and client experience.
Reducing the multiplicity of agencies dealing with disability, each with its own disability
definitions and eligibility criteria and increasing collaboration between government agencies
and health professionals.
Enabling Pasifika families to care for family members with disability at home by developing
flexible home and community support services and recognising the role of family caregivers.
Working in partnership with the community sector and church organisations to increase
people with disability’s inclusion and participation, challenge the stigma attached to
disability and to deliver innovative solutions to address local Pasifika disability needs.

Metro-Auckland joint DHBs Disability Strategy Implementation Plan (2016-2026)
The metro-Auckland (Waitematā & Auckland District Health Boards and Counties Manukau Health)
joint District Health Boards Disability Strategy Implementation Plan5 has been developed in response
to the NZ Disability Strategy, with input from the disability sector and disability community.
The shared vision is of inclusiveness. The main components of this vision are:





Ensuring the rights and well-being of people with disability.
Promoting active participation in care by ensuring people with disability, families and
whānau can obtain, understand and use information on disability and relevant services
to make the best decisions about support and well-being.
Inclusion of people with disability and community representatives in the planning and
design physical spaces and services.
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Eliminating barriers to health and disability services, information, physical spaces and
employment opportunities.
Equity and cultural responsiveness.

The current focus across the DHBs is on improving a) health literacy both for people with
disability and communities as well as organisations and their staff; and, b) patient experience by
active engagement of people with disability and community stakeholders in planning and design
of facilities and services.

MoH/DHB CEO update on Disability (2019)6
It has become increasingly clear over the last few years that the current services-based provision
model across multiple providers does not fully meet the needs and aspirations of people with
disability. It is also prone to creating inequities inadvertently, leaving many people with disability,
their families and whānau with a sense of abandonment.
Funding increases to support disability over the last 5 years have not kept pace with the growth in
demand. The client base has increased by 2.7% per annum compared with a 1.6% per annum growth
in the population under 65 years over the last 5 years. In addition, total annualised packages have
increased by 5.6% per annum year on year. The real funding pressures in this sector are highlighted
by the fact that although the estimated overspend against budget was $87 million, the actual
expenditure on disability was lower compared with the cost base when adjusted for population
growth, CPI and minimum wage.
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Given the pressures on funding for disability and the undesirability of removing or reducing of
overall services and supports, the most feasible option is to increase efficiency and effectiveness by
supporting and enabling system-wide changes in the Disability sector. With this as the background,
the indicated MoH strategic direction for the future of Disability Support Services includes:
a) Developing frameworks to maximise effectiveness and efficiency (settings, models of care,
workforce)
b) Systems transformation to deliver changes in disability support informed by Enabling Good
Lives7 and the Mana Whaikaha prototype.8

Health and Disability System Review (Pūrongo Whakamutunga)
The Health and Disability System Review (Pūrongo Whakamutunga) was undertaken to recommend
system-level changes that would be sustainable, lead to better and more equitable outcomes and
shift the balance from treatment of illness towards health and wellbeing.9 For disability, it concluded
that greater visibility of disability is needed at a systems level so that the health outcomes of people
with disability are properly focused on and equity is improved. The Review recommends:






An emphasis on wellbeing and minimising disability by increasing the use of restorative
strategies that make this possible.
The disability support system moving away from relying on diagnostic criteria for eligibility
towards a holistic approach based on individual support needs.
Ensuring that whānau and carer needs are an integral part of all aspects of disability service
assessment and provision.
Services and workforce development are designed around Enabling Good Lives (EGL)
principles.7
Increasing employment opportunities and support for people with disability within DHBs and
the wider health and disability sector.

The specific actions that are required by the Health and Disability System Review are:






Engagement with people with disability, their families and whānau in planning and design
processes using a range of inclusive practices.
Provision of more joined-up information, advice, and service delivery within health and
across the wider government system.
A consistent needs assessment framework that facilitates choice, control and timely
provision. Coordination between agencies to ensure joined-up services.
Increased capability for data collection and use of data analytics to underpin planning and
services delivery.
Over time, integration of disability related services and supports into Tier 1 service
networks.
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Priorities for Disability Services Development
It is acknowledged that the current system for disability is not delivering to the expectations of
people with disability, their families and whānau or to the vision underpinning NZ Disability Strategy,
Whāia Te Ao Mārama, Faiva Ora or Pūrongo Whakamutunga.
For people with disability, families and whānau, the system is confusing, difficult to navigate, and
lacks transparency or consistency. There are multiple funding agencies each with its own disability
definitions and eligibility criteria, with little flexibility or coordination between different agencies and
between agencies and health professionals. Information on disability, services, supports, equipment
and entitlements is often patchy, poorly accessible and inconsistent, not only for people with
disability and their whānau but also for professionals involved with disability. Many people with
disability and their whānau are left feeling frustrated with loss of control over their choices and
decisions, often resulting in inadequate or inappropriate provision to meet their particular needs. On
the other hand, expenditure on supporting people with disability is increasing at a rate faster than
demographic trends because of an increase in both, the number of people with disability needing
support, and the cost of individual support packages.
The role of families, informal caregivers and communities in disability is often underestimated, and
the need for cultural support is not fully appreciated, often limiting participation in the local
community or wider society. This is particularly the case for Māori and Pasifika people, where
services provided may not align with their world-view of disability, cultural expectations and family
or social structures.
To achieve the vision of an inclusive society in which people with disability have equal rights, choices
and control over their lives with respect and dignity requires a systems level transformation that
focuses on:
1)
2)
3)
4)

inclusion and accessibility
Improving health outcomes and client experience
Increasing cultural appropriateness and responsiveness
Better quality and effectiveness by coordination and collaboration across stakeholders

The components of these priorities are:
Inclusion and Accessibility:






Meaningful participation and leadership from people with disability in determining priorities,
design and provision of services and support which is aligned to their needs with fairness,
equity and consistency.
People with disability have employment opportunities within the health and disability sector
proportionate to demography.
People with disability are enabled to participate actively and contribute to community and
social events and activities.
Provision of joined-up health and support related information and advice on services across
health and other relevant government systems in formats and locations accessible to people
with disability, their families and whānau.
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Reduction of physical and organisational barriers to accessing health and disability services
relevant to meeting the needs of people with disability, their family and whānau.
Work towards ensuring that work, communal and social spaces are accessible and fit for use by
people with disability

Models of Care to improve health outcomes and experiences:
To achieve an effective, fair system of general health care for people with disabilities, who also
happen to have health problems and need hospital care, DHBs should ensure:





Reasonable adjustments to achieve an effective, fair system of general health care with best
possible health outcomes for people with disability who need hospital care.
Maximise abilities and well-being by rehabilitation to reduce the level and impact of disability.
Promote independent living and active participation in care by allowing people with disability
choice and control over decisions, services, supports and goals.
Enable seamless transitions of care between paediatric to adult and adult to old age services.

Cultural Responsiveness





Partnerships with Māori Iwi and Pasifika church organisations to increase awareness of
disability and disability issues and support to address local disability needs.
Increased recruitment of Māori and Pasifika staff to provide disability services targeted towards
provision in these communities.
Staff training packages to increase awareness of cultural views of health and disability, cultural
skills and knowledge within organisations and services dealing with disability.
Education, training, incentives and resources for informal carers in Māori and Pasifika
communities, co-designed with tāngata whaikaha and whānau.

“One system” alignment to improve quality and effectiveness









Collaborative approach for governance of the implementation of the NZ Disability Strategy and
its associated Action Plans and monitoring progress using quantitative and qualitative methods.
Quality standards framework for accreditation and monitoring of disability services.
Provision of consistent information and advice about disabilities, and disability-related supports
and services in accessible formats and locations through different channels.
Agreed frameworks with shared definitions, guidelines and procedures for needs assessment,
navigation and service coordination to ensure timely and appropriate supports and services.
Processes for closer coordination and working with other government agencies, community
organisations and NGOs to ensure people with disability receive joined-up services.
Investment in workforce development and training and safeguarding of informal carers.
Increase capability for data collection, sharing and analytics to underpin planning and services
delivery, partnering with people with disability for triangulation and meaningful interpretation.
Work towards integrating these functions into Tier 1 service networks as recommended in the
2020 Health and Disability System Review.9

These themes will be the areas for an in-depth evaluation of present provision, government
guidance, on-going initiatives and literature on best practice in subsequent sections to provide
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guidance for delivering the expected outcomes of the NZ Disability Strategy by reconfiguration,
collaboration and alignment within existing organisational structures.
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Reframing Disability from an Indigenous Perspective

Te Tiriti o Waitangi
Te Tiriti o Waitangi (Te Tiriti) sets the expectations for the relationship between Te Tiriti partners, in
particular Crown or Government entities and Māori.1 The three principles of Te Tiriti are:
partnership, participation, and protection. Partnership refers to the responsibility to engage in
meaningful collaboration with Māori Iwi, hapū, and whānau to develop health and disability
strategies. Participation requires Māori to be involved in all levels of health and disability services.
Protection refers to the obligation to protect Māori values and practices. The recent Waitangi
Tribunal Report (WAI 2575) recommended the expansion of Te Tiriti principles to include the
Principle of Equity (the right to expect equitable outcomes) and the Principle of Options (the right to
have choices and access to Kaupapa Māori services).2
Despite Te Tiriti principles, Māori continue to experience marked inequities in access to services,
health outcomes and satisfaction.3 There is lack of equitable Māori representation in the health and
disability sector workforce and lack of Māori input, tino-rangatiratanga or reflection of mātauranga
Māori and tikanga Māori into issues that affect Māori.2 These are important for upholding the latest
interpretation of Te Tiriti o Waitangi (partnership, participation, protection, equity, and options).

Disability in Māori people
Māori experience more disability than other population groups in New Zealand; the age-adjusted
disability rate for Māori is 32% compared to 24% for non-Māori.4 Māori impairment prevalence
increases with age, from 13% for those aged 15–24 years, 22% for the 25–44 year age group, to 34%
for those aged 45–64, and 61% for kaumātua aged 65 years and over. Māori acquire disabilities at a
younger age (median 40 years) than non-Māori (median 57 years). Nearly one in five Māori
compared with one in ten non-Māori experience disability 24 months following an injury, a
difference that persists even after adjusting for hospitalisation.
Māori adults are over-represented in each major impairment category.4 The most common causes of
impairment for Māori with disability are disease or illness (40%), accident or injury (28%), conditions
existing since birth (24%), and ageing (18%). The most common types of impairment experienced by
Māori adults are reductions in mobility, hearing, and agility. Māori also experience more severe
impairment than non-Māori. Māori age-standardised rates of severe impairment (requiring daily
assistance) are more than twice that of non-Māori (4,100 per 100,000 compared to 1,900 per
100,000). Further, approximately 13% of Māori males and 14% of Māori females living in households
have an impairment leading to dependency, compared to 9% of non-Māori males and non-Māori
females. Just over half of tāngata whaikaha adults participating in the labour force and 4 in 10
tāngata whaikaha adults have no formal educational qualifications, which is almost double the
proportion of non-Māori people with disability without qualifications.
One in four Māori with a disability have high support needs (23% compared to 14% for non-Māori),
but only 16% access MoH funded disability support.5 Forty four percent Māori people with disability
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have an unmet needs relating to special equipment or accessibility compared with 29% non- Māori.5
Disabled Māori live in households that are among the most marginalised and have fewer financial
resources. Disabled Māori are approximately two and a half times more likely (43% compared to
17%) to live in the areas of greatest deprivation (deciles 9 & 10) than disabled non-Māori.6 The
burden of providing necessary care and support to disabled Māori falls on whānau because of
obligations due to whanaungatanga. However, the capacity of whānau to fulfil this role may be
compromised due to financial constraints and low uptake of statutory disability supports because of
manaaki, poor health literacy, limited access to services or limited choices in a health and disability
system that does not align with a whānau-based approach to managing disability.6

Disability models aligned to Indigenous People
Health models developed in external healthcare systems that do not reflect the values and
knowledge systems of indigenous peoples or rely purely on evidence-based approaches to care have
negative impacts on indigenous health and wellbeing.7 There is a tendency to attribute negative
health outcomes to failures in engagement and compliance by indigenous people, without fully
appreciating how the dominance of biomedical models and language marginalises indigenous
knowledge systems and holistic understandings of health and wellbeing.8 Health and disability
systems based on Western discourse also do not take into account the additional and diverse
historical and contemporary impacts of disablement in indigenous people arising from colonisation,
societal discourses about racism, subjugation and dysfunction, that are in themselves disabling.9
It is important to recognise that biomedical models heavily influenced by Western thinking lack
understanding of cultural diversity and fail to acknowledge differences in the world-view of health
and well-being between societies. Western ideas of individual decision-making and autonomy
conflict with indigenous views of collective decision-making. The issues of family (whānau),
whakawhanaungatanga (family relationships), interdependence (community) and collective
identities are central to indigenous ideology, yet largely ignored in policy and provision.6 These
differences in perspectives and attitudes between the providers and indigenous people with
disability inhibit building of trust, effective information exchange and mutual understanding.10
A Māori lens incorporated in planning and provision of disability supports and services requires
centring on Māori knowledge systems and practices, rather than trying to adapt non-Māori models.6
Mātauranga Māori (Māori knowledge systems) and tikanga Māori (Māori practices and customs)
need to be seen as legitimate and accepted by health and disability services planners and
providers.11 Central to this is recognising the importance of, and incorporating, holistic models of
hauora and oranga (health/wellbeing), rongoā (medicines), karakia (prayers/ incantations) and
community input in care planning and provision.
Neither the medical model nor the social model which view disability as an individualised concept
and underpin western frameworks are applicable to indigenous people with disability whose
worldview is holistic, relational and collective in nature.6 The medical model focuses on a person’s
disability and the deficits arising from impairments that need to be mitigated by rehabilitation
and/or assistive adaptations to function within living environments. In contrast, the social model
focuses on environmental and other barriers that restrict full and equal participation in society.
Informed by te ao Māori, an alternative model He Anga Whakamana (Whānau Hauā) has been
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proposed as being aligned to the Māori perspective on disability and encompassing spiritual, holistic,
relational and environmental dimensions.6,12 The concept of He Anga Whakamana is similar to the
social model of disability, i.e. limitations to independence and participation do not arise from a
person’s impairments but because of barriers perpetuated by society. The framework is organised
around six principles - enablement, participation, safety, effectiveness, accessibility and integration.
What makes He Anga Whakamana distinct from the social model are the added dimensions of
collective effort, cultural obligations and whānau responsibilities working together to achieve
balance with the living environment and institutional barriers.12

Cultural Safety and Competence
A basic expectation of the health and disability workforce is to be culturally safe, not just culturally
competent.13 Being cultural competent is having the right attitude, skills, and knowledge to work
with people of different backgrounds. Cultural safety, on the other hand requires awareness of
personal, organisational and systemic biases or assumptions and exercising critical consciousness
around practice.14 An important aspect of cultural safety is recognising and respecting differences.
Cultural safety is centred on the experience of the disabled person; they decide whether they feel
safe and whether trust has been established.
A lack of cultural safety exists when health and disability providers communicate judgement rather
than understanding, adversely affecting trust, communication and shared decision-making. For
Māori, culturally safe support involves disability services providers acknowledging the validity of te
ao Māori (the Māori world), the importance of whanaungatanga (connecting/ relationships) and
holistic models of health.15
Cultural safety training and education for health providers can increase effective care for indigenous
consumers.16 Culturally safe practices that recognise indigenous perspectives, values, preferences
and the importance of family/whānau in collective decision-making are central to engagement,
choice and supporting the Māori identity. Workforce training programmes that teach skills to
identify biases, address deficit biomedical discourses that marginalise Māori experience and build
cultural empathy, such as the Meihana model and hui models (e.g., the Hui Process), have been
advocated.11

Health Services and Outcomes Kaupapa Inquiry (Wai 2575)
A comprehensive review of issues, policies and provision relevant to Māori with disability was
commissioned by the Waitangi Tribunal for Stage Two of the Wai 2575 Health Services and
Outcomes Kaupapa Inquiry.9 This review collected extensive qualitative and quantitative data from
all DHBs on disability and undertook a thematic analysis of current state using a framework based on
the expanded Treaty principles of partnership, participation, protection, equity and options. The key
conclusions of the review have been summarised:
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Partnership







Despite high level statements about ‘Treaty partnership’, there was little evidence that Māori
with disability were involved in organisational decision making in a meaningful way. This
responsibility was delegated to Māori relationship boards, rather than the DHB itself.
DHBs largely relied on Disability Services Advisory Committee for decision making on issues
relevant to Māori with disability. Māori representation, when present, rarely included Māori
with disability.
Māori with disability were either treated as part of a generic Māori group or part of a generic
group of people with disability. The issues specific to Māori with disability were invisible.
DHBs were guided by the views of local Primary Health Organisations and service-providers in
determining population health needs. These often did not include insights from, or consultation
with, Māori with disability.

Participation








In 2019, none of the DHBs in New Zealand had a Māori with disability as a board member,
limiting their influence on governance/formal decision making at board level.
There was little evidence of DHBs ensuring participation needs of people with disability were
met beyond ensuring physical access to meetings and accessible parking.
Participation of Māori with disability in alliance leadership teams, advisory or consumer groups
or clinical governance and operational decision making was rare. Participation usually included
either disabled or Māori representation, but not Māori with disability.
DHBs do not record disability information for their workforce, citing definitional issues as a
barrier to collecting accurate employment information. Māori staff with disability were nonexistent, with no plans increase recruitment or support their professional development.
DHBs had several ‘co-design’ projects but lacked clarity or consistency in defining ‘co-design’ or
having a structured approach to co-design.

Protection






DHBs did not have accountability mechanisms to ensure services were responsive and effective
for Māori with disability. There was an assumption that standard Māori health clauses in
contracts were sufficient to ensure equity of access and provision.
DHBs did not have processes in place to ensure that Māori with disability received appropriate
health and disability care funding. Funding data disaggregated by ethnicity and disability
showed that Māori with disability were least likely to receive funding increases over time.
Most DHBs provide Māori responsiveness training and many provided disability responsiveness
training. However neither covered the specific needs of disabled Māori and staff completion of
either training was not monitored.

Equity


DHBs repeated high-level equity statements in key strategy documents and standard DHB
contracts included equity and Māori health clauses. However, the implementation, quality and
impact of these statements or contracts were variable.
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District Health Boards had specific Māori health strategies or frameworks. However, these did
not refer to Māori with disability, nor make provision for action to address their needs. DHB
Disability Action Plans or policies did not have a strong focus on Māori.
DHBs did not have accurate disability data that could be used in service monitoring, planning
and development. They also did not track spending in a way that could show how much is spent
by ethnicity and disability across their population.

Options




DHBs recognised the role of Māori providers in high level strategy documents but tended to
focus on mainstream rather than Māori providers. Kaupapa choices for Māori with disability
were limited as Māori health providers were contracted only for a small subset of services.
Data for funding was spent on services by Māori-governed or owned health and disability
support providers were limited. Where available, these showed very low funding for Māori
health providers relative to total DHB spending.

Disability in Pasifika peoples
The issues in terms of recognising Pasifika peoples’ cultural values and ensuring partnership,
participation, choices and equity in health and disability provision are very similar to those
experienced by Māori with disability. Given the disproportionately high and continually rising rates
of chronic diseases and their complications among Pasifika people in New Zealand, it is likely that
this will have a profound impact on disability provision in the coming years.17
Cultural aspects
Pasifika families’ experience of health care is influenced by Pasifika world views, cultural beliefs and
values. While Pasifika cultures share some similarities in principles and concepts, they each have
specific and independent world views. Culture is reflected in the following terms: akono’ang Māori
(Cook Islands), tovo vaka Viti (Fiji), aga fakaNiue (Niue), aganu‘u Sāmoa (Samoa), tū ma aganuku o
Tokelau (Tokelau), anga fakaTonga (Tonga), tu mo faifaiga faka Tuvalu (Tuvalu). Pasifika peoples in
New Zealand maintain strong links with the Pacific Islands through family, culture, history and
language.18
Pasifika peoples have a holistic view of health and individual health beliefs are linked with family
needs and well-being. Pasifika people ascribe to a religious model of disability, i.e. disability being a
divine punishment for sinful acts or wrongdoing by the person, family or ancestors. The use of
traditional Pasifika medicine and healing can also influence health choices, behaviours and use of
services.19
The family (āiga, kāiga, magafaoa, kōpū tangata, vuvale, fāmili) with its prescribed roles is the centre
of the community and provides identity, resilience, care and support. Care for family members with
disabilities is often provided informally within the family.20 The Pasifika community has strong social
connections and many Pasifika people are strong participants in church and community activities,
creating networks that have an influence on supporting disability and long-term care.21 Hence it is
important that the families of disabled Pasifika people are closely involved in identifying needs and
developing effective approaches that will work for them.
27

062

Disability prevalence and service use
In contrast to Māori people living with disability, there is limited information of the heath needs,
impact or outcome of disability in Pasifika people. Pasifika people account for 6% of recipients of
Ministry-funded Disability Support Services despite being 7.5% of the New Zealand population.4
Pasifika with disabilities are a relatively young population, with 42% being aged 19 years or below. In
adults, chronic diseases such as stroke, diabetes and ischaemic heart disease contribute significantly
more to disability and at a younger age than in other ethnic groups. The Auckland Region accounts
for nearly three-fourths of all recorded Pasifika people with disability.
Pasifika people with disability are less likely to be DSS service users because of the negative cultural
views of disability in the Pasifika community which is further compounded by the limited choice of
culturally responsive disability services available to Pasifika people. The use of carer support
allowances and home and community support services for Pasifika with disability is comparable to
other ethnic groups; however, significantly fewer Pasifika with disability use community residential
services, supported living or day programmes.5 Pasifika communities are also disadvantaged by the
limitations of routinely collected DSS data that does not record the numbers of people with disability
who do not access services nor the numbers of family caregivers or community members who
support people with disability. It is likely that these statistics would be significantly higher in Pasifika
people compared with other ethnic groups.
Gaps in provision
Pasifika peoples experience financial, cultural, logistical, physical and linguistic barriers in using
services across the health and disability sector.17 Unmet needs include:










