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Glossary of technical terms and abbreviations

ableism

ACC

Corrections

Crown agent

Crown entity

Crown organisation

CTOs

DHB

DIAS

discrimination or prejudice against people with lived

experience of disability

Accident Compensation Corporation

Department of Corrections, the Department

a subset of Crown entities, including the Accident
Compensation Corporation and district health boards, as

set out in the Crown Entities Act 2004

a Crown organisation as set out in the Crown Entities Act

2004

a Crown entity, government department, or government-
related organisation. In this report it refers to the Crown
entities, government departments and government
related organisations that have relevant health and
disability sector roles and were subject to information

requests under the Official Information Act 1982.

compulsory treatment orders

district health board

disability information advisory service

Xii



DPO

DSS

EMS

government department

habilitable

HCF

HDC

He Korowai Oranga

healthcare services

HPA

HQSC

HRC

ID(CC&R) Act

Disabled People’s Organisation

disability support services; services to support people
with lived experience of disability —and the people who

care for them

equipment and modification services

a government organisation as set out in section 27A of

the State Sector Act 1988

meaning ‘to make fit’

high and complex framework of supports for individuals
with a learning/intellectual disability who present
significant risk to themselves and/or others and have

been engaged with the criminal justice system

Health and Disability Commissioner

Maori Health Strategy

a range of services including hospital and specialist care,

and visiting the doctor or dentist

Health Promotion Agency

Health, Quality & Safety Commission

Health Research Council

Intellectual Disability (Compulsory Care and

Rehabilitation) Act 2003

Xiii



IMM

impairment

MH(CAT) Act

Maori provider

MoH

MPDS

NGO

NZALS

NZBS

ODl

PHARMAC

PHO

public health

rehabilitation

RIDSS

Independent Monitoring Mechanism

signifies a problem with body function or structure. A
person may have a range of barriers and impairments

restricting their full and equal participation in society.

Mental Health (Compulsory Assessment and

Treatment) Act 1992

Maori-owned and Maori-governed health or disability

provider

Ministry of Health

Maori provider development scheme

non-governmental organisation

New Zealand Artificial Limb Service

New Zealand Blood Service

Office for Disability Issues

Pharmaceutical Management Agency

primary health organisation

the art and science of preventing disease, prolonging life

and promoting health

to restore

regional intellectual disability secure services

Xiv



the Tribunal Waitangi Tribunal

TPK Te Puni Kokiri

UN United Nations

UNCRPD United Nations Convention on the Rights of Persons with
Disabilities

UNDRIP United Nations Declaration on the Rights of Indigenous
Peoples

Whaia Te Ao Marama Maori Disability Action Plan

WHO World Health Organization

XV



Kupu Maort

Aotearoa
Hapu
hauora

here taratahi
Iwi
kawanatanga
kaumatua

kaupapa Maori

Mmana

Maori
matauranga
matua

mokopuna

Maori name for New Zealand

kinship group, subtribe; hapl — to be pregnant

healthy, well

seclusion and restraint

extended kinship group, tribe, nation, people, bone

authority, governorship

elders

Maori agenda, Maori principles, Maori ideology—a
philosophical doctrine, incorporating the knowledge,

skills, attitudes and values of Maori society

spiritually sanctioned or endorsed influence, power and

authority

tangata whenua; the Indigenous peoples of Aotearoa

knowledge, wisdom

parents

grandchild, grandchildren, descendant
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oOritetanga

Pakeha

pepe

rangatahi

rangatira

tamariki

tangata

tangata

tangata kapo

tangata matarehu

tangata whaikaha

tangata whai ora

tangata whenua

taonga

Te Ao Maori

Te Ao Tawhito

te reo Maori

te reo turi

equality, equal opportunity

non-Maori; foreign

babies

younger generation

chief/chieftainess

children

person

people

blind person

visually impaired person

people with disabilities

service users/consumers/people seeking wellness

people born of the land

treasure, anything prized

the Maori world

the ancient world

the Maori language

sign language
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tikanga Maori customary system of values and practices that have been
developed over time and are deeply embedded in the

social context

tino rangatiratanga sovereignty, self-determination, autonomy
tipuna/tipuna ancestors

turi deaf

utu balance, reciprocity

wahine women

wananga meeting and discussion, deliberation, consideration
whaikaha disabled

whakapapa genealogy, ancestry, familial relationships
whakataukt ancestral saying, proverb

whanau to be born; extended family, family group
whanau haua people with disabilities

whanaungatanga relationships

whenua placenta; ground, land
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Introduction

‘It’s a disability to have your land taken off you, it’s a disability to have your family
dissolved and shifted to an urban environment, where you’ve never been before. It’s
a disability to be told that you can no longer grow your own food so you have to get a
job in a system that has been set up by white people for white people to try to
survive. We're a group of people who are brown living in a white system set up by
white people, that is a disadvantage...people who are struggling and it’s not their fault

they’re struggling. Just with life. Like being old, it’s a disability’.!

This kaupapa Maori research report examines the historical and contemporary issues relevant
to Maori with lived experience of disability, to address the research questions set out by the
Waitangi Tribunal (the Tribunal) for stage two of Wai 2575 — the Health Services and Outcomes
Inquiry.? It comprises Part | of two reports specifically commissioned by the Tribunal, to

examine issues for Maori with lived experience of disability in Aotearoa/New Zealand.

The introduction to this report presents an overview of the structure for Part |. Maori concepts
of disability are discussed, followed by the definitions of disability currently used by the Crown.
Westernised models of disability, conceptualised, theorised and developed by disability
scholars, advocates, and activists are then discussed. These models help describe the range of
ideologies that informed approaches of broader society toward people with lived experience of
disability. Maori scholars have also suggested they reflect the attitudinal, social, political,
cultural, and economic factors which have, historically and in contemporary times, defined
approaches by the Crown and broader society toward Maori with lived experience of disability

in Aotearoa/New Zealand. This is followed by a discussion of some of the relevant statistics for

! Jo Kingi and Anne Bray, Mdori Concepts of Disability. (Dunedin: Donald Beasley Institute, 2000), p.8.

2 Wai 2575, #2.5.29; Wai 2575, #2.3.3.



Maori with lived experience of disability in Aotearoa/New Zealand, and a summary of key

issues is presented at the end.

Structure of the report

Chapter | of this report provides an overview of the research project commissioned by the
Tribunal, and the theoretical approach and research methods undertaken to address the
Tribunal’s research questions. Chapter Il describes the historical context for Maori with lived
experience of disability, chronicling the development of the health and disability system from
the mid-1840s up to the 2000s, and impacts for Maori with lived experience of disability.
Chapter lll provides an overview of the