Limited inclusion in representation in policy development, service design, governance and
decision making at a senior level. In advisory groups, where Pasifika representation is sought
disability is ignored and if disability is the issue, the Pasifika identity is not given prominence.
Many Pasifika, especially those with disabilities and informal caregivers, have limited access to
health and disability information because of language barriers. Although information guides
have been translated into six Pacific languages, these are not available in convenient locations
or times, or using other media and platforms.
Pasifika people lack of choice of culturally appropriate disability services because of limited
number of Pasifika disability provider organisations, particularly for home and community
support services. Most Pasifika people use non-Pasifika disability support services which do not
have staff trained in Pasifika cultural skills and knowledge, leading to language difficulties and
cultural misunderstanding in engagement and delivery.
Many Pasifika with disability are supported by informal carers, whose role in caregiving is
neither recognised nor supported in needs assessment and service coordination. Pasifika people
have limited access to carer learning and wellbeing resources, carer matching service, and carer
support groups.
There is lack of reliable data on needs and service use to guide funding decisions, planning,
delivery and monitoring of services for Pasifika people with disability and their families.
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Recommendations for DHBs
In order to provide disability services that are responsive to cultural perspectives of Māori people
and meet Te Tiriti obligations, DHBs and other DSS providers should:
1. Uphold the principles of Te Tiriti o Waitangi, centre Māori in governance and decisionmaking, involve community and Iwi based health providers and develop strategies with
Māori with disability that reflect their needs and aspirations.
2. Acknowledge and incorporate mātauranga Māori (Māori knowledge systems), tikanga Māori
(Māori practices and customs) and Māori health models (e.g., the Meihana model, the Hui
process, Te Whare Tapa Whā) in planning and delivering disability services.
3. Develop accountability mechanisms beyond standard Māori health clauses in contracts to
ensure services are accessible, equitable, responsive and effective for Māori with disability.
4. Move away from service business models based on rigid processes that conflict with
individual aspirations and move towards flexible service models that can support tailored
care packages and whānau involved in the provision of care.
5. Develop supportive and inclusive processes for needs assessment, navigation and service
coordination, where power is more equalised and health literacy is supported to enable
tino-rangatiratanga of Māori with disability to actively participate in healthcare choices and
decision-making.
6. Provide access to culturally appropriate information, tools and resources that are tailored to
different levels of understanding and relevant for Māori disabled person and whānau.
7. Support advocacy and whānau decision-making in planning disability support and services at
the individual client level, especially when requested by the person with disability or when
the client’s capacity to take in information, make decisions or challenge health provider
authority is compromised.
8. Promote cultural safety, patient-centred care, and equity by increasing recruitment of Māori
staff at all levels to plan/ deliver disability services and support kaupapa providers of
disability services.
9. Make training on Māori responsiveness and disability responsiveness mandatory for all staff,
with mechanisms for tracking of staff completing both Māori and Disability responsiveness
training.
10. Ensure staff in mainstream services has access to training through quality improvement
programmes that create trust and good relationships and connections (whanaungatanga)
with people with disability, the families and whānau.
11. Record disability information for their workforce, categorised by disability and ethnicity to
ensure equal employment opportunities for Māori with disability with plans to maximise
participation and support their professional development.
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12. Invest in regular collection, sharing and analysis of client level data of needs, service
provision and funding that can be disaggregated by ethnicity, disability and providers to
allow meaningful insight into equity and choice for Māori with disability.
Many of these principles are equally applicable to Pasifika people with disabilities to people with
disability from other ethnic groups in whom the western models of disability are at divergence with
their world view, cultural beliefs and values.
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Accessibility and Inclusion

Background
The social model views disability as a consequence of environmental, social and attitudinal barriers
that prevent people with impairments from maximum participation in society.1 This model provides
the conceptual underpinning for the New Zealand Disability Strategy (2016-2026), which sees people
with disability being valued on an equal basis with others and having equal opportunities to achieve
their goals and aspirations with dignity.2 Central to this, and included in the key outcomes of the
strategy, is the right of disabled people to access places, services and other social areas and events
with ease, dignity and respect as well as the right to have equal opportunities for education,
employment and economic security. Safeguarding these rights is multidimensional and crosses
several social structures, government agencies and community organisations. DHBs, however, as the
main providers of health/disability services and major public sector employers have significant
responsibility to ensure equity of access and inclusion for people with disability within the health
environment.
As stated in the framework for disability in an earlier section, improving access and inclusion in the
health environment is not only about physical design or appropriate signage of spaces used by
people with disability, whether service users or employees. Improving access also includes reducing
organisational barriers resulting from policies, processes and attitudes that can prove to be
obstacles in accessing appropriate services or employment, leading to unintended discrimination.3
DHBs as large employers in New Zealand also have an obligation to be inclusive of people with
disability (accessibility needs) as employers.
Within the Northern Region, all DHB’s have on-going initiatives in place to improve accessibility and
promote inclusion of people with disability, both as users of services and as employees. The DHB’s
have signed-up to the Accessibility Tick Programme4,5 and have proactive policies to support the
recruitment and retention of people with disability or accessibility need. Waitemata DHB is involved
with the pilot evaluation of Disability Alerts6, an initiative to improve the patient journey and
experience of people with disability attending clinics and other healthcare settings.

The Accessibility Tick Programme
The Accessibility Tick Programme7 is administered by Access Advisors, a subsidiary of the Royal New
Zealand Foundation for the Blind on behalf of other organisations within the Disability sector.
Access Advisors provide expertise across all disabilities and support organisations with resources,
training and best practice guidance. Participating organisations are reviewed by external experts
annually to measure progress against the nine accessibility competencies. Each of these
competencies aligns with international best practice.
1. Commitment: top-down commitment to continuous improvement on accessibility and
inclusion reflected in policies, procedures and practice.
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2. Physical environments: built environments that are made physically accessible when it is
practical in the business cycle.
3. Recruitment and selection: fair and equitable recruitment and selection practices that are
inclusive of people with accessibility needs.
4. Employer support and workplace adjustments: transparent processes for requesting and
providing reasonable workplace adjustments and support for return to work, well-being and
health & safety.
5. Communication and marketing: accessibility of internal and external communications to all
employees, customers and other stakeholders.
6. Products and services: services provided by the organisation are accessible and inclusive.
7. Information Communication Technology: ICT can be accessed by people with access needs
or alternative solutions are provided.
8. Career development: supporting employees with disability in career development and
providing equal opportunities for progression.
9. Suppliers and partners: Procurement does not inadvertently create accessibility issues.
Partners and contractors are encouraged to mirror commitment to accessibility and
inclusion.
Priorities for DHBs
The key priorities for DHBs to improve accessibility and inclusion in hospital and healthcare settings
aligned to the Accessibility Tick Programme include:
1. Physical environments
a) Undertake annual accessibility audits of the existing physical environment and the impact of
any changes due to alterations, building renovations or repurposing of spaces.
b) Ensure that universal design, access to buildings and services, signage and way finding
principles appropriate for people with disability are included in renovations, new builds,
leases or other structural decisions.
c) Engage experts in accessibility environments before designing new physical spaces to ensure
accessibility needs are met.
2. Staff awareness and attitudes
a) Update and amend policies to increase awareness of accessibility and disability inclusion.
b) Provide easily accessible disability responsiveness training and encourage/mandate all staff
to complete training modules.
c) Ensure that all DHB staff and health professionals respect people with disability and their
families as experts in themselves and treat them with dignity and respect.
d) Make training on Māori/Pasifika cultural awareness available to all staff and encourage staff
to complete completing responsiveness training.
e) Actively seek information on, and improve understanding of, accessibility and inclusion
practices of DHB partners and contractors.
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3. Information Communication Technology
a) Audit information on internal/external websites to determine accessibility and identify
accessibility gaps.
b) Engage web accessibility experts whenever a new website is developed to ensure that
accessibility is built in up front.
c) Review language used in existing communication to ensure that it is consistent with
accessibility and inclusion.
d) Commitment to creating alternative formats of communications material, including
electronic, Easy Read and NZ Sign Language.

Recruitment and Retention of People with Disability
In New Zealand, 24% of the population is identified as having an access need for employment
because of personal or workplace reasons. This is likely to be an underestimation of true prevalence
as employees are not legally obliged to disclose an access need unless it is affects their job
performance. As major public sector employers, DHBs are expected to have fully accessible
recruitment processes that do not discriminate against applicants with access needs who are
otherwise qualified for the job and to train hiring managers on recruiting and retaining people
with disability.8 This includes having policies in place to ensure a workplace culture that is free of
stigma, is inclusive and welcoming to people with disability.
Under the Human Rights Act (1993), not only must employers not discriminate against a person
because of their disability but are also required to reasonably accommodate the employee’s access
needs. Accommodations are defined as modifications and adjustments made to enable a person to
complete a task or a role equitably. The most common reasonable accommodation is flexible
working arrangements. Only 10% of employees with access needs require equipment or
modifications to their work area to help them do their job. Evidence shows that employees with
disability have fewer health and safety issues, have lower rates of absenteeism and higher retention
rates than those without an access need.9
In employing people with accessibility needs, an individual must meet all requirements for a job and
be able to perform its essential functions with reasonable accommodations. Not all accessibility
needs are visible and candidates must be given as many opportunities as possible to disclose these
needs without prejudice or discrimination. If these needs cannot be met with “in-house” resources
the candidate may be eligible for assistance through a government agency. These include
individualised MSD funding administered by Workbridge or modification grants and wage subsidies
from Work and Income agency.
Priorities for DHBs
Support for managers and those with access needs will ensure a workplace culture that is inclusive
and will help reduce barriers to employment. Positive actions that DHBs can take include:
1. Increase the confidence of mangers to recruit people with disability by providing disability
confidence, unconscious bias and non-discriminatory interview training to recruitment teams
and people managers.
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2. Improve accessibility to the recruitment process by using multiple media, easy to read formats
and clear statements that communicate commitment to inclusion of people with disabilities.
3. Implement an open and supportive process for applicants that encourages early voluntary
disclosure of access needs and supports required for the job.
4. Record the number of staff who have disclosed a disability or an access need and list the
measures in place to support staff with disclosed needs.
5. Create an easily accessible and transparent process for requesting workplace adjustments.
6. Deliver manager training to support career development for employees with disabilities.
7. Increase the number of disabled people into paid employment. There are Mainstream
Employment and Mainstream Internship programmes which fund employers for supporting
people with disability to gain skills and experience in mainstream jobs to improve their
employment prospects.

Disability Alert Project
People with disability face significant challenges to get to appointments, communicate with staff,
follow maps or signs, and understand instructions. They also experience anxieties and extra work
around how to make contact and request accommodations in advance, organising and bringing
documents for each new appointment and time constraints that may prevent healthcare providers
from listening to everything fully or accommodating access needs every time they visit hospitals or
clinics.
Disability Alert Project is a sub-regional co-design initiative launched by Wairarapa, Hutt Valley and
Capital & Coast District Health Boards (2017) to improve access to and support people with disability
in hospital and other healthcare settings.6 Disability Alert is an icon that appears on a patient record
which leads to information about disability-related assistance that person may need in a hospital or
healthcare setting. This information is gained from people with disability who complete a Disability
Support Solutions Form. The form is reviewed, cross-checked with the person with disability (if
required) and uploaded on DHB systems manually by the disability responsiveness team. This alert is
different to other alerts on the medical system as it does not include clinical information. The needs
related information can be accessed by any health care professional to prepare for the patient in
advance and make the hospital environment as accessible as possible.
The driving force in developing Disability Alert was the frustration expressed by people with
disability about information, decisions, accommodations and relationships with healthcare providers
not being consistent or carried over between different services, departments, and often between
staff members in the same department. This was particularly noticeable at transition points – from
childhood to adulthood and from community to inpatient care and back. Many people with disability
reported that although they repeatedly expressed their needs, requested accommodations and
advocated for themselves as clearly, early and often as possible, they still were not accommodated
when they interacted with healthcare services and missed out on care or treatment.
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Staff members in all roles need to know what patients with disability need and use this information
to make appropriate accommodations for systems to be truly accessible. Many accommodations
require action from administration, frontline and service staff rather than clinicians and, quite often,
before clinician involvement. This may not always be possible because administrative and support
staff do not have necessary permissions or training to access the right information and made worse
by inflexible policies or inefficient processes in hospitals that create extra unnecessary barriers for
patients and staff alike. Disability responsiveness can only be effective practically if it happen across
the board and relevant information is easily accessible at every stage in the patient’s healthcare
journey, from the first point of contact onwards.
The participating DHBs saw the Disability Alerts Project as an opportunity to collect data to help plan
services and monitor how people use the healthcare system. It was expected to provide:
 reports showing trends of use of DHB services by patient with disabilities which would
inform and assist future planning of services.
 an improved system for data sharing which allowed people with disability to own and
control their health and support needs information.
 an electronic pathway to guide healthcare professionals, including PHOs, particularly across
transition points in a person’s care.
Project Evaluation (2019)
The Disability Alerts project was seen as an opportunity for the Wairarapa, Hutt Valley and Capital &
Coast DHBs to lead the way on disability responsiveness in the healthcare sector, the wider
community and the country. However, the evaluation at the end of the initial discovery phase
showed that the Disability Alerts system was not functioning as originally intended and a bold and
innovative re-scoping of the project was required.6 The main findings of the evaluation were:
1. The alerts were not functional in any meaningful way. Setting up an alert was too complex
and too prone to human error and intervention. This had a significant impact on the uptake
and effectiveness of the system as a whole.
2. As the process of creating the alert was manual and labour intensive, the capacity to create
and maintain alerts was inconsistent and unsustainable. The system could not be scaled
substantially as it was entirely reliant on advocacy, education, and data entry by a very small
number of dedicated individuals.
3. Accessing Alerts by hospital staff was too complex and frustrating. Many staff were not
aware that the Alerts exist, or were unclear about their purpose. Only 22% of Alerts
contained useful information, which was frustrating for staff and not good use of their time.
4. GPs were not able to access the detailed information contained within the second level of
the Alert, limiting their usefulness outside hospital settings and in the community.
5. Disability data collection capacity and processes were inadequate and very little disability
data were collected anywhere in the sub-region.
6. It was concluded that without a commitment to developing a consistent, electronic system
for collecting and sharing alert information in a user-friendly way across all aspects of a

36

071

person’s healthcare journey from primary care to hospital services, the Disability Alerts
would, simply, never be an effective tool.
It was also clear that retrofitting what was already there would be futile and that the 3 DHBs would
need to commit to re-scoping and redesigning Disability Alerts using co-design, innovation, and
future focused technological solutions. It was only with this commitment that the 3 DHBs could lead
the way in developing a modern, user-friendly and person-centred tool to facilitate better
interactions, better access to healthcare, and better data collection.

Recommendation for DHBs
Recognising people with disability as equal members of a diverse community means creating
inclusive policies and processes tools that cater for that diversity. To meet the priorities on
accessibility, inclusion and equal employment opportunities highlighted in previous sections, DHBs
need to adopt a rights-based approach which has the capacity to accommodate diversity right from
the beginning. This includes:
1. Participation in Accessibility Tick by the DHBs, regular auditing against competencies,
reporting to DiSAC/Boards and external accreditation are positive ongoing initiatives to
promote accessibility and inclusion. However, these efforts are largely focused on hospital
settings with very little investment in the community, where most of the people with
disability live. Going forward, it is suggested that DHBs should:
a. Extend Accessibility Tick standards to the community and include services, teams
and other community partners that contribute to providing healthcare services in
the accreditation process.
b. Use their influence to advocate for people with accessibility needs beyond patients
and employees of the DHB and share the expertise developed with other providers
and agencies in local communities.
2. DHBs have policies and processes in place to promote the recruitment and retention of
people with access needs. There is potential for “added value” if the DHBs could collaborate
regionally on:
a. Common recruitment and retention policies, job advertisements, recruitment
websites and content format across DHBs.
b. Uniform disability awareness and interview training for recruiting managers shared
across DHBs.
c. Region-wide policies and processes in place that encourage self-declaration of
employee disability, access/support needs and workplace adjustments.
d. Sharing opportunities for training, employment and career progression of people
with disability or access needs across DHBs.
e. Monitoring and sharing information on the recruitment, numbers and seniority of
employees with access needs within DHBs, the scope and extent of reasonable
accommodation in place and turnover of employees with disability.
3. Alerts, done well, have the potential to be helpful as a healthcare communication tool, not
only for people with disability but for many other groups and people. The evaluation of
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Disability Alert has highlighted the difficulties, system issues, IT, workforce and training
requirements and complexities of introducing even seemingly simple measures to improve
accessibility. It is a reminder of the extent of systems change, redesign and investments new
initiatives require even prior to any assurance of benefit. Mainstream adoption of Disability
Alert or similar systems cannot be supported in the absence of evidence of effectiveness,
true estimation of costs and realistic appraisal of cost-effectiveness.
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Acute Hospital Care of People with Disability

Hospital Use in People with Disability
People with disability, especially intellectual or cognitive disability, have worse health status than
the general population and are 2-2.5 times more likely to have on-going health problems, including
neurological impairments, musculoskeletal issues, epilepsy, lung and heart conditions, diabetes and
obesity.1 People with disability access acute hospital services for: 1) investigation, monitoring or
management of health conditions leading to disability; 2) medical or surgical interventions unrelated
to disability; and, 3) emergency or acute care for a new condition, exacerbation of a chronic
condition, trauma or accident.2
In New Zealand, people with disability are nearly 3 times as likely as people without disability to be
admitted to hospital for acute care, 2.5 times as likely to go to an emergency department and twice
as likely to be hospitalised for planned treatment. People with disability are over twice as likely to
be treated for heart disease, injuries, diabetes and renal replacement, and 1.5 times as likely to be
treated for cancer and breathing disorders compared to those with no disability. In people with
intellectual disability, common reasons for acute hospital treatment include epilepsy (30 times more
than general population), dental treatment (15 times) and obesity (4 times). People with disability
are also 4 times more likely as the general population to enter acute hospital with an avoidable
condition because of lack of appropriate services in community settings.1
Despite the higher likelihood of hospitalisation in people with disability, especially in those with
intellectual disability, a ten-year study has shown that only 0.2% of people with disability are
hospitalised every year compared with 1% of the general population without disability.3 This
suggests that people with disability either face unintentional barriers of access to healthcare or
avoid hospitalisation because of past experiences and quality of care. The fact that disability is not
recognised or acknowledged during hospitalisation also contributes to under-reporting within acute
hospital systems.

Challenges in the acute hospital care of people with disability
The inadequacies in acute hospital care of people with disability, especially intellectual difficulties,
was highlighted in a seminal report and a subsequent update by Mencap, a UK charity for people
with intellectual disability.4,5 These reports on potentially avoidable deaths of people with
intellectual disability in hospitals found that people with intellectual disability experienced
significantly more problems with diagnosis and treatment of their illness, as well as with all aspects
of care provision, planning, coordination and documentation. Other reports show that a person with
disability is twice as likely to find healthcare providers’ skills and facilities inadequate, three times
more likely to be denied healthcare and four times more likely to be treated badly in the healthcare
system.3,6 A confidential inquiry into premature deaths in people with intellectual disability found
that just under half of all deaths were avoidable, and more people with intellectual disability died
from causes that were potentially amenable to change by better quality healthcare compared with
others (38% vs 9%).7 The National Patient Safety Agency in UK found that the risk of harm and
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avoidable death was higher in disabled people with high levels of comorbidities, delayed diagnosis,
diagnostic overshadowing (where symptoms are erroneously attributed to the disability rather than
to a physical illness), communication breakdowns and issues around mental capacity and decision
making.8,9
The frequency of adverse events and near misses is significantly higher in patients with disability in
acute hospitals. 8,9,10 Acute hospitals lack effective systems for identifying patients with disability
within their services, making monitoring safety incidents for this group difficult. Events leading to
avoidable harm for patients with disability are not always recognised or reported as safety incidents
by staff.10 Incident reports focus mostly around events causing immediate or potential physical
harm (acts of commission), but not on acts of omission (failure to give care) that contribute to harm.
Safety issues most commonly seen in hospitalised people with disability were delays and omissions
of care, inadequate provision of basic nursing care, misdiagnosis, delayed investigations and
treatment, non-treatment decisions and inappropriate Do Not Attempt Cardiopulmonary
Resuscitation orders.10 Most commonly reported incidents included injuries due to inappropriate use
of physical restraint, poor hydration, inadequate nutrition, increased respiratory tract infections as a
result of unrecognised swallowing difficulties and preventable deterioration that remained
undiagnosed or was misdiagnosed because of communication issues.11
The key issues in acute hospital care for people with disability identified in literature, government
reviews and advocacy sector reports include:
1. People with disability find it much harder than other people to access assessment and
treatment for general health problems that are not directly related to their disability.
2. People with communication, intellectual or cognitive disability are often provided with
limited information, excluded from discussions or decisions and experience confusion, fear
and uncertainty about the reasons and expected outcomes of hospital contact or admission.
3. There is insufficient attention given to making reasonable adjustments to support the
delivery of equal treatment. Adjustments are not always made to allow for communication
problems, cognitive impairment, or the anxieties and preferences of individuals concerning
their treatment.
4. Parents and carers of adults and children with communication, intellectual or cognitive
disability often find their opinions and assessments ignored by healthcare professionals and
struggle to be accepted as effective partners in care.
5. Families perceive poor quality of care in relation to hygiene, nutrition, maintenance of the
safety and opportunities for meaningful activities of patients with intellectual disability.
6. Carers experience long times in inappropriate and uncomfortable environments, limited
forward notice of discharge, poor co-ordination of discharge and little or no support after
discharge.
7. Health service staff, particularly those working in acute settings, have limited knowledge,
skills and confidence in supporting people with intellectual or cognitive disability, are
unfamiliar with the legislative framework (e.g. informed consent), and do not know what
help to provide or where to get expert advice.
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8. In the absence of adequate training, staff ignorance and fear reinforce negative attitudes
towards people with disability and their carers, significantly contributing to a failure to
deliver equal treatment, or to treat people with dignity and respect.
9. Partnership working and communication (between different agencies providing care,
between services for different age groups, and across primary, secondary and tertiary
boundaries) is poor, especially for adults with disability.
10. People with disability are not identifiable within health service systems and data on the
quality of their care is largely lacking.

Best Practice Principles for acute hospital care of people with disability
The strong body of evidence from series of critical reports and reviews show that there are multiple
opportunities both to improve healthcare delivery and to prevent problems in the first place.2,5,6-8
Failure to realise these opportunities in people with disability, especially with communication,
intellectual and cognitive impairments was responsible for a significant delay in diagnosis and
inadequacies of treatment of 1 in 3 hospitalised patients with disability.7 The quality standards and
best practice for providing better and safer hospital care for people with disability are:
Attitudes and Values
Hospital services and staff should not discriminate against people with physical, communication,
intellectual or cognitive disability when they seek non-disability related emergency, acute or elective
services.7,9,12 This is demonstrated by:
1. Equitable access to all relevant areas such as toilets, public and communal spaces, treatment
rooms and therapy areas.
2. Provision of reasonable adjustments (additional and alternative methods of support) that
are individualised, anticipatory, responsive and flexible so that any intervention takes full
account of the needs of the person and achieves the best possible health outcomes.
3. Patients are provided a balanced view of all available treatment options, are actively
involved in choosing options and steps are taken to maximise their contribution to the
decision making process.
4. Staff behaviours that are respectful, compassionate, non-judgemental and do not make
assumptions of the person’s quality of life.
Communication
People with communication, cognitive or intellectual disability and their families/carers should
experience effective and meaningful communication to support safe and person centred care.9,12
This is demonstrated by:
1. A communication document by the bedside that indicates the person’s preferred method of
communication and care plans that show how the person communicates basic needs such as
hunger, thirst, toileting needs, pain or distress. “My Health Passport” is the preferred
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information and communication tool for people with disability recommended by the MoH
and Health and Disability Commissioner (HDC).13
2. Communication always takes place with the patient in the first instance, but if this is not
possible or if the patient consents, staff involve family/carers in facilitating communication
with the patient.
3. Verbal and non-verbal communication is tailored to meet the needs of the patient and extra
time given to facilitate understanding. Relevant resources that provide information in
simplified or pictorial formats are available and used as appropriate. There is a process of
effective communication between professionals at ward handovers and key stages during
the hospital journey.
4. There is a process of effective communication between professionals at ward handovers and
key stages during the hospital journey.
Patient Rights and Legal Issues
Staff need to understand and apply the relevant legal and professional principles in the delivery of
care to people with disability.14 This is demonstrated by:
1. Awareness of the rights of disabled people including the right to autonomy, equality, nondiscrimination, privacy and confidentiality.
2. Hospital staff do not assume that individuals with communication, intellectual or cognitive
disability lack capacity to make healthcare decisions unless proven otherwise by an objective
assessment.
3. Ensuring that “do not resuscitate” decisions for people with communication, cognitive or
intellectual disability follow the same legal and professional pathways as for everyone else.
4. The carer and whānau are informed and involved in all treatment decisions, especially where
the patient lacks capacity or has requested this to happen.
Patient Safety and Risk Management
The higher risk of adverse events and complications arising from a combination of medical
complexity, communication issues and cognitive/intellectual disability is recognised and mitigated
during hospitalisation.9,12,14 This is demonstrated by:
1. Ensuring that there are systems in place to deliver reasonably adjusted care and monitoring
the effectiveness and quality of these systems in meeting the needs of people with disability.
2. Collecting data and information necessary to allow people with disability to be identified,
tracking pathways of care and monitoring of incidents, events and risk mitigation
interventions in people with disability.
3. Raising organisational awareness of the risk of premature avoidable death in people with
disability and promoting sustainable good practice as hospital management and service
governance responsibilities.

42

077

Support for carers, family and whānau
Family and whānau should be acknowledged, heard and engaged as healthcare partners within the
parameters of the patient’s expressed wishes and confidentiality. 15 This is demonstrated by:
1. Acknowledgement that family, carers and whānau have a key role in the process of effective
communication, particularly, in identifying or interpreting indicators of distress.
2. Seeking family and carers input in compiling useful information prior to admission on health
status, nutritional needs, communication, decision-making capacity, supports, legal
representative and contacts which can be included in the patient’s medical record for future
planned or unplanned admissions.
3. Establishing at an early stage the role family, carers and whānau are able and willing to play
in the provision of support during the patient’s acute hospital stay (e.g. children, very
specific needs related to disability). This additional support should be acknowledged in care
plans and facilitated by agreed arrangements for visiting, breaks and refreshments.
4. Early and appropriate response to any concerns raised by carers, families and whānau.
When concerns are raised or complaints are made, steps are taken immediately to resolve
issues and make individual patients and/or their carers aware of the process and of their
rights.
5. Processes by which hospital staff can facilitate independent advocacy, particularly when
there are difficult or contentious decisions and initiate carer assessments for support if there
are signs of carer stress.
Disability Training For Hospital Staff
Every individual with a disability has the right to receive care and services from knowledgeable,
competent and skilled practitioners, in a timely, safe and caring environment that takes account of
their specific needs. The training to support this care must be available to and accessed by all
professional and non-professional staff who potentially deliver services to people with a disability in
the acute hospital setting. This includes:
1. Mandatory Disability Awareness Training for all acute hospital staff who have direct patient
contact that is competence based and include the following core elements:
a. An overview of disability - definitions and concepts.
b. Health issues affecting people with disability and the barriers experienced when
accessing health services.
c. Legislative requirements such as consent and capacity, equality of opportunity,
disability discrimination and human rights.
d. Provision of reasonable adjustments in the acute hospital setting.
e. Understanding of the risks of harm posed by being in the acute hospitals and
knowledge of how these risks can be managed.
f. Effective Communication.
2. Advocacy of the inclusion of disability awareness training in the curriculum of academic and
professional institutions that provide undergraduate and post graduate clinical training
designed in collaboration with people with disability or representative organisations.
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Patients with Disability in Specific Hospital Settings
Emergency Care Services
Every person with a disability using the emergency care service should receive timely, safe and
effective care that takes account of their specific health needs. To achieve this emergency care
departments should:12,16
1. Develop specific care pathways or protocols to identify and care for patients with disability
that take into account patients’ needs and safety requirements. These pathways need to
consider the emotional needs of the individual regarding waiting times, environmental
conditions, noise levels and other issues that may impact on the wellbeing of the patient.
Wherever possible, the same nurse should care for the patient throughout their journey
within the emergency care department.
2. Check with the patient or family/carer if they have documentation that identifies their
individual method of communication and other relevant information that will be useful to
support their assessment, investigation and provision of safe care. The use of “My Health
Passport” has been recommended by the HDC.13
3. Allow extra time for triage to assess the patient’s needs, communicate the proposed plan of
care and to seek consent for examination, treatment and care. Ensure that all risks to the
safety and wellbeing of the individual while in acute hospitals are identified and
documented. Where appropriate, support from the family/carers may be required to
facilitate effective communication to help inform decision making.
4. Be aware that all behaviour is a means of communicating and that people with
communication, cognitive and intellectual disability may express feelings of fear, anxiety
and/or pain through odd or unusual behaviours.
5. All information on the diagnosis, investigations and care must be provided in a format that is
understandable to the patient in the first instance. Having access to, or developing, a range
of informative, easy to read or pictographic leaflets to explain procedures such as x-rays,
blood tests and other procedures can be helpful and save time.
6. Careful consideration needs to be given to the admission/transfer/discharge from
Emergency Departments, whether it is admission to a ward within the acute hospital,
transfer to another hospital or discharge home. It is essential that time is taken to ensure
that relevant information is passed on to other wards/departments/ hospitals and
healthcare professionals. It is important to ensure all equipment belonging to the individual
is transported with them. Specific care needs to be taken to ensure that the individual
and/or the carer(s) are familiar with and understand the discharge advice, including any
medication, treatments or follow-up arrangements.
7. Staff within emergency departments should make a referral to local community services
prior to discharge there are any continuing medication or nursing needs or concerns about
the patient’s safety, change in support needs, mental health and/or challenging behaviours
or the patient’s ability to comprehend instructions or follow medication regimens.
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In-patient Care
When a person with disability needs to be admitted to hospital, steps should be taken to prepare
them, the ward and the hospital staff to ensure that they receive safe and effective care during their
acute hospital stay.12,15,16 This is achieved by:
1. For elective and planned admission to acute hospital, people with disability should have the
opportunity for a pre-admission meeting/ward visit, during which:
a. Hospital staff should gain all relevant information of the patient’s abilities and needs
and details of any additional support that may be required or any risks that may
need to be managed from the patient, family and disability support staff. “My Health
Passport” 13 is a good source for this information, which should be used to direct
planning for adjustments and specific equipment to meet the person’s needs during
their acute hospital stay.
b. The patient should be provided information on the admission process and any
planned investigation, treatment and care should be explained in plain language,
outlining the sequence of events. This should include the opportunity to ask
questions.
This information can be gained at the time of admission for unplanned admissions.
2. Following admission, the individual patient should have an identified named nurse who is
responsible for overall nursing care, discharge planning and the key point of contact for the
patient, carers, family and other staff for the duration of their acute hospital stay.
3. Staff should respect the right of the patient to be actively involved in all decisions regarding
their care and continually explain procedures, changes in circumstances, medication etc.
They should ensure that the patient and carers understand what they have been told and
have the opportunity to ask questions.
4. Ward staff should be aware of the need for increased clinical observation of changes in the
health condition of a patient with communication, cognitive or intellectual disability. There
should be a coordinated approach in the handover of information to ward staff on admission
and throughout the acute hospital stay. The need for additional nursing resources should be
recognised and provided.
5. The risk of “diagnostic overshadowing” which means attributing new symptoms and signs to
the presence of disability rather than to intercurrent illness or clinical deterioration needs to
be recognised. Care should be taken to investigate fully the patient’s signs and symptoms for
underlying causes.9,17
6. When the patient is required to undergo elective surgery, a pre-operative visit by
theatre/recovery nursing staff to the ward should be undertaken at an agreed time to meet
the patient, family/carer and ward staff to discuss:
a. The patient’s previous experiences of anaesthesia and surgery, including the
management of ‘fasting’.
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b. Any known behavioural patterns which may become evident when the patient
recovers from the anaesthetic.
c. The patient’s communication needs and means of communicating pain.
d. Whether the main carer wishes to accompany the patient to the anaesthetic room
and/or to be present in the recovery room shortly after the patient recovers from
the anaesthetic.
e. Whether a ward nurse/carer needs to stay with the patient in the anaesthetic room
until the patient is anaesthetised to provide continuity of care and support.
Effective Nutrition and Hydration
The incidence of eating, feeding and swallowing problems is higher in people with intellectual or
cognitive disability than in other population groups, with at least half of the adults with intellectual
disability suffering from dysphagia.14,17 The challenges of meeting nutritional needs can be
exacerbated by communication difficulties whereby the individual is unable to articulate their need
for food or fluids, exercise choice based on likes and dislikes or feelings of nausea and pain. As the
people with disability have additional and complex needs, quality nutritional care will involve
appropriate screening, assessment, planning, monitoring, serving and, where necessary, safe
practical help with eating and drinking. To achieve this:
1. Nursing staff should ascertain known details of swallowing, hydration and nutritional needs
and preferences of the person with disability, including strategies already being used to
meet these needs at the time of admission to the ward.
2. All children and adults with cognitive and intellectual disability should be screened to
determine their swallowing and nutritional status. Patients who are identified at risk of
aspiration or malnutrition should be referred to speech and language therapists and
dieticians as appropriate.
3. Patients with disability, especially those with cognitive or intellectual impairments should
have their food and fluid intake monitored. Use of personal place mats (highlighting likes or
dislikes, risks, nutritional and nursing support) is beneficial.
4. Staff should strive to promote independence with individuals who require aids whilst feeding
(e.g. plate guards and non-slip mats). Patients who require support with eating and drinking
should be clearly identified and receive safe assistance as required.
5. Specialist assessment, support and monitoring by a dietician should be requested for
individuals who are fed through enteral/parenteral routes.
6. Pictorial menu cards for patients who are unable to understand written menus should be
available to that the individual can be helped to choose their meals.
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The Assessment and Management of Pain
Although most patients with disability will be able to articulate pain, those with communication,
cognitive or intellectual impairments, may have difficulty verbalising their pain and may use other
means to communicate pain. These signs and symptoms can include increased agitation or fidgeting,
increased sweating, heart rate or breathing, changes in eating or sleeping habits, constant or
frequent crying, withdrawal or challenging behaviours such as aggression or self-injury. To achive
good pain management on general wards:12,15
1. Information should be sought from families and carers in a pre-meeting (planned
admissions) or at the time of admission (unplanned admissions) on baseline indicators of
comfort and changes in behaviour associated with pain. These should be recorded clearly in
care plans.
2. Staff should undertake a thorough assessment and regular monitoring for pain, with
attention to both verbal and non-verbal indicators of pain or distress. They should be aware
that possible indicators and expressions of pain may be different in different people and
specific to the individual receiving care.
3. Staff should communicate directly with the patient and use straightforward questions about
the presence of pain. They should be aware that the patient may need frequent prompting
or more time to respond. The use of pictorial formats may be helpful in assessing the
location and severity of pain.
4. Any pain should be investigated fully for root cause and managed according to clinical need.
Staff should take time to explain any plans for investigations, familiarise the patient with the
environment and consider the assistance of family/carers during investigations.
5. Analgesia should be given regularly rather than ‘as necessary’. Staff should be watchful
about the response to analgesia and aware that some people with intellectual or cognitive
disability are more susceptible to side effects of analgesics and can be on other medications
that interact with analgesics and increase the risk of undesired effects.
6. Hospital staff should utilise the skills and expertise of specialist pain nurses, particularly
when the patient is receiving treatment for neoplastic diseases or palliative care.
Managing Challenging Behaviours and Restraints
Most people feel vulnerable and anxious going into a hospital because they may be suffering
significant illness or pain and be in an unfamiliar environment, with unfamiliar people using
unfamiliar language. In this setting, people with disability, especially with language, cognitive or
intellectual impairments may feel even more vulnerable because of loss of autonomy, difficulties in
communication and inability to express feelings of anxiety, discomfort or pain. This can be made
worse by the limited understanding that acute hospital staff may have of their disability or additional
needs due to disability. The increased fear and vulnerability experienced by patients with disability
under these circumstances can sometimes manifest as challenging behaviours, which may require
restraints to prevent harm to themselves or others.
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Restraint is a serious clinical intervention that requires clinical rationale and oversight. It should be
used only to protect patients and others from harm for the least possible amount of time. Prior to
use of any restraint, it is imperative to exclude or appropriately manage any clinical cause for the
behaviour such as worsening of underlying condition, discomfort, anxiety or pain and use deescalation strategies or alternative interventions. Restraints can be personal (staff holds or
intentionally blocks the movement of a patient), physical (use of equipment, devices or furniture to
limit freedom or denying means of independent mobility) or environmental (intentional restrictions
by locked doors). Seclusion is a specific type of environmental restraint that can only be
implemented legally in approved and designated seclusion rooms under the Intellectual Disability
(Compulsory Care and Rehabilitation) Act 2003. The use of medication solely for the purpose of
limiting a patient’s freedom of movement or to render them incapable of resistance is considered
‘chemical restraint’ and is a breach of the Act and Patient Rights. The best practice guidelines for
Restraint Minimisation and Safe Practice are:
1. All hospitals should have a Restraint Minimisation and Safe Practice Policy, which is regularly
reviewed and updated. All incidents requiring restraint should be monitored and reviewed
by a Restraint Approval & Monitoring Committee which also should be responsible for
advice, maintaining best practice standards (governance) and restraint education.
2. Restraints should be clinically justified, occur only in a safe and respectful manner under the
direction of clinical staff who have demonstrated competence in safe care and restraint
minimisation practices. Non-clinical staff may participate in restraint episodes but only
under the supervision of appropriately trained clinical staff and within the parameters of the
Restraint Minimisation and Safe Practice Policy.
3. The least restrictive interventions should be and applied for the minimum amount of time
necessary, maintain culturally safe practice and show appreciation for the physical and
psychological impact of the restraint on the patient, their family/whānau and others.
4. All restraint events should be continually reviewed and indication of use, method of
restraint, duration and outcome documented in the clinical notes and in the hospital
Restraint Register.
5. Wherever possible the carer, family or whānau of the person with disability should be
involved with restraint decisions and the review of restraint episodes. Their knowledge of
the patient and established relationship with the patients should be used to reduce the need
for future restraints. Any concerns raised by the carer, family or whānau should be resolved
urgently.
6. A restraint minimisation and safe practice education programme should be in place to
minimise restraint use, promote correct use of restraint practices and ensure competence of
staff in meeting regulatory requirements throughout the organisation.
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Paediatric Admissions
Children and young people with a disability who use acute hospitals should receive coordinated, safe
and child/family centred services that are age appropriate and based on assessed needs.12 Additional
measures, over and above those for adults, in hospitalised children with communication, intellectual
and cognitive disability include:
1. Fast tracking procedures for those who use acute hospital frequently or who have difficulty
coping with prolonged waiting periods, particularly in departments such as Emergency Care
and Outpatients’ Departments.
2. Involvement of parents/carers as experts in all assessment, care planning and discharge
processes. They should be encouraged to ask questions and should receive relevant
information in a format they can understand. Families should be supported to maintain
contact and appropriate provision should be made for family members who need, or wish,
to be with their child, especially during the night.
3. Children and young people who spend extended periods in hospital should have access to a
range of play, leisure and social activities that are age-appropriate and engaging. There
should be adequate education provision delivered by relevant educational staff.
4. A single community key worker should be nominated to be the point of contact with the
acute hospital staff during the period of admission. This individual should provide an
appropriate level of community in-reach to the hospital.
5. All staff working within paediatric wards should have access to relevant training on
communication skills, comorbidity such as epilepsy and autism, and, key patient safety issues
such as medicines’ management and child protection.
Discharge Planning
1. The discharge process should be a partnership involving the patient, their family/carer,
hospital staff and community services to facilitate discharge and meet the individual’s
specific needs after discharge. This process should commence at the pre-meet for planned
admissions and on the day of admission for unplanned admissions.
2. Where clinically appropriate, patients should be placed on a recognised care pathway
related to their condition and staff should provide the patient with a potential date of
discharge with a clear explanation of the discharge process.
3. A discharge planning meeting involving the ward staff, patient, family/carers and relevant
community services should be held as soon as feasible to finalise:
a. The date and time of discharge, in order to plan the recommencing of normal or
recommended new care package.
b. Any potential difficulties the patient may experience on the day of discharge, such as
waiting for lengthy periods in a discharge lounge and strategies to mitigate their
impact on the patient’s well-being.
c. The support and/or competency-based training that the patient, carer or family may
require to carry out certain procedures after discharge.
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These arrangements can be undertaken by telephone to prevent discharge delays for noncomplex patients where needs have not changed significantly.
4. On the day of discharge, ward staff should ensure that the patient and, where appropriate,
the family/carers have been provided:
a. Clear, understandable information on the diagnosis, treatment given and any followup treatment, appointments or specialist assessments.
b. Information on medicines and the need to follow particular instructions such as bed
rest, no lifting or any other requirements.
c. Contact number if they require further advice or information regarding their care
following discharge.

Outpatient Clinics
Account should be taken of the abilities and support needs of people with disability who have an
outpatient appointment and the implications of these on attendance, examination, investigations
and treatments.12 To achieve these:
1. Additional support needs should be indicated by the referrer at the time of referral and
arrangements to attend made directly with the patient at the time of booking the
appointment. The process of the appointment should be explained to the patient in plain
language, outlining the sequence of events.
2. A structured approach in an agreed format should be used to gather information necessary
to support the appointment and include the patient’s communication abilities, physical care
needs, behaviour when distressed and other factors that may need to be considered in
arranging the appointment time and the duration of the appointment. This is facilitated by
the use of “My Health Passport”.13
3. Appointments should be planned to take account of the possibility that extra time may be
required for explanation, discussion, providing reassurance and maintaining cooperation.
Consideration should be given to offering the first or early clinic appointments.
4. All information about what to expect should be provided to people with communication,
intellectual or cognitive disability and their family/carers in appropriate accessible formats.
Contact details for key staff who may be able to help if required should be provided.
5. There should be flexibility in the waiting arrangements that take account of the abilities and
needs of the person and minimise distractions or restrictions. Throughout the appointment
staff should monitor the person’s level of comfort, anxiety, distress and understanding of
what is happening.
6. At the end of the appointment staff should provide a clear explanation of the next steps in
the process of care and should consider the need to liaise with local disability services
providers.
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Recommendations for DHBs
To achieve an effective, fair system of care for people with disability, who also happen to have
health problems and need acute hospital care, DHBs should develop policies and systems that:
1. Provide patients with disability reasonable adjustments that are individualised, anticipatory,
responsive and flexible to take full account of the needs of the person. This should include
meeting culturally specific needs and effective communication between professionals at
handovers and key stages during the hospital journey.
2. Promote a structured approach to gather and store information necessary to support the
person with disability prior to any admission or appointment and include the patient’s
communication abilities, physical care needs, behaviours and other factors that may need to
be considered on contact with hospital services. This information should be in a format that
can be easily accessed at each point of contact. The use of “My Health Passport” should be
supported.
3. Require patients with disability to be given a balanced view of all available treatment options
without making assumptions of their quality of life or capacity to take healthcare decisions.
Wherever possible, encourage patients to be involved actively in choosing treatment options
and decisions on ceiling of care or resuscitation.
4. Ensure that all risks to the safety and wellbeing of the individual due to the medical
complexity, communication issues and cognitive/intellectual disability are identified,
documented and mitigated during their acute hospital care.
5. Recognise and provide for the additional and complex nutritional needs that patients with
disability may have by appropriate screening, assessment, planning, monitoring, serving and,
where necessary, safe practical help with eating and drinking.
6. Develop guidelines for thorough assessment and monitoring of pain, with attention to verbal
and non-verbal indicators of pain or distress. These should include comprehensive
investigation for cause, regular use of analgesia and monitoring for adverse events or drug
interactions, which are more common in people with disability.
7. Ensure that the Restraint Minimisation and Safe Practice Policy is regularly updated, all
incidents requiring restraint are monitored and reviewed and there are provisions for advice,
maintaining best practice standards and restraint education.
8. Allow for extra resources, in terms of staff, time or materials that may be required for
explanation, discussion, reassurance and maintaining cooperation when assessing patient
needs, communicating the proposed plan of care and seeking consent for examination,
treatment and care.
9. Support a clear process for admission/transfer/discharge with provision of relevant
information to be given to the patient, family and other stakeholders on the date and time
of discharge, medication, equipment, care package, support services, follow-up
arrangements and contacts if they require further advice or information regarding their care
following discharge.
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10. Ensure that children and young people with a disability who use acute hospitals receive
coordinated, safe and child/family centred services that are age appropriate and all staff
working with children are trained in key patient safety issues and safeguarding.
11. Establish at an early stage the role family, carers and whānau are able and willing to play
during the patient’s acute hospital stay (e.g. children, very specific needs related to
disability) and acknowledge this role in care plans and agreed arrangements for visiting,
breaks and refreshments.
12. Ensure concerns expressed by patients or by family members/carers are acknowledged and
addressed immediately. Complaints processes are easily accessible to patients with disability
and/or the family/carers. Facilitate access to independent advocacy, particularly when there
are difficult or contentious decisions.
13. Mandate competence-based Disability Awareness Training for all hospital staff who have
direct patient contact on disability and disability related issues, communication, increased
patient safety and safeguarding requirements and the rights of disabled people including the
right to autonomy, equality, non-discrimination, privacy and confidentiality.
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Transition of Adolescents with Disability to Adult Services

Introduction
Transition is defined as the purposeful planned movement of adolescents and young adults living
with disability from child-centred to adult oriented health care systems.1 As a result of advances in
paediatric care, nearly 90% of children with chronic disability will now survive past childhood and
there is an emerging need to manage these disabilities and their associated challenges into
adulthood.2 Although there is no universally accepted age cut-off for transitioning to adult services,
the importance of this transition is increasingly being recognised. Despite this, over half of children
with disability and their parents report inadequate support and services during this transition to
adult healthcare.3
There is increasing urgency to implement processes that ensure a seamless transfer from paediatrics
to adult healthcare services in order to achieve improved health outcomes for young people. In
addition to physical changes associated with maturation, transition into adulthood is associated with
increased expectations of independence, development of individual identity, greater emphasis on
education, employment, and sexuality. This transition is influenced by the type and scope of
disability, degree of impairment, family dynamics, social environment and the availability of different
types of educational and vocational training resources.

The process of transition
Transition from paediatric to adult services is not a single event but a phased process.4 Children with
disability benefit from a staged approach where transfer between paediatric and adult care
providers is incremental over a period of time and follows a structured format. This is especially true
for children with complex disability, where it is more effective and safer to transition one service at a
time. Barriers to a smooth transition include:4










Child-related factors such as immaturity, severe disability or psychopathology.
Excessive parental control and high dependence on current paediatrics providers.
Poor formal or informal support systems.
Inadequate preparation of the patient and/or family prior to transition.
Paediatrics providers’ perception of limited survival and ambivalence towards transfer of
care.
Adult providers lack of familiarity with managing rare, congenital or childhood conditions.
Inadequate communication between the paediatric and adult providers.
Lack of trust between transitioning service users and adult service providers.
Inability to access and use adult care services.

Adolescents and their parents often feel anxious and concerned at the thought of transitioning to
adult care services. It should be a priority of the provider to discuss the transition plan with both the
patient and the family prior to transitioning.5 Support for adolescents and their caregivers should
include peer support, rehabilitation social workers and rehabilitation psychologists if required. In
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addition, transition can be facilitated by a keyworker who should be responsible for preparing and
supporting the adolescent and families through the transition period and serving as a link between
the old and new care teams.
It needs to be acknowledged that some young people may never achieve independence and will
require the support, often lifelong, of parents/carers. Guardianship for adolescents older than 18
years who lack decision-making capacity can be complicated, especially if the parents are older or
becoming dependent themselves. It is advisable to seek legal counsel and appropriate guardianship
at the time of transition.
Implementation of a managed pathway for transitioning from paediatric to adult health care will
considerably improve the care and management of young people with chronic conditions leading to:
 Better functional outcomes such as increased adherence, improved self-management
and knowledge of their condition, and improved wellbeing.
 Better access to appropriate health services for young people with a chronic condition.
 Improved morbidity and mortality rates.
 Reduction in avoidable hospital admissions.

Recommendations for DHBs
A systematic transition process should ideally begin when the child enters early adolescence.6 To
enable successful transition of children with disability to adult services, DHBs should develop:
1. A systematic and formal transition process underpinned by formal guidelines and policies
outlining the transition process. This process needs:
a) Joint owned by paediatrics and adult services.
b) Clear referral pathways with designated clinician accountability.
c) Oversight by a local transition committee which includes paediatrics and adult
clinicians, relevant professionals and service users.
d) Regular evaluation to assess performance and inform future planning and policy.
2. Clear and easy to read information on transition guidelines, differences between children’s
and adult health services and stages along the transition pathway for young people, their
families/whānau. Easy access to support services required for transition.
3. A keyworker to facilitate transition and act as a link between the adolescent with disability,
parents, whānau and various service providers. The keyworker should have designated time to
perform the role and also have an advocacy role.
4. Identification of all those relevant to the transition process, good communication and shared
responsibility between the young person, family, paediatric and adult health professionals and
the GP with respect for privacy and confidentiality of the young person.
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5. Early preparation with empowerment around self-management that is developmentally
appropriate. This includes:
a) An individualised transition plan that takes into account the medical, physical, emotional
and psychosocial needs of the individual. Special consideration needs to be given to
adolescents with cognitive or developmental delays.
b) A process of developmentally appropriate teaching that empowers, encourages and
enables young people with disability to self-manage and increasingly take up the
responsibility for decision-making independently or with family/whānau support.
c) Education regarding resources for education, jobs, housing, social programs, and
advocacy.
6. Plans for follow up to ensure that young people have engaged effectively with adult health
care services.
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Rehabilitation

Definitions
The WHO defines rehabilitation as “a goal-oriented and time-limited process aimed at enabling an
impaired person to reach an optimum mental, physical and/or social functional level, thus providing
her or him with the tools to change her or his own life. It can involve measures intended to
compensate for a loss of function or a functional limitation and other measures intended to facilitate
social adjustment or readjustment”.1 A distinction in sometimes made between “habilitation”, aimed
at helping those with disability acquired congenitally or early in life to gain function and
“rehabilitation”, which assists those with loss of previous function to regain maximal functioning.
A commonly used third term “reablement” is defined as “the active process of an individual
regaining the skills, confidence and independence to enable them to do the things for themselves,
rather than having things done for them”.2 The aim of reablement is to restore independent
functioning rather than resolve health care issues.
Common to all definitions is a focus on enabling persons with disability, through appropriate
measures including peer support, to attain and maintain their maximum independence, full physical,
mental, social and vocational ability, and full inclusion and participation in all aspects of life.

General Principles
Rehabilitation is cross-sectorial and may be carried out by health professionals in conjunction with
specialists in education, employment, social welfare, and other fields.3 Rehabilitation services are
very diverse in the population groups targeted, the staff delivering the rehabilitation, the modalities
used and the settings where rehabilitation is delivered. From a healthcare perspective, the
objectives of rehabilitation can be any one of:
 Prevention of the loss of function
 Slowing the rate of loss of function
 Improvement or restoration of function
 Maintenance of current function
 Compensation for lost function
The rehabilitation process keeps the person with disability at the centre of services and involves
identification of a person’s problems and needs, relating the problems to relevant factors of the
person and the environment, defining rehabilitation goals, planning and implementing interventions,
and, finally, assessing the effects of all these measures. Interventions in rehabilitation are can be
diverse but are typically characterised by the involvement of multiple disciplines, comprehensive
assessments, collaborative development of care plans, therapy sessions, self-management,
reassessments, and supported discharge from the service.
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The expected outcomes of these processes are:
 Increased independence and social integration for the person with disability.
 Decreased burden of care for statutory support services and informal caregivers.
 Fewer hospital admissions or shorter length of hospital stay if hospitalised.
 Return to role/occupation that is age and context relevant.
 Improved quality of life for the disabled person and their caregivers.
Policies and planning responses should emphasise early intervention and use of rehabilitation. In
addition, educating people with disability is essential for developing knowledge and skills for selfhelp, care, management, and decision-making. People with disability and their families experience
better health and functioning when they are partners in rehabilitation.
Unmet rehabilitation needs can limit activities, restrict participation, cause deterioration in health
and inappropriate hospitalisation, increase dependency on others for assistance, and decrease
quality of life. These negative outcomes can have broad social and financial implications for
individuals, families, and communities.4

The scope of adult rehabilitation
People
The scope of adult physical rehabilitation is large and may change as a person’s needs change
through the course of their life.5 Directed and timely rehabilitation can reduce disability in people
who require support to:


Recover from unexpected illness – such as acute admission to hospital following a stroke,
surgery, fall, chest infections and cardiac events.



Recover from major trauma – rehabilitation and reablement help people to regain and
maximise their skills and independence, including returning to work (vocational rehabilitation)



Manage long-term conditions – when people with a long-term medical or neurological
conditions become unexpectedly ill or have an exacerbation.



Self-manage conditions – people with a long-term condition are enabled to manage their own
health and reduce the risk of developing secondary problems such as loss of strength and
cardiovascular fitness, contractures, pressure ulcers and pain.



Maintain skills and independence – for progressive conditions (such as motor neurone disease
and terminal cancer) where early diagnosis, assessment and rehabilitation intervention can help
people to maintain their skills and independence for as long as possible.



Access advocacy – people who are vulnerable and need support (such as those with cognitive
impairment or communication difficulties) are offered advocacy as part of their rehabilitation
package.
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Places
Rehabilitation is current provided in a range of settings depending upon urgency, patient needs and
organisation of health and disability services:


Primary care settings that include multidisciplinary clinics/ practices, institutions such as
private hospitals, residential care, day care centres or hospices and other community based
settings such as homes, schools, and workplaces.



Secondary care settings such as general hospitals and rehabilitation wards at a district/regional
level where rehabilitation is provided by medical rehabilitation specialists supported by
multidisciplinary teams.



Tertiary care settings offering highly specialised rehabilitation at the regional/national level in
specialised rehabilitation centres or hospitals.



Outpatient rehabilitation clinics and day rehabilitation facilities can be provided both in primary
and secondary care settings. Outreach rehabilitation also includes mobile and telerehabilitation.

Needs
There are three levels in the hierarchy of interventions in people with disability, defined by the
complexity of need.5 The vast majority of people with disability have relatively straightforward and
simple rehabilitation needs requiring very little professional input. On the other side of the spectrum
is a small minority with very complex needs requiring high intensity, multidisciplinary and multiagency interventions. The recognised levels for intervention intensity are:


Self-Management: Individuals take responsibility for their own health and well-being with
occasional advice and support from health professionals. This includes taking action to
prevent illness/ accidents, appropriately self-managing long-term conditions and seeking
prompt treatment if needed.



Condition Management: People with intermediate level of disability who need time-limited
but dedicated support from multi-disciplinary teams. Input consists of co-ordinated, goal
oriented health care interventions with specialist rehabilitation in community or in-patient
settings as appropriate.



Case Management: Required for a very small number of people with complex disability and
needs. Case management is a collaborative process of cyclical assessment, planning,
facilitation and advocacy for options and services to meet individual needs of a disabled
person. The process is sustained and resource intensive in which needs are regularly reassessed and services changed accordingly.
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Model for Service Delivery5

Key components of a well-functioning rehabilitation model5
1. Leadership and governance to ensure that a policy framework exists and is combined with
effective oversight, coalition-building, attention to system-design and accountability.
2. Operational capability for consistent, effective and efficient delivery of a range of
interventions and services that are responsive to client needs and in appropriate settings.
3. Embedded service principles, pathways and clinical practices that:
 Centre on the needs identified by people with disability, not their diagnosis.
 Focus on achieving outcomes driven by goals set by the individual.
 Are active processes that enable independence and participation.
 Integrate specialist provision to support, rather than replace, mainstream services.
 Include vocational competence and social inclusion as outcomes.
 Collaborate across organisational boundaries rather than be limited by them.
 Are responsive to cultural needs and values of the individual.
4. A workforce that is sufficient, competent, responsive, fair and efficient for achieving the best
health outcomes possible within available resources and circumstances.
5. Availability of and equitable access to equipment and technologies with training for safe,
evidence-based and cost-effective use.
6. Documentation and data-collection to ensure dissemination and use of reliable and timely
information at patient and system level, and analysis of health status, outcomes and system
performance.
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Community based rehabilitation
As the objective of rehabilitation is to facilitate independence, participation and inclusion within
community settings, it makes sense to provide rehabilitation services as early and as close as
possible to people’s homes and communities.6 Efforts should focus on accelerating the availability of
community based rehabilitation because early intervention in the community is associated with
better outcomes compared with late intervention.7 Community-delivered rehabilitation
interventions can significantly reduce the time spent in the hospital, thus improving the efficiency
and effectiveness of inpatient rehabilitation services.8 Community-delivered services also respond to
workforce shortages, geographical population dispersion, changing demographics, and technological
innovations.8
Community based rehabilitation (CBR) is particularly effective for delivering simple therapeutic
strategies through therapy aides working under instruction from chartered therapists or taught to
individuals with disability or a family member. CBR may be more time- and resource-intensive
compared with outpatient services but research has shown that it is better for programme
compliance and overcoming economic, cultural, and geographic barriers, especially when working
with indigenous people.9 CBR that involves people with disability, their families, and community
members can lead to collaborative solutions to manage rehabilitation problems and significantly
improve interpersonal relationships and social inclusion for disabled people.10
Hospital based rehabilitation
Expert consensus favours an early and seamless transfer through acute to rehabilitation services as
delays in access to best practice rehabilitation affects outcomes.11 There is strong evidence to show
that early initiation of task-specific and intensive rehabilitation soon after the onset of impairments
or injury is associated with better patients and systems outcomes. 12 There is also evidence that
geographical location of rehabilitation units is important; higher mortality and morbidity with a
higher frequency of transfer to acute care is seen in patients with acute vascular, neurological or
traumatic disability being rehabilitated in facilities remote from main hospital settings.13 Remote or
smaller in-patient rehabilitation facilities such as community or rural hospitals may have limited
resources (such as access to specialist facilities and equipment) and/or lack essential components of
organised interdisciplinary rehabilitation because of staffing issues, resulting in poor patient
outcomes.14
Tele-rehabilitation
The use of information, communication, and related technologies for rehabilitation can enhance the
capacity and accessibility of rehabilitation by providing interventions remotely.25 Telehealth
technologies that facilitate telemedicine and tele-rehabilitation include:
 Real-time video and teleconferencing platforms which can support multiple users with high
levels of privacy and confidentiality.
 Wide availability of high specification mobile devices and phones.
 Reliable, fast and secure internet and wi-fi connectivity.
 Telehealth, telemonitoring and remote data-collection equipment.
Telehealth and telerehabilitation techniques have enabled people with disability who cannot access
traditional rehabilitation settings because of distance, transportation issues or other reasons.
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Telehealth technologies can be used by people with disability, rehabilitation workers, peers, trainers,
supervisors, and community workers and families. Examples of telerehabilitation include:






Provision of cardiac rehabilitation, physiotherapy, speech & language therapy and cognitive
rehabilitation.
Remote specialist assessments for home modifications.
Training and support of health-care personnel, persons with disability and their families.
Consultation for issues related to prosthetics, orthotics, and wheelchair prescription.
Sharing clinical guidelines and professional expertise for standardisation of practice and
improved quality, effectiveness and efficiency of services.

Telerehabilitation is still a new development which needs further evaluation for utility, flexibility,
reliability, effectiveness and client/professionals acceptability.26 Potential advantages include saving
time and money, and avoiding unnecessary travel and discomfort to the person with disability.
These need to be balanced against the potential disadvantages of limited flexibility in
individualisation to patient needs, barriers to progressing more dependent patients towards
independence, variable levels of participation, long-term sustainability and loss of human contact
seen with face-to-face interactions. Widespread use of telerehabilitation will also require investment
in technology and equipment, development of procedures and protocols that meet quality and
privacy requirements and staff training in the use of new intervention modalities.

Special issues in rehabilitation
Decentralisation of Rehabilitation Services
Some people with disability have complex rehabilitation needs requiring intensive or expert
management in tertiary care settings (e.g a dedicated rehabilitation centre) or in-patient hospital
settings because of associated medical and nursing needs that cannot be provided in the
community. The majority of people with disability, however, require fairly modest rehabilitation
services that can be provided in the community dependent upon the availability of adequate and
appropriate multidisciplinary resources and their coordination in community-based health care
settings.
Despite these considerations, the majority of rehabilitation continues to be provided in hospitalbased settings, notwithstanding the concern that in-patient rehabilitation may not always result in
optimal patient outcomes, particularly in establishing the skills that are important for reintegration
to the home environment and the community.15 Even out-patient rehabilitation services are often
centralised and located too far from where a person with disability lives. Travelling to these services
can be costly and time consuming, and public transport is often not adapted for people with mobility
difficulties.16
There is good evidence that decentralisation and early transition to community rehabilitation has
outcomes similar to inpatient rehabilitation.17 Integration between different modes of service
delivery (inpatient, outpatient, home-based care) and levels of health service provision (primary,
secondary, and tertiary care facilities and community settings) is required for people with conditions
requiring regular or protracted interventions.18 Together with patient involvement in service
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development, a focus on coordinated, multidisciplinary, community based rehabilitation can
produce better outcomes, improve compliance with treatment, and increase satisfaction among
patients and rehabilitation personnel.19 However, effective community based rehabilitation services
may not be cost-saving – studies in the UK and Australia have shown resource use and costs
comparable to hospital care.20
An integrated model for rehabilitation emphasises flexibility of care and the ability for patients to
enter and re-enter the care pathway across phases and at different times according to need.
Seamless continuity of care is provided across different stages in hospital and community settings
through information sharing and strong inter-professional communication.

To deliver and integrated model for effective rehabilitation services, DHBs should prioritise:
1. Support for the development of tertiary services for highly specialised areas of need at a
regional level. These include, but are not exclusive to:
a. Brain and spinal injury rehabilitation
b. Severe neuro-behavioural conditions
c. Specialist vocational rehabilitation
d. Complex disability requiring specialised assistive technology solutions
2. Support for early specialist rehabilitation and community reintegration for patients with
moderate needs at the Local DHB level. This includes:
a. Co-location of rehabilitation services with acute services to facilitate early transfer
and specialist rehabilitation of patients with impairments and continuing in-patient
medical or nursing care needs.
b. Development of multidisciplinary intermediate care to support early discharge from
hospital and coordinated specialist rehabilitation in community settings for patients
who do not have hospital level medical or nursing care needs to maximise
independence and participation.
c. Prompt availability and easy accessibility of community rehabilitation services for
specialist assessments and rehabilitation of people with disability which are not
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hampered by complex referral processes, inadequate staff or inaccessible locations
and can circumvent the high costs of in-patient rehabilitation.
d. Improving patient experience by ensuring services are appropriate, responsive and
culturally sensitive to the individual needs of people with disability, their families
and whānau.

Vocational Rehabilitation
People with disability often experience major restrictions in their ability to work and can find it
difficult to find suitable employment that offers the flexibility and understanding that they need.
Many disabled people have limitations of mobility, motor skills, cognitive functioning and
organisational abilities which may limit their capacity to work in the competitive job market.
Vocational rehabilitation has been defined as a process that enables people with functional,
psychological, developmental, cognitive and emotional impairments or health conditions to
overcome barriers to accessing, maintaining or returning to employment or other useful
occupation.21 Returning to work is extremely important to many people with long-term conditions
and acquired disability. The emphasis is on restoration of functional capacity for work or other useful
occupation rather than treatment of underlying clinical conditions.
A meta-analysis of literature showed that that being in work helped people with disability to
maintain their independence and had beneficial effects on their physical and mental health, selfesteem and quality of life.22 People with disability may need vocational rehabilitation or support to:
 enter training or work opportunities
 remain in or return to their existing job
 identify and prepare for suitable alternative work options
 plan withdrawal from work at an appropriate time, conserving pension and other rights
 access appropriate alternative occupational and educational opportunities
Disabled people have a right to appropriate vocational assessment, rehabilitation and on-going
support to enable them to find, regain or remain in work and access other occupational and
educational opportunities. They should be able to secure support and specialist advice from a
dedicated vocational rehabilitation team consisting of a range of professionals including case
manager (any discipline), counsellor, manual handling trainer, occupational health adviser,
occupational health physician, occupational therapist, physiotherapist, psychologist and a support
worker using case management approaches. Access to and participation in vocational rehabilitation
is cost effective and significantly improves the probability disabled people returning to work.23
Delivery of Vocational Rehabilitation
Vocational rehabilitation for disabled people involves both local rehabilitation services and
specialised vocational rehabilitation services. Local community rehabilitation providers, working
closely with appropriate professionals and other providers of occupational health services need to
provide:
 basic vocational assessment with the aim of helping people to develop work-related skills
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informed guidance about available options, including advice on welfare rights and benefit
entitlements
assessment of workplace suitability and practical support to manage problems in the workplace
liaison and advice to employers to adjust work duties, patterns or environments as appropriate
advice on retiring on health grounds and counselling to support adjustment to disability
linkage with community-based vocational support agencies
referral for specialist vocational rehabilitation if required

Specialist vocational rehabilitation should be specifically designed to address complex needs that
involve specialist multiagency rehabilitation services and require on-going personalised support over
a longer period. Specialist vocational rehabilitation services need to work alongside and in
partnership with local rehabilitation services. Specialist vocational rehabilitation services can
provide:
 specific programmes of vocational support, including specialist assessment, training,
counselling, job preparation and job retention services for disabled people
 occupational and educational opportunities as an alternative to paid employment
 advice, support and training to local rehabilitation services and employers in recognising and
addressing the needs of people with disability
 vocational rehabilitation training for health professionals with focus on return to work
DHB priorities for vocational rehabilitation should include:
1. Vocational rehabilitation services that are available both at the local and the specialist level,
with dedicated vocational rehabilitation team consisting of the full range of multidisciplinary
staff skilled in vocational rehabilitation.
2. Facilitated early access to vocational advice, multidisciplinary intervention and proactive case
management that empowers people with disability to make informed decisions and take action.
3. Increased coordination of services and information sharing across agencies involved in
vocational rehabilitation or support (health/social services, benefits/ employment agencies,
independent/voluntary sectors).
4. Initiatives to provide employment opportunities for people with disability in the Health and
Disability sector organisations.
5. Sponsored programmes which offer practical advice and support to disabled people and their
employers to overcome work-related obstacles resulting from disability.
6. Partnerships with voluntary services in helping people into work or alternative occupation.

Equipment and Assistive Technology
An important component of rehabilitation is to ensure that people with disability have appropriate
equipment and adaptations to their accommodation to give them greater independence and choice
about where and how they live. Assistive technology/equipment and home environmental
interventions improve independence and quality of life and reduce frustration. Providing
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appropriate equipment is also cost effective;23 it can reduce the costs of care at home and in
residential care settings; it can reduce the development of further health problems (e.g. immobility
and contractures) at low cost compared with other forms of healthcare and improve the
opportunities for employment.24
People with disability should receive timely, appropriate assistive technology/equipment and
adaptations to accommodation to support them to live independently; help them with their care;
maintain their health and improve their quality of life. Assistive technology/equipment for people
with disability falls into three main categories:
 equipment to help with mobility, sensory impairment or daily living activities (e.g. walking,
mobility, bathing or reaching aids)
 more specialist, custom-built equipment for those with complex needs to support
independence and participation in the home or work place (e.g. environmental controls,
computer equipment, communication aids or other electronic assistive devices)
 equipment to prevent deterioration (e.g. special seating or standing aids)
Holistic assessments are central to the provision of appropriate equipment and adaptations and
ensuring that people who use larger, expensive or more complex items use these regularly,
appropriately and effectively. Unnecessary duplication of assessments should be avoided by
undertaking joint assessments which include the person with disability, family/whānau,
professionals and agencies providing equipment and adaptations.
DHBs and other contracting organisations need to ensure that equipment and assistive devices
meet “good practice” guidelines that include:
1. Take into account the home environment, support available, lifestyle and the need for practical
advice on how to use assistive technology/equipment when assessing the assistive
technology/equipment needs of people with disability.
2. Include equipment requirements in the integrated care plan, together with a record of who is
responsible for each item of equipment and whom to contact for repairs and maintenance.
3. Ensure that specialist assistive technology/equipment provided can meet the complex needs of
the disabled person in the chosen environment and is compatible with other interventions. This
may include providing equipment on trial.
4. Provide training and support for people and carers to use the equipment.
5. Support an advisory service to encourage people to assess their own needs and advise them on
using direct funding to buy their own basic items of equipment where available and
appropriate. This promotes people’s choices and allows professional assessment and statutory
provision to focus on more complex items of assistive technology/equipment.
6. Provide information about how to get assessment and funding for assistive technology or
equipment, adaptations to current accommodation, and how to obtain more suitable
alternative accommodation.
7. Put in place a system of review that can respond to changing needs of the person with disability
over time and of the caregiver due to ageing, illness and the demands of paid employment.
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Promoting independent living and participation in community

Disability in Community Settings
One in five New Zealanders self-report having some form of long lasting impairment.1 About 21% of
adults under 65 years and 11% of children under 15 years of age suffer from at least one disability.
Physical disabilities due to disease or illness dominate in adult patients, whereas learning and
developmental disabilities present since birth (49%) are more common in children. Over half (53%)
of people with disability have more than one disability and an estimated 5% of the NZ population
live with long-term limitations in their daily activities as a result of the effects of psychological
and/or psychiatric impairments. Māori people have a higher disability rate (27%) compared with
European (25%), Pacific (19%) or Asian (13%) populations, despite having a younger population age
profile than the total population. The number of people with disabilities is increasing and New
Zealanders with disability have poorer life outcomes compared with people without disability that
include lower income and rates of employment, poorer educational outcomes, higher health risks
and a lower likelihood of rating their health as good.
Disability support services (DSS) are available to people who have a physical, learning, intellectual or
sensory disability which is likely to continue for at least six months and limits their ability to function
independently, to the extent that ongoing support is required. DSS specifically excludes long-term
health conditions, mental health conditions, conditions more commonly associated with aging and
those caused by accident or injury, which are covered by ACC.2
The main DSS available to people with disability are:


Equipment, aids, and home modifications (including modifications to home/vehicles and
providing equipment on long term loan).



Assessment, treatment and rehabilitation services including in-patient and community
rehabilitation to maximise functional independence and social participation.



Home and Community Support Services, Carer Support, Behaviour Support Services, and
Supported Living in Community services.



Residential care, younger people in aged residential care and Respite Care.



Day services for disabled adults who cannot find work to improve personal skills and
maintain regular meaningful social contact.



Individualised Funding and Funded Family Care which gives people with disability more
choice, control and flexibility over services and providers, including family and whānau
providers.
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DSS Resource Use
The main areas and trends in the use of DSS resource in Metro Auckland are:3
1. There has been a 4.5% increase in the number of DSS clients from 10,784 in 2016 to 11,260
in 2018 in Auckland compared with a national average increase of 6.4%. Clients between the
ages of 15 to 64 years constitute nearly 60% of DSS clients (Table 1).
2. The ethnicity of DSS clients was 69% European/Other, 19% Māori, 6% Pacific and 6% Asian.
European/Other and Māori people were over-represented compared with population
demographics, Pasifika were proportionately represented and Asian people were underrepresented. There has been a 33% and a 25% increase in to number of Māori and Pasifika
people respectively compared with 2014.
3. Physical and intellectual impairments, often occurring together, account for disability in the
adult age group (Fig 1). There were significant increases in the number of people requiring
high (10%) and very high (11%) support package allocations (SPA) between 2016 and 2018.
The need of high and very high SPA was predominantly in the 15-65 years age range, and
increased with increasing age.
4. Home and community support services (HCSS) were mainly used by adult clients with
physical disabilities (median age 54 years). There has been a 23% decrease is use of HCSS
services in Auckland between 2016 and 2018.
5. Nearly 85% of community residential services were used by people with intellectual
disabilities (median age 49 years). Pacific and Asian people were under-represented. There
has been a 37% reduction in the number of clients placed in residential care.
6. The number of supported living clients has increased by 14% between 2016 and 2018. The
median age of these clients was 40 years and 65% had intellectual disabilities. People using
supported living services are predominantly European/Other (77%) or Māori (16%) with
Pasifika and Asians being under-represented.
7. The number of clients accessing Individualised Funding (IF) and Funded Family Care (FFC) has
increasing significantly. There is higher uptake of IF in Māori people (18% compared with
16% population). The number of disabled persons accessing FFC has increased by 36% from
2016, predominantly in Māori people.
8. Carer support accounted for the largest proportion of DSS clients (Fig 2), mainly consisting of
young people with intellectual disabilities (median age 15 years). Nearly 80% of service users
were under 24 years of age. Auckland region accounts for 33% of all NZ Carer support. Māori
and Pasifika people are over-represented among carer support clients compared to overall
population, while European/Other clients are equally represented.
9. Taikura Trust in Auckland Region is the largest provider of NASC services in New Zealand,
accounting for nearly 30% of all DSS clients.
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Table 1: Demography of Metro Auckland DSS clients
Age group

2018
Female

Male

2016
Total

%

0–4

162

320

482

4.3

449

5–14

919

2,482

3,401

30.2

3,149

15–24

758

1,656

2,414

21.4

2,316

25–44

839

1,118

1,957

17.4

1,878

45–64

1,086

1,085

2,171

19.3

2,167

65–79

443

367

810

7.2

816

17

8

25

0.2

9

4,224

7,036

11,260

80+
Total

100

10,784

Fig 1: Disability categories of Metro Auckland DSS clients (2018)

Fig 2: Resource use of Metro Auckland DSS clients by service type and ethnicity (2018)
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Disability and DSS Data
National Needs Assessment and Service Coordination (NASC) data for DSS are captured on a national
web-based database named SOCRATES. SOCRATES collects administrative information demographic,
disability and service use data on DSS clients from the 15 MoH funded NASCs. Relevant information
is sent directly to the MoH payment processor. The benefits of SOCRATES include:


A common repository of people with disabilities receiving DSS funding.



Information on demographics, disability categories, needs assessed, services provided and
costs of services for DSS clients.



Direct transfer of validated information to HealthPAC that facilitates timely payment to
providers and clear audit trails for DSS funding of services.



Support for budget forecasting and service planning for both MoH and NASCs.

In addition to SOCRATES, the health and disability sector also collects disability information from
other sources. The other key information systems for data on disability populations include:
1. interRAI – comprehensive clinical assessments in people with disability (mostly age-related
or due to long term conditions) seeking long-term support at home or in residential care.
2. PRIMHD (Programme for the Integration of Mental Health Data) – national database that
collects referral, services utilisation, and demographic information on people with severe
mental illness. Data are not collected on outcomes, diagnosis, and legal status.
3. The New Zealand Health Survey – provides information about the health and wellbeing of
New Zealanders and is updated annually.
4. The New Zealand Disability Survey – collects data on characteristics of people with disability,
the nature and cause of impairments, support needs, and how well people with disability are
faring. The next survey is scheduled for 2023.
The lack of integration between different data sources and the non-availability of disaggregated data
at the population level is acknowledged as preventing analysis of needs, provision, patterns and
trends in specific subgroups.4 This has been identified by the Independent Monitoring Mechanism
(IMM) as one of the six key issues, which if addressed, would make a significant difference for
people with disability. Work to improve the collection, collation, analysis and use of national
disability data is being undertaken by the Disability Data and Evidence Working Group for the 20192023 Disability Action Plan and through health and wellbeing outcome indicators being developed
under the New Zealand Disability Strategy 2016-2026 Outcomes Framework.
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Needs Assessment and Service Coordination (NASC)
NASC organisations are contracted by Disability Support Services, Ministry of Health to support the
management of the DSS system.5 The key functions of NASC include:
1) Confirmation of eligibility for MoH funded specific Disability Support Services by ensuring
entitlement to publicly funded health and disability services and compliance with the MoH
definition of a person with a disability.
2) Assessment of the level of need by determining current abilities, resources, family and whānau
support, personal, functional, educational and vocational development needs, recreational,
social, cultural and employment goals and, where appropriate, the needs of carers, family and
whānau.
3) Referral for specialised assessments to establish the physiological basis, extent and prognosis of
the disability; access to medical treatment or rehabilitation; advice on suitability for a specific
service, assistive devices or environmental modifications; or, recommendations on how specific
physical, psychological educational or vocational needs of the individual can be met.
4) Coordination of government funded and other services and community supports to plan the
package of services required to meet the prioritised needs and goals of the person and, where
appropriate, their family/whānau and carers, within a fixed budget.
5) Information management to include:
a. collecting information from people and their networks, service providers and government
agencies.
b. storing information on support services available and policies/processes in place to support
the disability system.
c. providing individual-specific information on the NASC process and the wider disability
system to people with disability; referral and planning information to service providers;
and, reporting to the Ministry for monitoring and service development.
d. maintaining data in the NASC information system “SOCRATES” to ensure that the Client
Claim Processing System (CCPS) accurately reflects people eligible for and those receiving
disability support.
6) Budget management on behalf of MoH to ensure that cost effective packages are allocated
within the indicative budget using the Support Package Allocation (SPA) tool.
7) Review and Reassessment of support packages to ensure that service provision meets the
needs of the person with disability. NASCs are required to undertake an annual review of each
client, with a full re-assessment of need being required every three years. Reviews may be
required earlier or between assessments if there is a change in circumstances or need.
8) Monitoring of Support Service Delivery with quarterly reporting to MoH for appropriateness,
quality, gaps in service or risks with service delivery.
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Cultural responsiveness
NASC services are required to implement Māori and Pasifika service plans that cover governance,
management, organisational competencies, Māori and Pasifika health and disability gain, assessment
and coordination practices, and how these will contribute to improving outcomes for Māori and
Pasifika through the needs assessment and service coordination process. In delivering this
requirement NASCs need to ensure that:


Services are provided in Te Reo Māori or Pasifika languages where necessary or appropriate or
specifically requested by the person



Facilitated needs assessment includes a cultural component



Needs assessment facilitators and service co-ordinators have basic understanding of Māori
(Pasifika) cultural values and beliefs, in particular Te Reo Māori and Tikanga Māori (Faiva Ora).



Māori/Pasifika people have access to needs assessment facilitators and service co-ordinators
with a strong understanding of the Māori (Pasifika) holistic concept of health and are able to
articulate this understanding in service implementation.



Māori/Pasifika clients are offered the choice between Kaupapa Māori/Pasifika services and
generic services, or a combination of both to meet their needs.



They can demonstrate progress toward implementation of cultural competencies in line with
Whāia Te Ao Mārama and Faiva Ora.



They recruit, train and develop Māori and Pasifika staff to provide a culturally competent service
appropriate to Māori and Pasifika people.

The role of Needs Assessment and Service Coordinators
Needs Assessment and Service Coordinators (NASCs) come from a range of healthcare backgrounds
(e.g. nursing, therapy, social services, advocacy, administration) with varying knowledge, skills and
experience in the disability sector. They have a key role in assessing and supporting people with
disabilities, their families and whānau to access the most appropriate supports and services.
NASCs work with people with disability and their family, whānau, aiga or carers, to identify their
abilities, resources, goals and prioritise support needs. Needs assessors will seek information from
multiple informants (e.g. people with disability, families, whānau, health professionals) in
undertaking a holistic assessment which will include needs explicitly stated by informants as well as
previously unrecognised problems. The NASC then outlines options that are available, which may
include both funded disability support services and other natural supports available to the person in
their community. Finally, NASCs coordinate MoH allocated DSS funding to purchase the care package
from a range of service providers and paid supports. These services are delivered by the respective
service providers, paid and informal supports.
In performing this role NASC organisations face a two-fold challenge. The first challenge is to
undertake comprehensive and holistic assessment of the support needs of the person and their
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whānau to achieve desired outcomes by facilitating an individualised care package that takes into
account natural and community supports, statutory services and paid supports. In their dual role as
funding allocators, the second challenge is to achieve these desired outcomes within budgetary
constraints, the prescriptive nature of MoH guidelines and the requirement to adhere to wider
bureaucratic systems that are not geared to individualised processes. There is often a conflict
between a desire to be an informed navigator working on behalf of the person with disability and
their family/whānau and the MoH requirement of being gate-keepers for equitable distribution of
limited resources.

Needs Assessment Tools
A comprehensive assessment of the holistic needs of a person with disability and their whānau is the
first and most important step towards supporting the person to live the life they aspire to with
dignity. Assessments can be self-directed, i.e. where the disabled person and their whānau
themselves determine the support needs to be met, or undertaken by healthcare professionals,
especially when the needs are more complex or specialised. In most circumstances, these are
complementary and both need to be taken into account to achieve the best possible outcome for
the person with disability.
At present, there is no requirement for standardised assessments or assessment processes to
ascertain the nature or extent of limitations in function, activity or participation that need to be
supported. A wide variety of disability related assessments are used by NASC providers, ranging from
questionnaires to highly structured proformas that require assessor training and accreditation for
completion. The interRAI suite is the “gold standard” assessment tool used by DHBs and aged
residential care facilities to determine level of support for people over 65 years and younger people
with disabilities due to long-term conditions who are eligible for DHB funding.

The interRAI Assessment Suite6
InterRAI is a comprehensive and standardised primary assessment tool based on internationally
validated best practice for supporting decision-making on the level of support needed for people
with disability. New Zealand has a royalty free licence funded by the MoH for the use of interRAI.
The tool is governed by the interRAI New Zealand Governance Board and managed by interRAI
services (a business group within TAS), which provide technical support and training for assessors.
The primary purpose of interRAI assessments is to accurately determine the characteristics of a
person in order to fully understand their needs in preparing a care plan. The interRAI suite consists
of over 20 assessment instruments covering different areas of healthcare, which can be tailored to
the needs of the individual. Each assessment has items specific to the domain being assessed, as well
as a set of core items that are shared across domains. All interRAI tools in New Zealand operate
through a single national IT platform and a person’s assessments, response to care or services and
outcome measures can be tracked over time and across the continuum of care. The components of
InterRAI relevant to disability as defined by DSS are:

75

110

Contact Assessment (CA)
A screening assessment that provides basic information to support decision making about the need
and urgency for a comprehensive assessment, support or specialised services. It is used for
continuing evaluation of those with non-complex needs living in the community for simple home
care service provision.
Community Health Assessment (CHA)
The Community Health assessment and its accompanying supplements is a modular approach to
comprehensive assessment that evaluates the needs, strengths, and preferences of people with
disability in planning support provision. The items identify functional, medical, and social issues that
are either limiting, or can limit, the quality of life or functional status, if left unaddressed. The
modular approach allows a person’s needs and preferences to be assessed using the fewest number
of assessments across the continuum of care from home to supported living and residential care.
Everyone is assessed using the core assessment and those with further or complex needs require
one or more of the four additional assessments. The additional supplements include the Functional
Supplement for care and service planning for more people with disability in community settings, the
Mental Health Supplement for mental health related issues, the Assisted Living Supplement for
persons in residential care facilities and the Deafblind Supplement to evaluate the preferences and
needs of persons with dual sensory loss, including communication systems and use of interpreters.
Intellectual Disability (ID)
Intellectual Disability Assessment System (ID) is a standardised instrument for evaluating the needs,
strengths, and preferences of persons with intellectual or developmental disabilities. It is intended
to be used with adults of all ages in community, residential, and institutional settings. It enables
assessment of key domains, including social support, social participation, function, behaviour,
mental and physical health, and service use. The approach is strength-based and fully consistent
with the Enabling Good Lives (EGL) principles of self-determination, choice, and empowerment to
promote social and community engagement.
Home Care Assessment (HC)
Home Care Assessment System (HC) is a user-friendly, reliable, person-centred assessment system
that informs and guides comprehensive care and service planning in community-based settings. It
focuses on the person’s functioning and quality of life by assessing needs, strengths, and
preferences, and facilitates referrals when appropriate.
Self-Reported Quality of Life (QOL)
These instruments support the principles of self-determination and empowerment. They consist of
short surveys completed by people with disability of perceptions on a variety of quality-of-life
domains including relationships, environment, comfort, food, and participation in meaningful
activities.
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Optimising Needs Assessment
The quality and the comprehensiveness of initial assessment and the knowledge, skills and abilities
of individual NASCs becomes very important for achieving good and equitable client outcomes.
Variations in these attributes between coordinators and the lack of a consistent approach to needs
assessment, navigation and service coordination can disadvantage service users and result in uneven
health outcomes and/or poor client experience.
A standardised approach to assessing needs that evaluates comparable domains, using similar
criteria, guidelines and processes is also important from a policy, planning and service provision
perspective. Administrative data that measure only a few basic demographic, diagnostic and supply
characteristics do not provide meaningful information of prevalence, nature and impact of disability
at a population level nor does it expose the gap between true need and existing provision. On the
other hand, holistic assessments based on the ICF disability framework can demonstrate patterns,
trends and differences in needs between different subgroups of people with disability, allowing
tailored funding, services and supports appropriate to their needs. This is especially true when there
are significant social, ethnic and cultural differences in the population.
The adoption of a widely-used, validated and nationally supported assessment tool such as the
interRAI has significant advantages over the existing practice of using a range of unsupported
assessment tools. Potential benefits of common standardised assessment tools include:
 The ability to collect all relevant health and wellbeing information about a person in a single
system which is collated across settings/ times and accessible at all contact points in real time.
 A common language that communicates impairments, disability and support needs in the
same way across assessment tools, builds on previous assessments thus avoiding duplication
and saving time on multiple assessments.
 Information sharing across care settings to ensure continuity of care and service provision.
 Follow-up assessments can indicate opportunities for improvement and alert on potential
areas of decline in function.
 Aggregated data from assessments at provider, regional and national level can be used for
quantifying population need and service planning.
 Improvements in communication, health outcomes, patient experience and efficiency with
reduced costs for providers.

Service Coordination and Provision
NASC providers have contracts with a whole range of organisations that provide personal care and
other support services to people with disability within an agreed budget allocation determined by
the needs assessment process. In procuring these services, coordinators use a combination of public
sector agencies, support service providers, community organisations, voluntary groups, paid and
informal supports to achieve a flexible package tailored to the assessed and expressed functional,
social, cultural, educational and employment needs of the disabled person and their families and
whānau. In provision of services for Māori/Pasifika people, NASC make all efforts to ensure that
their values are respected and people are offered the choice between Kaupapa Māori/Pasifika
services and generic services, or a combination of both as appropriate to their circumstances. Finally
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NASC providers are required to monitor the provision of these services to ensure that they meet the
needs of the person with disability, are delivered in accordance with the service plan and within
agreed timeframes.
NASC agencies have delegated responsibility from MoH for managing the budget for procuring
disability services and supports. However, budget management is not fully devolved to NASC
providers, who are required to adhere to the MoH’s NASC manual, purchasing guidelines, rules and
requirements, and purchase framework. Service allocation and purchasing manuals are prescriptive,
limiting the flexibility of NASC staff to individualise packages. In addition, rules and guidelines tend
to be changed or added at short notice, without fully considering the interactions and implications
across the whole range of support provision. Some NASCs enact these rules to the letter, while
others are more pragmatic and take a flexible approach to accommodate the needs of people with
disability within the prescriptive framework.7
There are two additional stepped processes for allocation of funding over certain thresholds. The
Ministry requires independent scrutiny by an expert multidisciplinary panel at the local level of NASC
applications for packages over $85,000 to $159,000. Packages over $159,000 require approval by a
national Independent Review Panel prior to funding being agreed. NASCs need to work with MoH to
ensure that commitments made to fund service packages are such that they will not exceed the
indicative budget for the current and out years.

Disability Information and Advisory Services
Disability Information and Advisory Services (DIAS) provide accurate, independent and objective
information and advice on specific disabilities or disability in more general terms and its impacts on
the everyday life of the person with a disability to people with disabilities their families, whānau,
caregivers, providers and the general public.8 Additionally, they provide information and advice on
disability support services and how these can be accessed, so that people with a disability can make
informed decisions on issues such as:
 Self-management of a specific disability and disability in general terms
 Maximising function and independence related to disability
 Equipment and environmental support
 Culturally appropriate services
 Reducing risk factors and prevention of further disability
This may take the shape of responding to requests for information in face to face visits, on
telephone and using internet services or through the provision of up to date pamphlets, newsletters,
seminars or other formats that meet the needs of the person with a disability. Information is
accessible to people with disability, families, whānau and the general public with no barriers to
access because of physical, environmental or policy issues. DIAS providers also have a role in training
of staff and volunteers to co-ordinate, manage and deliver these services.
The MoH requires DIAS providers to ensure that their services respect Whāia Te Ao Mārama and
Faiva Ora principles. They are required to make information available in Te Reo Māori and Pasifika
languages where appropriate or specifically requested by the person. Staff and volunteers need to
have a basic understanding of Māori (Pasifika) cultural values and beliefs and ensure that
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Māori/Pasifika people are given specific information of Kaupapa Māori/Pasifika services. DIAS
organisations are required to report the number of Māori who access the service and evaluate the
delivery and appropriateness of the information to Māori people with disability.

Organisation of DIAS
MoH funds over 100 DIAS contracts on a contributory model with the rest of the funding for
providers coming from a mix of other contracts, grants, donations and volunteer time. DIAS
providers are not homogenous but adapt to meet the needs of their local communities. They
undertake a range of work through development and dissemination of information, traditional
gatherings and community connections, many with the guiding principle of “getting things done for
people”. The usage of DIAS services varies across communities and is not recorded by MoH.
DIAS services are organised in 5 major categories: Disability Resource Centres (DRC), services
providing generic information on disability, impairment specific disability services, rehabilitation
services and culturally specific services targeted towards defined ethnic groups.
Disability Resource Centres: There are 6 DRCs in Auckland and 1 in Northland which provided local
touch points for the general public and people with disability. They are affiliated under the
Federation of Disability Information Centres, which supports national standards to achieve
consistency and quality in information provision. Most of the DRCs have been categorised as
disability generic providers of services as they are seen as hubs and entry points to other sources of
disability information.
Under the DRC funding there is provision for a national website designed to try to bridge the gap
between local providers and the need for nationally consistent information. The website is called
‘WEKA’ and stands for ‘What Everyone Keeps Asking’. The website has been developed and is
managed by Enable New Zealand, a management division of MidCentral DHB.
Culturally specific services: The Māori DIAS contracts are essentially Māori disability “fieldworker”
contracts. The funding is directly related to staffing and is predominantly a face-to-face
informational resource to support Māori people with disability and their whānau. This aligns them
much more with the Enabling Good Lives model functions. All of the Māori providers also have
contracts with other government bodies for health and/or social services, and deliver information
and support in a holistic way, i.e. in a “whānau ora” context. In addition to Māori DIAS providers,
there are a number of other providers who deliver this type of service within their main contract.
Culturally specific services for Pasifika people are provided by Vaka Tautua, a national health and
social services provider which also has a MoH contract for the Independent Living Service in
Auckland. There is specific MoH funding for information to Asian people with disability in Auckland.
Other DIAS providers: Disability generic services are those organisations that provide general
disability information, and sometimes services to those with any disability. Some of these providers
are also NASCs and funded on a national or regional basis. Disability specific services are those
organisations that provide information on specific disabilities.
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MoH Review of the DSS Framework
The MoH commissioned a review of the DSS framework in 20167 to:


make the system more person focused, with choice and control by the person with disability
in keeping with the principles of Enabling Good Lives.



streamline and release resources for new models of connected services and supports,
devolved budgets and a focus on outcome rather than process.

The main areas of review were provision of disability information and advice, navigation, needs
assessments and service provision and coordination across agencies and providers. The key findings
of the review were:
Disability Information and Advisory Services
1. There are a large number of small providers who are challenged by resource constraints and a
rapidly changing environment. MoH contracts are not reflective of the type or range of services
provided.
2. There is information overload because of a plethora of information sources that are confusing
both for providers and consumers. Consumers find provision of information disconnected and
have to go to several places to find the right information. When available, the relevance and
quality of information is very variable.
3.

Providers struggle with the MoH contracting process, out of date service specifications and
reporting requirements. Compliance with MoH requirements diverts valuable resource from
service delivery to contract management.

4. Particular challenges for DIAS providers include:
a. being relevant to increasingly diverse populations and crown funders
b. keeping up-to-date and prioritising relevant information from the large volume available
c. providing information in a range of formats accessible to people with disability
d. developing competencies in the use of technology and the wide variety of media channels
5. The national website, WEKA (What Everyone Keeps Asking), is not widely known and is
underutilised by DIAS providers as a resource. The website is a flat, text-dense, disconnected list
of available services, is not interactive and is reliant on consumer’s ability to know the
information they seek. Disability information pages are undated and contents/links are biased
towards the website owner (Enable).
Needs Assessment and Service Coordination
1. NASC staff are not always responsive to the self-identified needs of individuals or families,
making them feel not heard, included or central to the needs assessment process. Repeated
assessments are seen as intrusive because the same information is collected several times,
despite no change.
2. There is unexplained variation and complexity in assessment processes between NASC
providers, with the outcome of assessments varying significantly depending upon the
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knowledge, skills and experience of assessors. Some assessors do not understand specific
disabilities, requiring a lot of background explanation by the disabled person.
3. The EGL rhetoric about what should happen does not match the reality of what is occurring.
People with disability feel disempowered and excluded from the process of decision-making,
especially for high cost packages that go to Panel or MoH.
4. The contracting processes for services is rigid and does not allow people with disability and
families to flex between services or flex up and down easily as needs change, or as clients want
to make their own decisions about what is delivered and when.
5. Prescriptive rules and constraints from the MoH prevent NASC staff from being innovative or
flexible in meeting people’s needs. There is considerable “work arounds” to try and make the
system to work for people.
6. Government agencies, Information and navigation services and services providers are siloed.
There is little evidence of inter-sectorial collaboration or a cohesive approach which aligns all
parts of the systems and processes.
Conclusions of the MoH review
The review concluded that all the current DSS functions are still required, albeit working in a
different way.7 A more connected, permissive and flexible system is required with greater
collaboration between MoH, NASCs and the person with disability. The key recommendations were:
1. Focus on getting people’s needs met early (investment approach) and, where possible, prevent
them needing long-term disability supports in line with EGL principles and functions. A key
function within this is independent facilitation to identify, broker and coordinate whatever
people need, in and outside of DSS, to build their overall resilience and improve life outcomes.
2. Standardise assessment policies and processes to reduce variability and improve the collection,
management and use of information on people with disability. Particular attention should be
given to sharing data, making it available in a timely fashion and avoid the need for people with
disability to have to repeat the same information.
3. Change the prescriptive input model of NASC processes to be flexible and needs-based rather
than process led. It should not limit service response options within available budget. However,
budget allocation for long-term disability supports should continue to be separate from
independent assessment and planning.
4. Build on what is working well for DIAS and NASC but change to an outcome focus and outcome
reporting. The functions of DIAS need to be linked to NASC functions in future EGL models. The
overlaps between DIAS and NASC functions and the future Facilitation/Navigation role in EGL
models need to be addressed.
5. Create and maintain a central resource of relevant, up-to-date, evidence-based and high quality
information on disability, disability support services and related organisations that is linked to
and supports local centres with local information and understanding of local communities.
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Ensure that this resource is available in a variety of formats and on several media platforms to
people with disability, families, professionals and service providers.
6. Adopt a ‘one system’ approach so that information, policy, and strategic direction is aligned
between government agencies, disability services providers and disability specific organisations
to create cohesive links. There needs to be a paradigm shift away from passive one-way
communication to an actively engaged two-way discussion.
7. The workforce profile of those working in NASC to ‘manage the process’ currently is a very
different skillset to the one which will be required for implementing EGL principles. Workforce
changes will be required to change the paradigm and culture by implementing a framework that
enables the acquisition of an enhanced skillset for the NASC workforce.

Primary Care for People with Disability
People with disability have higher primary care needs because of healthcare issues related to
disability and co-morbidities. Evidence suggests that these needs are not met consistently. People
with disability are four times more likely as the general population to present to hospital for primary
care issues that are more appropriate for a GP consultation.10 This is often because general practices
are not fully resourced to make reasonable adjustments for people with communication, intellectual
or cognitive disability in terms of inaccessible clinic spaces, staff resources needed to support
patient’s communication, physical or behavioural care needs during appointments or allowing extra
time for explanation, discussion, providing reassurance and maintaining cooperation during the
consultation. In addition, primary care staff have limited knowledge, skills and confidence in
supporting people with disability and unfamiliar with the framework of disability support. This is
compounded by the patchwork provision of health and support services for people with disability
and little coordination between different organisations leading to ineffective, inefficient and
confusing healthcare provision that is hard to navigate both for the patient and the general
practitioner.9
The NZ Disability Strategy (2016-2026) shifts the focus of support for people with disability away
from a “systems centred” approach as at present to “person centred” provision enables people with
disability to live the life they want and address the know differences in health outcomes between
people with and without disability.11 Although a major transformation of Disability Support Services
has been proposed,12 this will also require a review of how people with disability in the community
are supported by primary care services to meet their healthcare needs. It has been suggested that
primary care functions for people with disability should include regular health checks, health
facilitation and health action planning to maintain health and prevent deterioration.13 General
practices can also contribute to improved health data collection, communication with secondary and
community care providers and cross-boundary partnerships with other stakeholders to improve the
overall quality of health care for people with disability.13 This highlights the need for a review of how
primary care is funded to support disability in order to ensure sustainability of the disability systems
transformation.
The Health and Disability Review recommends a population focus with an integrated approach
towards meeting health and disability needs at the level of local communities.9 In the proposed
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framework of locality based delivery models to address the local community needs, provision for
disability services lies firmly in Tier 1 (Primary and Community Care) services. Within this model,
there is an expectation of synergies between primary care and community services, with general
practitioners being responsible for health maintenance and support for non-complex health events
by working with community services that are responsible for supporting people with long-term
conditions and disability for needs assessment, care coordination and navigation. At present, the
accountability, funding, governance and operational aspects of this vision for disability support
remain unclear and need to be negotiated.

Recommendation to DHBs
This overview of disability provision in the community and the outputs from the MoH commissioned
DSS review highlight the need and urgency for changing the DSS provision to align with the vision of
the NZ Disability Strategy and the recent Health and Disability Services Review.9 In acknowledgment
of this need for change, the MoH is evaluating new disability support models based on Enabling
Good Lives principles in prototypes in Christchurch, Waikato and the Mid-Central region. The
intention is to roll out these models nationally in the near future, informed by the pilot initiatives. It
is recommended that DHBs in the Northern Region should:
1. Support the role of Primary Care in health maintenance of people with disability by supporting
reasonable adjustments such as extra time and resources that allow patient’s communication,
physical or behavioural care needs to be met during appointments and disability awareness
training within funding arrangements.
2. Work towards establishing a coordinating structure with other relevant stakeholders to oversee
the strategic collaboration and service coordination required to deliver the “one system” vision
recommended by the Health and Disability System Review. This structure should be accountable
for improving health outcomes, cost-effectiveness, efficiency and service user experience. The
main functions are to:
a) Provide a platform for timely inter-organisation communication, consultation and
coordination of planning and provision that facilitates implementation of the NZ Disability
Strategy, Whāia Te Ao Mārama, Faiva Ora and other associated Action Plans.
b) Define a framework for inter-sectorial collaboration based on protocols or other liaison
mechanisms that agree how relationships will be conducted between community
organisations, Māori and Pacific peoples’ groups, service providers, voluntary groups, PHOs,
DHBs and other public sector agencies.
c) Share an inter-active platform for up-to-date information on disability, disability services,
advocacy and navigation for accessing services. Information to be available in different
languages, formats and media for accessibility. Ideally, a single agency should be responsible
for the central resource on behalf of others in the system and be linked to other local
support centres with local information and knowledge of community.
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d) Work towards a standardised approach to needs assessments that measure comparable
domains, using similar criteria, guidelines and processes for achieving good and equitable
client outcomes. The role of interRAI suite as a common tool should be evaluated.
e) Review and harmonise NASC functions across organisations. There is an overlap between
some NASC and DIAS domains, and also with the facilitation/navigation function within the
Enabling Good Lives (EGL) model being piloted by MoH. The Disability System
transformation being proposed by MoH will require reconfiguring and linking of the
functions of DIAS, NASC and Facilitators/Navigators in the EGL model.
f)

Agree to a Quality Standards Framework at the regional level that applies in all sectors,
whether private, public or not-for-profit to ensure that providers have the capacity and
quality to meet the needs of people with disability. In applying standards, ‘proportionality’
needs to be recognised across organisational size and scope of services.

g) Take a regional approach to structured staff training on Māori and Pasifika cultural
responsiveness including Māori (Pasifika) holistic concept of health, cultural values and
beliefs, Te Reo Māori and Tikanga Māori. Organisations within the system could share
cultural resources and support from cultural experts within constituent organisations.
h) Implement effective mechanisms for people with disability, families, whānau and
communities to provide feedback on processes, adequacy and quality of services and gaps in
provision that need to be addressed using a “one system” approach.
i)

Develop a collaborative approach to monitoring, reporting and reviewing health outcome
indicators, client experience and system-wide process measures across the DHBs and other
providers aligned to the Disability Strategy Outcomes Framework and recommendations of
the Disability Data and Evidence Working Group.
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Quality Standards Framework for Disability Services

Introduction
There is a plethora of statutory and non-statutory providers of disability services of varying sizes and
complexity. Given the vast range of choices available for people with disability, there is a need to
ensure that people with disability and those commissioning support services are able to ascertain
which of the available services will best meet the established need in terms of outcome and price,
and which of the many providers has the necessary quality hallmarks.
A Quality Standards Framework should cover all services in the health and disability sector and apply
to all providers, whether in public, private, or not-for-profit settings and to any size of organisation,
from sole practitioners to large institutions. However, the application of quality standards needs to
acknowledge proportionality across organisational size and scope of services. The objectives of the
standards framework are to:
1) help people with disability make informed choices when selecting disability services
providers who can deliver the right solutions.
2) create a framework which recognises best practice and safe delivery by skilled and
experienced practitioners.
3) influence the creation of cost-effective services across the whole spectrum of disability
provision.
A Quality Standards Framework complements professional practice standards where these already
exist; professional practice standards alongside disability services standards are the key to
underpinning delivery of quality services.
These Disability Services Standards have been adapted from the United Kingdom Rehabilitation
Council (UKRC) Rehabilitation Standards,1 developed by UKRC, the Department of Work and
Pensions, the Scottish Centre for Healthy Working Lives and the Sainsbury Centre for Mental Health.
This framework is intended to be meaningful and pragmatic. Disability services standards relate to
activities, practices and outcomes which are evidence-based, demonstrated by documentary
evidence and objectively evaluated. These standards enable disability services providers to collate
consistent, valid and reliable information, which can be used as a guide for assessing quality of
services, accreditation and commissioning purposes.

Standard 1 (Purpose of the service) The provider should clearly define the service(s) offered in a
service definition document.
1. Services should be defined by reference to the following four elements:
a. the service(s) and specialism(s) the provider is skilled to offer
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b. the ‘type’ and the ‘setting’ of the service, e.g. (type) telephone-based, web-based,
face-to-face individual or group sessions (setting) residential, domiciliary, clinic,
community, workplace
c. the geographical area(s) where the service is provided
d. the availability of the criteria and the process for accessing the service to people
with disability
2. All marketing materials, including literature and website, should clearly reflect the defined
services.
3. The provider should have review processes in place ensuring that the service(s) offered
reflect their ‘scope of practice’, i.e. are supported by their qualification, skills and
experience.
4. The provider should ensure that every referral and all provision remain within their ‘scope of
practice’, i.e. remain within their qualification, skills and experience. The provider should not
act beyond the limit of their qualification, skills and experience.

Standard 2 (Specialist Skills within the service): The provider should ensure that staff have the
appropriate qualification, training, skill, experience and ability to deliver each of the services
offered.
The provider should ensure that:
1. Staff are competent to deliver required services through use of recruitment and selection
procedures and by ongoing assessment, appraisal, training and continuous professional
development.
2. Staff maintain appropriate professional registrations and memberships relevant to their
individual scope of practice and act in accordance with the standards of practice and code of
ethics and conduct of their professional body.
3. An up-to-date service competency document of skills and experience required to deliver
each service element and staff who can deliver these elements is maintained.
4. Ensure that staff have service-specific knowledge, skills and experience relevant to their
practice. This can include:
a. knowledge of policies and principles that supports the service(s), and experience in
interpreting and delivering these in the context of the service
b. interpersonal skills that enable communication and negotiation with people with
disability, the families and whānau
c. ‘know-how’ or ‘local knowledge’ specific to the scope of practice / service(s)
d. Finance and ‘proportionality’ acumen to ensure that services being provided make
the best use of available resources to meet the needs of the person with disability
5. Trainees/aides are fully supervised by competent staff and are not responsible for serviceelements.
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6. Services are stopped if the skill-base to provide service is compromised. Active service users
should be transferred to other suitably qualified providers as soon as reasonably possible.

Standard 3 (Working Practices): the provider should clearly define the service delivery elements
and, where appropriate, charges and rates. The effectiveness of the working practices should be
monitored against outcomes.
1. The provider should have a working practices document that outlines the working practices
for each service delivery element. The bare minimum outline should include:
a. service definition, acceptance criteria, onward referral and case closure procedures
b. services that can be expected, assessment and intervention processes, goals of
intervention and time-frames for each service delivery element
c. consent and information sharing procedures including communication policies and
reporting. The service user’s agreement should be obtained and other stakeholders
involved as appropriate
d. where appropriate, costs of services including price information and payment terms
2. The working practices document should be reviewed regularly to ensure that it reflects the
actual working practices and that the working practice reflects the current evidence-base.
3. Providers should issue the service user with an initial ‘client care’ letter setting out the
service plan, contact points, rights and responsibilities.
4. Services should be planned and delivered in consultation with the person with disability,
family and whānau. It should be collaborative with other healthcare, employment, social
care agencies involved with the person’s care.
5. The individual plan should be objectively prepared and tailored for the person with
disability, reflecting the person’s needs and outlining the likely goals. The plan, timescales
and goals should be agreed with person with disability.
6. The principle of ‘proportionality’ should be central to all service planning and delivery,
balancing need with available funding. Service delivery should reflect best practice and costeffectiveness.
7. All service delivery should be the subject of systematic ongoing monitoring and evaluation,
with particular regard to progress against plan and timeframes, both by the service user and
the provider.
8. Providers should operate a continuous improvement programme by monitoring and
evaluating outcome data and service user feedback. They should be able to demonstrate the
effectiveness of their service by recorded data.
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Standard 4 (Safeguarding service users): The provider should have clear policies ensuring the
protection of users. This is about preserving the personal safety, rights and interests of the
individual (e.g. privacy and confidentiality).
1. The provider has a duty to service users to act in their best interests and protect their safety,
dignity and privacy at all times.
2. The provider should, when determining the disability services needs in accordance with best
practice and clinical governance, operate independently of the influence of any party, except
to the extent that funding from a purchaser to person with disability is legitimately
restricted. In the case of restricted funding, the provider should ensure best use of all
available resources.
3. The provider should at all times consider whether there is any conflict of interest in
accepting an instruction and / or delivering services. Any perceived conflict of interest,
whether generally or in an individual case, should be declared to the service user.
4. The provider should ensure that staff are fully familiar with the organisation’s documented
statements setting out the:
a. ethical values of the organisation and the code of ethics of relevant professional
bodies or organisations
b. principles to safeguard service users personal safety, confidentiality and privacy
c. statutory requirements for obtaining informed consent for treatment and research
d. statutory requirements for obtaining, sharing or disclosing information
e. statutory and legislative requirements governing equality and discrimination
5. Any staff working with children and/or vulnerable adults should be checked in accordance
with protection of vulnerable children and adults procedures.
6. The provider should determine Health & Safety requirements in relation to premises,
equipment, home/workplace visits etc. and ensure that these are met.
7. The provider should maintain an accessible and effective complaints procedure.

Standard 5 (Cultural Responsiveness): The provider should implement service delivery plans that
cover the cultural needs of Māori, reduce inequalities and contribute to Māori health and disability
gain.
The provider must meet the requirements for Māori health and disability based on the Treaty of
Waitangi and the objectives of Whāia Te Ao Mārama for Māori people with disability. As a minimum,
the provider should ensure:
1. They recruit, train and develop Māori staff to provide a culturally competent service
appropriate to Māori.
2. Staff have a basic understanding of Māori cultural values and beliefs, Te Reo Māori, Tikanga
Māori and support from cultural experts and resources (e.g. kaumātua).
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3. Māori are offered the choice between Kaupapa Māori services and generic services, or a
combination of both.
4. Provide or have access to staff training to progress toward implementation of cultural
competencies in line with Whāia Te Ao Mārama.

Standard 6 (Business Leadership): The provider should have adequate business governance in
place to ensure that the business structure and processes supports service delivery and
sustainability.
Evidence of conformity with this standard may vary considerably in accordance with the scope and
size of the organisation. As a minimum, the provider should have:
1. A management team with designated accountability.
2. A demonstrable structure and processes which support effective delivery of outcomes,
efficient use of resources and business viability.
3. Reliable information management systems.
4. A sound operating policy including financial management with evidence of annually audited
or examined accounts.
5. Appropriate liability and professional indemnity insurances.
6. If required, contracted out or referral arrangements that comply with the requirements of
the Standards.

References:
1. UK Rehabilitation Council (2009). Rehabilitation Standards: hallmarks of a good provider.
London, UK. https://www.networks.nhs.uk/nhs-networks/vocationalrehabilitation/documents/UKRC%20rehab%20standards%20-%20hallmark%20guide.pdf
2. Ministry of Health, Whāia Te Ao Mārama: The Māori Disability Action Plan for Disability Support
Services 2012 to 2017, www.health.govt.nz/publication/whaia-te-ao-marama-maori-disabilityaction-plan-disability-support-services-2012-2017
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Disability Support System Transformation

Background
The Disability Support System Transformation is a response to two main issues identified with the
existing Disability Support System:1
1. The disability sector has been concerned that the way the system operates makes it more
difficult than is necessary for people with disability and whānau to build good lives in the
community.
2. Government concern about the 4% year on year increase in spending on disability support
across the Ministries of Health, Education and Social Development.
In 2011, a Working Group from the disability sector developed the Enabling Good Lives (EGL) vision
and principles to guide transformation of the Disability Support System. The working group
envisioned that “in the future, people with disability and their families will have greater choice and
control over their lives and supports, and make more use of natural and universally available
supports”. In this context natural supports includes family members, friends, co-workers,
neighbours, acquaintances and other resources inherent in community environments that enhance
the quality and security of life for people. Universal supports refer to the range of statutory and nonstatutory services as well as educational, vocational and employment resources that are available to
the society as a whole.
The potential for EGL principles to improve the lives of people with disability and whānau are being
evaluated by the MoH in collaboration with the Ministries of Social Development (MSD) and
Education (MoE) through initiatives established alongside the existing system. The New Model
demonstration in the Bay of Plenty (2012 to 2015) has resulted in changes to Residential Care
(Supported Living in the Community) and flexible purchasing arrangements (Individualised Funding),
which are in the process of implementation.2 The more recent demonstrations of the EGL approach
in Christchurch and Waikato have informed a comprehensive redesign of the Disability Support
System, which is being tested in the Mid Central prototype (Mana Whaikaha) in preparation for a
national roll-out.

Enabling Good Lives
Enabling Good Lives (EGL) is a partnership between government agencies and the disability sector
aimed at long term transformation of how people with disability and families are supported to live
everyday lives.3 The Enabling Good Lives approach is based on supporting people with disability to
access everyday life in everyday places, rather than focusing on 'special' places or activities for
people with disability. The principles that underpin the EGL vision are:4


Self-determination: People with disability are in control of their lives and have a say in the
services and supports they require for their well-being.
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Beginning early: Early investment to promote independence and create supports for the
disabled person and whānau rather than waiting for a crisis.



Person-centred: People with disability have supports that are tailored to their individual
needs and goals that take a whole life approach rather than being split across programmes.



Ordinary life outcomes: People with disability are supported to live an everyday life in
everyday places and are regarded as citizens with opportunities for learning, employment,
having a home and family and social participation, like others at similar stages of life.



Mainstream first: People with disability are supported to access mainstream services before
specialist disability services.



Mana enhancing: The abilities and contributions of people with disability and their families
are recognised and respected.



Easy to use: People with disability have supports that are simple to use and flexible.



Relationship building: Supports builds and strengthens relationships between people with
disability, their whānau and community.

Central to the EGL approach is the belief that for people with disability and family/whānau to
experience real choice and control, complete system change is required. EGL is a fundamental
change rather than an 'add on' to the existing system. Hence, implementing EGL principles is both
about a whole new way of doing things (i.e. systems change) and about supports and services doing
things in different ways (i.e. service transformation).

Implementing EGL in the Disability Sector
The main components of systems transformation in line with EGL principles are:
1. Joint governance and a unified approach at all levels
a. Ministries to have shared principles, monitoring and outcome evaluation processes
that guide their decisions and ensure that all actions they fund directly or indirectly
operate in accordance with EGL principles.
b. People with disability, their family/whānau and representative organisations must
have key roles in regional and national governance of the systems transformation.
c. Individuals and families will have key roles in the monitoring and evaluation of any
systems, supports and services at the local level.
2. Single pool of individualised funding controlled by person with disability and family/whānau
a. All government funders will contribute to one funding pool that is determined
through a simple process of self-assessment (or supported self-assessment) and
confirmation.
b. Any funding is worked out on a person by person and/or family by family basis.
Individuals and families have control and choices ranging from managing all of their

92

127

resources themselves to having resources managed on their behalf or a mix of
options.
c. People with disability and family/whānau will be able to move their funding as their
preferences and needs change.
3. Move to a facilitation-based approach
a. Individuals and families have one “plan”. In this plan individuals and families
describe what they need and want to build a good life for themselves. This plan is
based on strengths, preferences and aspirations. All supports, services and funders
use the same plan as the key point of reference.
b. Service providers will move away from ‘provision’ towards ‘facilitation’ and operate
with a clear set of principles and expected outcomes. They will negotiate how they
work on a person by person and/or family by family basis informed by the disabled
person’s plan.
c. Individuals and families decide on the level of involvement they want with an
Independent Facilitator (Navigator).
d. Individuals and families will be able to connect with networks of people with
disability and/or families to give them ideas about the choices they can make and
the wide range of options that are possible.
4. Reorganisation of DSS provision
a. The functions currently performed by NASC organisations will be replaced by two
separate functions (independent facilitation and funding) in different organisations
but operate with significantly reduced bureaucratic restrictions.
b. The initial client contact will be with the Independent Facilitator (Navigator) who will
work with individuals and families to determine the “plan”. Navigators will not
decide on the level of funding.
c. Funding will be determined on a simple assessment of the plan and confirmed
independent of facilitation. Funder will ensure that generic (community based)
options, supports and services are exhausted before specialist services are
considered.
5. Focus on Community
a. Recognise that people with disability and family/whānau belong to networks e.g.
family, friends and community, which are to be respected as being fundamental to
identity, belonging and citizenship.
b. There is direct investment in the networks of people with disability and their
family/whānau. Resources are provided to assist understanding, educate and
promote increased knowledge of options and how to maximise choice and control.
c. People with disability are active and valued citizens with an everyday life in everyday
places and are supported to achieve desirable outcomes such as having relationships
and a family, education and training, employment, being with friends and taking part
in community and cultural activities.
d. Mainstream society and local communities are informed, educated and supported
to be inclusive and value diversity.
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EGL Demonstrations and Prototype Evaluation
The Government has adopted several approaches to testing the principles and components of the
EGL model since 2008.5 These include the two Enabling Good Lives demonstrations in Christchurch
and Waikato and a more detailed prototype roll-out in the Mid-Central region to understand
systems infrastructure and services changes required to make the transformation sustainable, the
impact of the transformation on the lives of people with disability and the costs of the systems
transformation.
A co-design approach involving people with disability, their families and whānau, government
agencies, community organisations and service providers was adopted to develop iterative models
that were refined through trying, learning and adjusting throughout the lifetime of the projects. The
co-design approach was favoured because it enables:
 Acknowledging diversity beyond types of disability and assessed needs to include the wide
range of personal, family, whānau, and community factors that impact on and influence the
life of people with disability
 Understanding the self-identified needs and desired experiences of people with disability
and other people affected by or involved in the system to substantially increase the
likelihood that the system will achieve its purpose of supporting people to build the lives
they want.
 Recognition of the critical system shifts that are needed throughout the whole of the system
if it is to be transformed in the way that is consistent with the EGL vision and principles.
 Developing a high-level design that focuses not on individual elements but on the overall
scope of the change that is required to deliver the experiences that people with disability
and their whānau are seeking.
The expectation was that after several iterations of improvement, a model would emerge that could
be rolled out over New Zealand supported by robust information on the nature and magnitude of
need, characteristics of the support required, indicative size of personal budgets, provider caseloads,
workforce requirements and financial implications.
Although the ultimate aim was to extend the systems transformation to people with all types of
disability of all ages and include all disability support funding across government agencies (MoH,
MSD, MoE, ACC, DHBs), the focus for the pilots was people with physical, intellectual and/or sensory
disabilities under the age of 65 years who were eligible for funding through the Vote Health:
National DSS mechanism.

The Christchurch Demonstration6
The Christchurch Demonstration (2012-2016) focused primarily on school leavers (aged 18 to 21
years old) with high and very high educational needs. Although it is out of scope from a healthrelated disability perspective, it has some important implications that can be extrapolated to the
Health and Disability sector.
The mechanisms put in place to bring about change for people with disability and their families in
line with EGL principles included co-design, planning and navigation, individualised flexible funding,
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provider, school and community development. Personal budgets were made up from pooled funding
from the Ministries of Health, Education and Social Development. Around 70-80% of the pooled
funding was from Vote Health, with the remainder from the other two Votes
The main findings of the evaluation were:
1. Most people with disability and families had positive experiences of EGL; some people with
disability also had positive educational and well-being outcomes. Improvements were
suggested for navigation and planning, funding, and the use of natural supports.
2. Pooling of all funds and having greater flexibility in their use were seen as positives. Families
had useful sources of advice and guidance on how to use the funding. Managing the money
was difficult for many families and people with disability. Some people needed agents but
these were not always easy to find. Why some services were funded and others not funded
was not always clear.
3. There were significant challenges in designing and implementing the model because of less
than anticipated change to the ways in which schools and other providers functioned. The
community component was underdeveloped both in design and resource.
4. Families who were in difficult or complex circumstances were difficult to engage and
struggled to envisage a good life for the person with disability. It was difficult balancing what
the person with disability wanted with what the family wanted.
5. Assumptions about the contribution of natural supports for people with disability proved
unrealistic; many families lacked these supports and were these supports were fragile where
they existed.
6. People with disability and their families needed more support acting as employers,
especially for managing payroll, employment terms, health & safety requirements, legal
considerations and dispute resolution.
7. The level of funding available to people with disability from all sources was insufficient to
achieve their vision of a good life. The cost of living independently in the community with
the appropriate supports was a significant barrier for families on lower incomes. Funding
was also insufficient to support people with disability’s choices where the family could not
be involved in day-to-day care of the person with disability.
8. There was a lack of common understanding of roles, responsibilities and processes for
resolving system issues between teams at ground level and funding agencies. This affected
the performance of the model and user experience adversely.
9. There was a lack of focus on outcomes for people with disability and measuring outcomes at
all levels. Accountability arrangements with providers and schools did not reflect the focus
on outcomes for people with disability.
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The Waikato demonstration
Enabling Good Lives Waikato (EGL Waikato) demonstration is a co-design between government
agencies and the disability sector to work together to change the way people with disabilities and
their families and whānau get support in the Waikato.7 The demonstration includes people with
disability who satisfied the MoH DSS criteria, but in addition, others with long-term neurological,
developmental and health conditions and Māori people with disability over 65 years of age (usually
funded through DHBs).
Core components
The core components of the Waikato demonstration are:
1. Self-directed planning and facilitation
a. People with disability have an iterative personal plan to design adaptive services and
paid supports led by them, their families and whānau.
b. An independent facilitator (Tūhono/Connector) to assist them in considering existing
options and creating new possibilities.
2. Individualised personal budget and portable funding
a. A single pool of all government funding (DSS, Education, others) determined through
a simple process of self-assessment.
b. People with disability, families and whānau have control over their funding to
support their personal plan and options to move funding as their preferences and
needs change.
3. Strengthening family/whānau and community connections
a. Recognise that people with disability, families and whānau are part of networks that
are respected as being fundamental to identity, belonging and citizenship.
b. EGL to support people with disability to achieve desirable outcomes such as
education and training; employment; being with friends; having relationships and a
family; and taking part in community and cultural activities.
c. Direct investment by EGL in the networks of people with disability, their
family/whānau and community to assist understanding, education and support for
inclusion and diversity.
4. A Māori Action Plan with Māori co-design to ensure that Māori with disability and their
whānau had access to the demonstration according to Whāia Te Ao Mārama principles.
5. Values based staff education that was practical and reflected a facilitation-based approach
that prioritised natural and community based structures/supports over specialist services.
Organisational Structure
The partnership structure of EGL Waikato included people with disability, families and whānau,
disability support providers and government agency representatives from the Ministries of
Health, Social Development and Education (Fig 1). Process and operational decisions stay within
the Leadership Group supported by an independent and experienced facilitator. There are 5
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independent “life coaches” (Tuhono) to support people with disability and families in whole of
life planning and assist families in making choices regarding strategies, supports and services.

Fig 1: EGL Waikato structure
The General Quality of Life Outcomes Framework was adopted as the basis for service development,
monitoring and evaluation of services. Contracting was based on a personal outcomes approach
rather than service type or specified inputs, Generic DSS risk-management approach was replaced by
safeguards on a person by person basis. The integrated contract required services to report on
progress made in assisting people to achieve the outcomes described in their personal plan.
Process for needs assessment and service coordination
The process for implementing the “one person, one plan” support system led by the person with
disability and their family constituted:
1. Providing information applicable to their disability, support networks and how the system
would work to support the individual and family throughout their life.
2. Early access to support from an independent facilitator/life coach/Tūhono to:
a. support a transparent “self-assessment” process and clear information on all
existing or potential funding sources.
b. develop a life plan which may include supports beyond natural supports and existing
community services.
3. Review of the personal plan and associated costs by a government appointed funder to
confirm and channel funding from all agencies through an individualised process with
flexibility on how funds can be spent.
4. The person with disability and their family chose which existing service providers to include
and which paid supports to purchase. They have control about how services and supports
are delivered and reviewed.
5. Ongoing support from the independent Facilitator/Coordinator to enable the personal plan
to be monitored and reviewed with the funder and provider as directed by the person with
disability and their family and within the conditions associated with the funding level.
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Evaluation
The Waikato demonstration of EGL principles has completed 4 years during which 3 evaluations have
been undertaken. There are currently 404 people with disability, families and whānau engaged in
the demonstration, of whom 32% are Māori, 52% are over 20 years of age and 376 have a personal
budget that they can use flexibly to purchase the personalised support. Approximately 85% of these
376 people manage their personal budget directly.
A sample of 60 participants was selected for the third evaluation was undertaken in February 2019.8
The main findings of the evaluation were:
1. The support processes were well-delivered and expected participant outcomes were being
met consistently. 71% participants reported achieving all or most of their outcomes, and a
further 20% reporting that they had achieved at least 50% of their outcomes. Key elements
associated with good outcomes were flexibility and freedom to direct your own life,
individualised supports, self-managed personal budgets and tūhono/connector
relationships.
2. Tāngata Whaikaha reported feeling safer and better supported compared with previous
systems. They valued Māori tūhono and the experience of mātauranga-informed practice.
Tagata Pasifika experienced EGL as family focused and valued their positive relationships
with the connectors.
3. Evaluation of outcomes was challenging despite having an Outcomes Framework in place
because of the amount of time needed to monitor outcomes and also because of the
difficulties in measuring outcomes in a very diverse group of participants.
4. The role and functions of Tūhono/Connectors was not clear and there were significant
variations in the quality and consistency of engagement, understanding of disability,
networks or cultural beliefs and information provision on supports or services available.
5. The relationship between Tūhono/connector was particularly important in the Tāngata
Whaikaha context with preferences for Māori Tūhono/Connector, planning ‘as whānau’ and
crossover between the old and new Tūhono/Connector during transition to maintain
continuity of care.
6. Self-managing personal budgets was challenging because of lack of clarity of how and where
funding can be used, increased fiscal responsibility and fulfilling employer responsibilities.
There were also concerns about the lack of information and delays in decisions by the
Waikato EGL funding committee.
7. The Demonstration did not achieve the core component of community connectivity in terms
of changing community awareness of disability, inclusion or appreciation of diversity. There
were also no appreciable changes in accessibility to transport or public spaces.
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Mid-Central prototype (Mana Whaikaha)
On 1 October 2018, the transformed disability support system, Mana Whaikaha, was implemented
in the MidCentral DHB region, using a co-design process that included people with disability, Māori
and Pasifika people with disability, family representatives and providers.9 The agreed approach to
implementation was a Try, Learn and Adjust approach, which would allow iterative adaptation of the
prototype as required.
Core components of Mana Whaikaha
The key deliverable of the model was to support people with disability in developing choice,
opportunity, confidence and competencies that will enable them to have a personally meaningful
future and acquire valued roles in the community. It would also support communities to be more
inclusive of people with disability in all aspects of community life. This would be achieved by:






Independent facilitation to assist people to be aspirational and feel connected to their
community.
Strengths-based assessment process based on personal choices and decisions on support
options.
Referrals to other agencies for additional services including learning and income support,
with the new system streamlining the process for people with disability.
A personal budget with pooled funding from multiple government agencies; flexibility and
choice on the use the personal budget and a range of options to assist its management.
Capacity building opportunities for people with disability and their families, as well as the
sector and providers.

Organisational Structure
Mana Whaikaha comprises two teams: the Kaitūhono/Connectors team employed directly by MoH
and the Tari/System team employed by Enable New Zealand, a MidCentral DHB provider for NASC
services.
The Kaitūhono/Connectors team comprises a director, a manager, and Kaitūhono/Connectors. The
director provides strategic leadership, oversees financial management and works closely with the
Tari/System director and the MidCentral Governance Group. The manager supports the director and
plays a key role in supporting the Kaitūhono/Connectors. The key role of the Kaitūhono/Connectors
is to act as Facilitators to people with disability, their families and whānau. A Network
Builder/Community Development team within the Kaitūhono/Connectors team works with people
with disability and their whānau to develop their networks.
The Tari/System team comprises a director, a manager, a Disability Information team,
administrators, funding specialists, government liaison roles and a business insights specialist. The
manager supports the director and ensures people with disability and their families and whānau can
access all features of Mana Whaikaha. Information specialists in the Disability Information team may
be the first point of contact in Mana Whaikaha for people with disability and their families and
whānau – face-to-face at the hubs, on the phone, via online chat or in response to emails.
Tari/System administrators provide administrative support to both the Kaitūhono/Connectors and
Tari/System teams. Funding specialists advise and make funding decisions on proposals and the
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government liaison roles support Kaitūhono/Connectors to assist people with disability and their
families and whānau to access other government services.
The philosophy of the Tari/System team is to ensure that funding allocation is transparent, equitable
and responsive to the needs of people with disability and their families and whānau. It prioritises
mainstream provision to achieve ordinary life outcomes. The Kaitūhono/Connectors team works
with the Tari/System team and people to negotiate supports within available resources and budgets
which may include paid and unpaid supports.

Evaluation
The key findings of the latest independent evaluation of Mana Whaikaha undertaken in 123
participants between August and November 2019 were:10
1. Mana Whaikaha aligned well with the core EGL vision of giving people with disability, their
families and whānau more choice and control over their lives and to improve their life
outcomes.
2. Kaitūhono/Connectors were highly regarded by people with disability for empowering them
as individuals with a choice and how much it meant to be heard for the first time. Most
families and whānau also spoke highly of the Connectors, seeing them as a bridge between
them and the system.

100

135

3. The government liaison roles were successful in simplifying access to services. These roles
were central to establishing networks with a range of government departments and
simplifying access for people with disability and their families and whānau.
4. Most Māori service users valued the new system because of having control but some still
found engaging with the system as “not mana enhancing”. More work was required to adapt
services to fit in with Māori values and world view of health and disability.
5. Moving away from an organisational culture of NASC led assessments towards “lived
experience” of disability as the key determinant of needs was valued by people with disability
and by Mana Whaikaha staff. An unintended consequence of this was that assessments
were either incomplete or recommendations were not fully enacted. This resulted in suboptimal provision of equipment or supports for some individuals and damaging to
relationships with healthcare professionals.
6. The information needs of people with disability, their families and whānau to exercise
choices and make decisions were not met consistently. The evaluation identified a need to
promote health literacy in all, but specially in disadvantaged groups and communities to
achieve equity.
7. The skill sets, networks and abilities of Connectors for engaging across a number of systems
varied significantly resulting in uneven outcomes for people with disability. The lack of a
consistent approach across the team may have disadvantaged service users and staff.
8. The role of Connectors lacked clarity and there were overlaps with the Disability information
team. There was no established channel of communication between the
Kaitūhono/Connectors and the Tari/System teams. The dominant form of communication
was informal, based on need and individual preferences. Discussions relevant to decisions
were not consistently recorded. These limitations undermined teams and morale leading
affecting effectiveness, efficiency and the quality of service.
9. The functioning of Mana Whaikaha was hampered by factions and differences in priorities
and working practices because of separate reporting lines (one to MoH, the other to Enable
NZ) for the staff with no single point of accountability. Two different lines of management
contributed to the lack of integrated functioning and effective communication between the
teams and outside agencies.
10. Expectations from people with disability and their whānau generated demand for the new
service that significantly exceeded service capacity, creating long waiting lists and more than
double the planned caseload for Kaitūhono/Connectors. This resulted in the
Kaitūhono/Connectors becoming overwhelmed and caused frustration and stress to the
workforce as well as to people with disability on the waiting list and their families and
whānau.
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Challenges and Risks of Systems Transformation
Governance
The potential misalignment between the operational functions of existing services and the
policy/governance requirements of MoH and DHBs have not been completed resolved by the
demonstrations/prototype. The transformed system is likely to have significantly broader
responsibilities and funding requirements than currently within the MoH DSS arrangements. Whilst
the EGL demonstrations and the Mid-Central prototype have greatly increased Māori uptake and
engagement, strong relationships with the Whānau ora providers and the Whānau Ora Interface
Group remain essential to ensure continued engagement. Effective governance will also require a
transfer of significant authority and responsibility to people with disability and whānau.
At a system level, differences in priorities and working practices because of separate reporting lines
(MoH, local NASC, Facilitators) for different aspects with no single point of accountability have
resulted in significant compromises in the effectiveness, efficiency and user satisfaction in all
demonstration and prototype models. The transfer of meaningful authority and responsibility to
people with disability and their whānau adds another dimension of complexity to an already
complex governance and oversight process.
The evaluations have made it increasing clear that the DSS’ current organisational arrangements for
managing the transformation models – an operational group within the Ministry of Health – may not
be appropriate or sustainable in the longer term. The need to clarify organisational/governance
arrangements and how these will operate across EGL based systems become even more urgent in
view of the expectations that the new model will include people with disabilities related to old age
and long-term conditions (not currently funded/managed through DSS mechanisms), the bulk of
disability provision will come from mainstream services or community supports (currently provided
by DHBs) and the potential impact of the recent Health and Disability Sector Review that see DSS
provision as a part of Tier 1 services.11
Funding impacts
The funding for services in test models includes DSS funding and MSD’s community participation
funding. The EGL vision of a single pool for all funding would require the inclusion of other funding
across government such as the Disability Allowance, employment support funds or the total mobility
scheme. Whilst some of this funding can be easily freed up (e.g. the amount that DSS spends on
community services), some funding is much harder to free up because it is not individualised (MSD’s
community participation services) or is set out in legislation (the Disability Allowance).
There has been a significant year on year cost growth for some disability supports. Understanding
and addressing the causes of these ongoing cost increases is essential to being able to implement
the transformed system. Highly specialised and high costs services for which there are few providers
or there is a high risk of provider exit are currently managed by MoH through a centralised process
with relatively stable and predictable contracts. With the pressure for most funding to be
decentralised and included within people with disability’s personal budgets, the risk to these
services, and ultimately to people with disabilities needs to be considered and managed. Retention
of a proportion of DSS funding centrally for these specialised or high cost services is likely to reduce
the total budget available for personalised funding packages.
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While there are likely to be some efficiency gains from people with disability ceasing to use services
that make little difference to their lives, demand from people with disability and whānau for funding
is likely to be greater than the amount currently available. Furthermore, there is a possibility that the
transformation may result in additional people seeking support because the system is more
attractive to them than previously. This means that difficult decisions will still need to be made
about how much funding is allocated to individual people with disability and their whānau. The
process of how these decisions will be made, by whom and at what level needs to be determined.

Operational Implications
The role of DSS, NASCs, Equipment and Modification Service organisations, and other organisations
which allocate resources within the current system will change substantially. It is clear that the
approach to allocating resources will be significantly different and that organisations roles and
structures, and the required behaviours will be different.
Government agencies will need to move from operating within the current ‘needs-based’ purchaserprovider’ framework under which they have considerable control, to one where authority is shared
with people with disability and whānau. Moving away from contracted providers being the primary
mechanism for delivering support will be a particularly big change.
Providers will need to learn new ways of supporting people with disability, and develop new
business models, if they are to succeed within the transformed system. The available evidence
suggests that some will make this transition well and thrive, but others will struggle – and some may
even go out of business.
Another key issue is how the transformed system will connect with other government support. That
is because people with disability and whānau will continue to engage with universal and targeted
services that are provided by other government agencies (and non-government agencies on their
behalf), but the disability support system will have changed.

Workforce Development
The workforce strategy to support the EGL vision and principles will need to shift from a service
delivery “managing the process” approach to a person-centred model.12 This will require a disability
workforce that is more professional, not necessarily by qualification, but by skill sets. Workforce
attributes required to support the EGL model will include professionalism, specialist knowledge,
critical thinking, organisational skills, effective communications, innovative solutions and flexibility.
The overlap between the current NASC, DIAS and EGL Facilitator functions and between NASC and
EGL funder functions will also need resolution. New models in which DIAS providers can support
NASC/EGL facilitators through effective links to specialist disability knowledge, training, and support
need to be developed. A new role for DIAS providers as national or regional expert resources not
only for people with disability and the whānau but also to support NASC or Facilitator functions
needs consideration.
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In developing the disability workforce of the future MoH/DHBs will have to resolve the staffing
shortages that already exist in the disability sector as all evaluations have shown that informal and
community supports are unlikely to fill this gap. Strategies will be needed to reduce the risks of
fragmentation of the workforce, potential difficulties in applying uniform terms and conditions for
the employment of support workers and challenges involved in providing training and accessing
training to a dispersed workforce. A Workforce Working Group, consisting of people with disability,
unions, and provider umbrella representatives and officials is monitoring these concerns and will
develop strategies to address them for the national roll-out.

Monitoring system outcomes
At present, only limited information is systematically collected on outcomes for people with
disability who receive DSS funded services. The administrative data collected in the SOCRATES
database at present has limited utility for assessing the effectiveness of an EGL approach or
informing service planning and development. An outcomes based approach using quality of life
framework and indicators adapted for use in New Zealand has been used in the pilot evaluations to
assess their utility in measuring outcomes consistent with EGL principles and to inform the
development of health and wellbeing outcome indicators within the Disability Strategy Outcomes
Framework.
The pilot evaluations have highlighted the difficulties in collecting reliable disability outcomes data
because of low response rates, obtaining information from people with communication challenges,
and the limitations of information given by proxies. The inadvertent consequences of differences in
how data were collected and methodologies used has made it difficult to compare quality of life
outcomes and service use patterns or trends both across pilots and with time within the same pilot.
This has implications for future planning and funding of disability services. All pilots have reported
significant issues in maintaining privacy and confidentiality of service users, especially when sharing
data across agencies. Further developmental work needs to be undertaken both to develop design
options and to assess ethical implications for routine data collection, essential for planning and
delivering tailored services.
Work is still needed to develop effective mechanisms for receiving feedback from people with
disability, families, whānau, service providers and informal community supports on the adequacy
and effectiveness of mainstream EGL implementation, redundancies of service provision and gaps in
the services to assist funding, planning and commissioning decisions. Mechanisms also need to be
developed to disseminate information on health/well-being outcomes and systems performance to
people with disability and whānau to enable them to participate in meaningful co-design and
governance of the disability system at the national and local levels.
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Counties Manukau District Health Board’s
Disability Support Advisory Committee
Fundamentals of Care October 2020 Review Results Report - Disability
Recommendation
It is recommended that DiSAC:
Receive this paper which summaries the patient experience and quality of care measures from the October
2020 Fundamentals of Care review relevant to disabled people.
Note that data indicates care of disabled people is of a high standard and is similar to those without disability.
Note that reviews are done at six monthly intervals and we will continue to review the data for disabled
people and use it to inform and encourage improvement.
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical

Glossary
FoC- Fundamentals of Care
Purpose
The purpose of this paper is to provide DiSAC a brief overview of the Fundamentals of Care programme and
to highlight the findings from the October 2020 Fundamentals of Care review which was designed to enable
us to measure the quality of care received by disabled people at CM Health.
Executive Summary
The Fundamentals of Care programme and reviews are being used by CM Health as a systematic way to
measure the experience and quality of care patients receive. The reviews were started in 2017 and are done
at six monthly intervals. Nine standards of care are measured using patient survey questionnaires. These are
communication, clinical monitoring and management, care environment, comfort and pain management,
respect, privacy and dignity, nutrition and hydration, safety and prevention, personal care and self-care.
Last year we were able to include disability demographic data into our survey allowing us to analyse experience
and quality of care data for disabled people. The October 2020 FoC review was the first data set where we had
the demographic data to use to get insights into the experience and quality of care of disabled people. In this
review of 217 patients 60 identified as having a disability. Aggregated data shows that the care for disabled
people was of high quality and not different from those without a disability. There was only one standard where
the difference in the results between disabled and those without a disability was statistically different – lower
for disabled people. This was the communication standards.
The overall data provides us with reassurance that the care received by disabled people at CM Health is of high
quality.
Fundamentals of care results are used to generate and encourage improvement in care and experience. We
will be using this information and data from subsequent reviews to inform areas of focus and improvement for
the care of disabled people.
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Background
The Fundamentals of Care programme was introduced in December 2017 at CM Health and continues to
provide a comprehensive view of nine care standards achieved both at individual ward level and the
organisation. The nine extensively researched standards are: communication, clinical monitoring and
management, care environment, comfort and pain management, respect, privacy and dignity, nutrition and
hydration, safety and prevention, personal care and self-care.
Fundamental care involves actions on the part of the nurse or health care provider that respect and focus on
a person’s essential needs to ensure their physical and psychosocial wellbeing. These needs are met by
developing a positive and trusting relationship with the person being cared for as well as their family/carers.
The programme aims to ensure the consistent, safe, and high quality delivery of the ‘fundamental’ aspects
of care which all patients should expect to receive, and which all health professionals should be able to
provide.
At Counties we measure the nine standards relevant to patient safety, experience and quality of care using
a review process carried out at 6 monthly intervals. This provides wards and units with valuable information
and feedback to identify critical areas to design and implement activities for improvement. The process aims
to ensure that patients’ fundamental care needs are being met. Results are used to inform improvement
cycles but also determine any difference in care based on ethnicity. Recently we requested if we could
analyse this information based on disability status.
We were able to add disability demographic data to the audit data collection process to identify patients
with a disability and for the October 2020 review we were able to gather this information. Subsequent
reviews will continue to collect and review this data.
Results from the October Fundamentals of Care Review relevant to Disability
The October 2020 was the sixth Fundamentals of Care (FoC) peer review at CM Health. A total of 217 patient
surveys were completed across 46 wards (5 surveys per ward). 60 of the 217 (28%) patient participants
identified as having one or more disabilities or impairments. The wards where the majority of patients having
identified as having a disability were in the Health of Older People and Rehabilitation (ARHOP), Medical and
Surgical divisions, with more patients in ARHOP identifying as having a disability than not. The questions
asked to gather this data is outlined below.

Counties Manukau District Health Board – Disability Support Advisory Committee

7 April 2021

142

Of the 217, 20% were patients who identified as Maaori, 24% as Pacific, 11% as Asian, 42% New Zealand
European and 2% identified as Other. The ethnicity distribution of those who identified as having a disability
is presented below.
Demographics of those with a disability

Maaori
Pacific
Asian
NZ European
Other

24%
26%
3%
44%
3%

Physical limitation/s was indicated as the most common type of disability, with deaf or hearing impairment
and blind or vision impairment as the second most common type of disability. Some patients had more than
one type of disability.
Results from the October review show the highest organisational score to date with a total overall score of
85.6%. There is a percentage increase in all of the nine care standards and the four measurement tools from
the previous 6-monthly review in March 2020. There are 12 wards that scored above ninety per cent
compared to just three wards in March 2020. The majority of ward scores (24) were in the eighty to ninety
per cent range, ten areas in the sixty-five to seventy-nine percent range and zero wards in the under sixtyfive per cent range. For the first time there was no significant difference in scores between ethnic groups.
Data analysis this time also compared differences in scores between those with a disability or impairment
with those who did not. There was no significant difference seen in scores for 8 out of the 9 standards. A
significant difference was found in the ‘communication’ care standard (p value 0.03) for those with a
disability. Data is outlined in the table below
Standards

Disability – Yes
n=60

Disability – No
n= 157

P-value

Communication

0.86 (0.14)

0.90 (0.13)

0.0321

Clinical monitoring

0.84 (0.23)

0.88 (0.20)

0.3542

Care environment

0.84 (0.14)

0.83 (0.17)

0.5788

Comfort pain

0.81 (0.15)

0.82 (0.18)

0.6265

Respect, privacy

0.93 (0.11)

0.91 (0.13)

0.1699

Nutrition hydration

0.82 (0.18)

0.76 (0.27)

Safety Prevention

0.84 (0.24)

0.84 (0.26)

0.9503

Personal care

0.87 (0.21)

0.85 (0.24)

0.5729

Self care

0.80 (0.20)

0.80 (0.24)

0.6844

Total

0.85 (0.10)

0.85 (0.12)

0.9451

0.0881

The questions asked for the communication standard included:
1. On your admission to the ward, did you: (i) Feel welcomed (ii) Receive information about the ward; and
(iii) Receive information about the admission process?
2. Do staff greet you and your family/whaanau (if they are present) and introduce themselves?
3. Do staff ask your permission before starting any assessment, treatment or procedure? Eg: before
touching or transferring, taking observations
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4. If needed, are you provided with an interpreter or other person to support you to speak in your
language?
5. Are staff courteous and polite to you?
6. Do staff talk with you/your child about your care/child's care and ensure you understand what has
been planned?
7. Do staff explain what observations and monitoring you/your child will require and why?
8. Do staff check if there is anything else you need and thank you at the end of a treatment or procedure?
9. Are you given information about how long a procedure or treatment is expected to take?
10. Do staff use words you can understand?
Questions under the communication standard with a difference in score of 2% or more were:






Do staff talk with you/your child about your care/child's care and ensure you understand what has
been planned?
Do staff explain what observations and monitoring you/your child will require and why?
Do staff check if there is anything else you need and thank you at the end of a treatment or
procedure?
Are you given information about how long a procedure or treatment is expected to take?
Do staff use words you can understand?

The results of FoC audits are provided to each Charge Nurse/Midwife Manager to enable them to identify
with their team’s areas for celebration and improvement. Using quality improvement Plan, Do, Study, Act
(PDSA) cycles, one significant improvement initiative pertaining to care standards and specific benchmark
measures that concentrate on fundamentals of care are expected following each review. Panel meetings
were held in February 2021 with half of the participating wards to discuss ward results, identified
improvement ideas and offer support. We will be highlighting the differences in communication experiences
of disabled people with the wards to seek improvement opportunities and ideas
Discussion
This is the first FoC review that has looked at the care experiences of people with a disability. The data from
this review indicates that the experiences of disabled people is similar to those of disabled people for the
majority of the care standards. The standard where the difference is statistically significant (lower) is
Communication. Given the overall results of 85% (the highest organisational score to date) with no significant
difference overall between the care experiences of disabled and disabled people, we can be reassured that
the care of disabled people at Counties is of a high standard.
This is the first review where we were able to gather data that provided us insight into the quality of care
that disabled people receive and we will be continuing to review data from the subsequent FoC audits to
determine if this experience remains the same or improves. We will also use the information to define areas
of improvement.
The scheduled dates for the 2021 review periods are: 15-26th March, 2021 and 13-24th September.
Acknowledgment
I would like to acknowledge the Chief Nurse and Director of Patient Experience and her team for their work in
enabling the inclusion of disability demographic questions in the Fundamental of Care review process. This
allows us to analyse data on experiences and quality of care received by disabled people. I also would like to
thank their team in helping analyse the data to provide the information presented in this report.
Thank you also to Penny Johnstone, nurse consultant for Fundamentals of Care for sharing the FoC report and
for allowing us to extract relevant information from her report.
More details on the Fundamentals of Care reviews and reports are provided with the HAC reports.
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Counties Manukau District Health Board’s
Disability Support Advisory Committee
Disability Action Plan Progress Report
Recommendation
It is recommended that DiSAC:
Receive the Disability Action Plan progress report
Note that steady progress continued to be made in 2020 despite COVID-19 for the majority of outcome goals
with further work to be done in 2021 and 2022
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical

Glossary
DHB - District Health Board
DiSAC - Disability Support Advisory Committee
Purpose
The purpose of this paper is to provide an update on the progress made against the Disability Action Plan.
The progress report is attached as Appendix 1
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Appendix 1

Disability Action Plan Progress Report -As at
March 2021
Progress with areas of focus in the Disability Strategy
Implementation Plan 2016-2026
Please note: This document is updated for each DiSAC meeting to report updates or new work since the previous
meeting.

5 Outcome Areas of Focus
These are the 5 outcomes areas of focus outlined in the Metro Auckland DHBs Disability Strategy Implementation
Plan 2016-2026

Outcome 2:
employment
& economic
security

Outcome 3:
health &
wellbeing

Outcome 5:
accessibility

Outcome 6:
attitudes

Outcome 7:
choice &
control

We have security
in our economic
situation and can
achieve our
potential

We have the
highest attainable
standards of health
and wellbeing.

We access all
places, services
and information
with ease and
dignity.

We are treated
with dignity and
respect.

We have choice
and control over
our lives.

Obligations to Te Tiriti o Waitangi
Local DiSAC has been established and the terms of reference have been drafted for Board approval. The new
governance structure including partnership with Mana Whenau i Taamaki Makaurau has been established. The new
membership of DiSAC includes 3 Maaori members including 1 taangata whaikaha representative.
The disability strategy implementation plan has also been updated to reflect the expectations of Te Tiriti o Waitangi
obligations.
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Outcome 2: Employment & Economic Security
We have security in our economic situation and can achieve our potential

Current Status at March 2021

What we will do… actions

Where we are now…current status

1. Increase the number of
disabled people into paid
employment.

Work to improves processes and systems to encourage disabled people to
apply for roles at CM Health have been completed. This includes changes
to recruitment processes including statements within adverts to encourage
applications from disabled people. The Accessibility Tick is used in
signatures as well as on our Careers Webpage.

In December 2020, we also signed a memorandum of understanding with
WorkBridge to partner with us to enable us to grow the number of
disabled people employed by CM Health.
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Disabled applicants are asked if they require support for attending
interviews and appropriate supports are provided.
2. Increase the confidence of A training webinar “Building a Disability Confident Organisation” was
Hiring Managers to recruit
delivered in December 2020 to the recruitment team and hiring managers.
disabled people.
A recorded version has been made available to those who were unable to
attend.
Further training programmes are planned.
Senior leaders have been challenged to increase opportunities for disabled
people and where appropriate hire disabled candidates
3. Record the number of
staff with impairments
working for the DHB.

4. Ensure DHB Diversity &
Equity work includes
disabled people.
5. Awarded the Accessibility
Tick.

We have started staff voluntary disclosure of disability. We are currently
encouraging staff with disabilities to include this information on their
employee kiosk. Positive framing with support offered to those who
request it has resulted in an increase in voluntary disclosure. We currently
have 18 staff reporting as having a disability (through the voluntary
process). This number has been up by 6 compared to a year ago.
We are currently revising our people strategy which includes diversity and
inclusion.

CMDHB was awarded the Accessibility Tick in 2019. We are continuing our
membership of the Accessibility Tick Programme. We completed our
annual review to enable us to keep the Accessibility Tick status in
December 2020. We are currently developing an action plan to continue
the work that we need to do improve accessibility from an employer
perspective.
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Outcome 3: Health & Wellbeing
We have the highest attainable standards of health and wellbeing

What we will do… actions

Where we are now…current status

6. Improve the health
outcomes of disabled
people.

There has been no progress made in this area. In order to make
measureable improvements, the DHB needs baseline data on disabled
people as a starting point, however this data is not available. In May 2019
the Co-Chairs of the regional DiSAC wrote to Adri Asbister, DDG-Disability
requesting access to data on people accessing services through Taikura
Trust (NASC). A response received indicated inability to share information
due to data privacy.
Counties is currently collaborating with a national piece of work led by
CCDHB around what data can be collected including identifying mechanism
for data collection.

6. Robust data and evidence
to inform decision making.

August 2019 – The Health Quality and Safety Commission (HQSC) has
advised that, following feedback from the sector, they are planning to
include a disability status measure in both the inpatient and primary care
patient experience surveys from August 2019. The measure is based on
the Washington Group Short Set of Disability Questions (WG-SS) and has
been tested for use in New Zealand by Statistics New Zealand. HQSC has
also included an additional question on whether people self-identify as
having a disability. The additional question is - Do you think of yourself as
disabled (or as having a disability?)
October 2020 - We have included disability questions in the Fundamentals
of Care audits and are now able to collect and analyse data on experience
of disabled people. The findings of the October 2020 audit which included
disability questions will be reported to DiSAC and provide reassurance that
the experience of care for disabled people is similar to those without
disability.
March 2021- We have connected with Point (an organisation that helps us
with our inpatient survey data reports) to see if we can now get reports
from the survey which now asks questions about disability.
CMDHB has ensured that our infrastructure strategy includes improving
accessibility (reducing physical barriers). This is now expected of all new
builds and the design of all new builds are now requiring accessibility
assessments. The design of Manukau Health Park has taken into account
universal design principles and has sought expert advice on design.
In addition, any refurbishments or retro-builds is also required to consider
accessibility. The Scott building passive fire work will include refurbishment
of bathrooms and improving the design to enable accessible bathrooms
has been included.

7. Barrier free and inclusive
access to health services.

8. Increased understanding
of the support needs of
people with learning
disabilities.
9. Better understanding of
the needs of Deaf people.

Sign language is being introduced on Welcome day.
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This includes access to
interpreters, information
available in NZSL and
knowledge of Deaf culture.

Sign language taster classes were held during the NZ sign language week in
2020.
During the sign language week, a blog with advice to staff on effective
engagement with deaf people was published by our internal
communications.
Sign language interpreter service is also available for deaf people.
We also started using sign language for important public messaging during
COVID-19 with some of the messages having interpreted in sign using
videos.

10. Better support for young
people moving from child to
adult health.
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Outcome 5: Accessibility
We access all places, services and information with ease and dignity

What we will do… actions

Where we are now…current status

11. Barrier free and inclusive
access to health services.

As noted above we are improving accessibility of our facilities with new
builds or where there are opportunities presented with refurbishments.
We undertook an assessment of all the prior access audits that we have
had for our facilities to understand what actions remain outstanding that
we can complete moving forward.
CM Health has included in this facilities build process that universal design
and accessibility is considered and that all new builds meet accessibility
needs. Engagement with disability community and advisors to inform
design was done for the new mental health facilities and the Manukau
Health Park build.

12. The principles of
universal design and the
needs of disabled people are
understood and taken into
account.
13. Improve & increase
accessible information
across the DHB.

Work has been done to assess our external webpage for accessibility and
improvements have been made to ensure information presented is
accessible. A number of tools have be used to assess the accessibility of
the webpages.

14. Information available in
different formats, eg. Easy
Read
15. Ensure physical access to
DHB buildings and services,
including signage and way
finding.

As above 11 and 12
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Outcome 6: Attitudes
We are treated with dignity and respect.

What we will do… actions

Where we are now…current status

16. All health and well-being
professionals treat disabled
people with dignity and
respect.

We presented a number of webinars coving disability last year to increase
staff awareness of the needs of disabled people.
We have also started reviewing information from patient surveys,
complains and compliments as well as included experiences of disabled
people in the Fundamentals of care audits.
CM Health uses information from feedback/complaints process as an
opportunity to learn and design new ways of delivering care with feedback
from patients and families.

17. Disabled people and
their families respected as
the experts in themselves.
18. Provide a range of
disability responsiveness
training.

We have started developing a webpage on Disability and Accessibility
resources on Paanui.

19. Promote the Disability
Awareness e-Learning
module to all staff across
the DHBs.

Disability eLearning in mandatory at CM Health. We are encouraging all
staff to complete it during their orientation. eLearning only became
available 2 years ago so there is a significant number of staff who have
been here prior to that time who have to complete the training. There has
be a steady increase in uptake of this training and it is reported in Metrics
that Matter.

20. Ensure disabled people
are able to access supports
that they need in hospital.
21. Increase cultural
awareness of disability.
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Outcome 7: Choice & Control
We have choice and control over our lives.

What we will do… actions

Where we are now…current status

22. Engage regularly with
the disability sector and
community.

CM Health consults with the consumer council which has representatives
with disability. In addition our new terms of reference for DiSAC includes
disability community representatives. Three representatives have been
endorsed for appointment by the Board
23. Ensure a diverse range of As above, DiSAC representation takes into account diverse range of
disabled people are
disabled people
identified as stake-holders.
24. Ensure the voice of
disabled people from the
community is included.

As above

25. Enable supported
decision making and
informed consent.

Choosing Wisely program is currently looking at codesigning a process and
questions to enable shared decision making. Disability will be included in
this work.

26. Ensure services are
responsive to disabled
people and provide choice
and flexibility.
27. Improve access to
screening services for
disabled people.
28. Continue the
implementation of the
Health Passport across both
DHBs.
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Counties Manukau District Health Board’s
Disability Support Advisory Committee
DiSAC Work Plan 21-22
Recommendation
It is recommended that DiSAC:
Note that a Work Plan for the CMDHB Disability Support Advisory Committee for 21-22 needs to be
developed and agreed
Note that a Work Plan for the Regional Disability Support Advisory Committee for 19-20 (attached) was
developed and agreed in 2019. This plan was to be reviewed in 2020 for 20-21 however, due to COVID-19
the majority of the regional DiSAC meetings were cancelled.
Note that elements of the plan developed for 19-20 remain relevant and could be used to inform the 2122 Work Plan
Discuss and inform the development of a work plan to be presented to DiSAC at its next meeting for
approval
Prepared and submitted by: Sanjoy Nand, Chief of Allied Health Scientific and Technical

Glossary
DiSAC - Disability Support Advisory Committee
Purpose
The purpose of this paper is to provide some background information to enable DiSAC to discuss and inform
the development of the 21-22 DiSAC Work Plan.

Background
A work plan for the Regional DiSAC was developed and agreed in early 2019. The purpose of the plan is to
inform the agenda and areas of focus for the committee meetings for the year. The work plan draws from
with the Regional Disability Strategy Implementation Plan 2016-2026 to determine key areas of focus.
Due to cancellation of 2 meetings in 19-20, there are elements in the plan that could not be covered in 1920 year. Furthermore, the majority of the meetings in 2020 were cancelled hence there were no reviews
done to develop or agree the work plan for 20-21. Some of the elements in the 19-20 work plan could be
carried forward into the 21-22 work plan.
The 21-22 work plan needs to be developed and agreed and it is requested that RDiSAC discuss and identify
the areas of focus to be included in the 21-22 year. The work plan will be drafted and presented to DiSAC at
its next meeting.
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The following information is provided to use to inform the discussion:
1.
2.
3.
4.
5.

RDiSAC Committee Work Plan 2019 (Appendix 1)
Metro Auckland Disability Strategy Implementation Plan -2016-2026 (Revised 2020 CMDHB version)
CM Health Disability Action Plan 2019-2022
NRA Review of Disability Support and Recommendations for DHBs
Health and Disability System Review (Hauora Manaaki ki Aotearoa Whaanui) Executive Overview
https://systemreview.health.govt.nz/assets/Uploads/hdsr/health-disability-system-review-final-reportexecutive-overview.pdf

Meeting Dates for DiSAC in 2021 are:






7 April
16 June
4 August
13 October
1 December
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Appendix 1 RDiSAC Committee Work Plan 2019
6 June 2019
Equity
and
Māori Health

Strategic
Focus

Operational

Deep Dives

Risks/Issues

Outcome 3: health
& wellbeing
Data on Disability
Services

Data collection

5 September
2019

14 November 2019

March 2020

June 2020

Māori living with
disabilities
Equity and
disability

Māori living with
disabilities
Equity and disability

Māori living with
disabilities
Equity and
disability

Māori living with
disabilities
Equity and
disability

Outcome
2:
employment &
economic
security

Outcome 7: choice &
control

Outcome 5:
accessibility

Outcome 6:
attitude

Identifying
disabled staff
Employing
disabled staff
Staff training

Engagement with
communities/networks
in disability sector
Health Passport
Next Year’s Work Plan

Presentation /
Update from
DHB Facilities
and
Development
Teams on work
being done

Data collection

Autism –
presentation
from external
Autism NGO

Child disability in a
DHB context

Universal Design
principles
Designing for
cognitive
impairment

To be discussed

Discussion and
follow up of
progress

Discussion and follow
up of progress

Discussion and
follow up of
progress
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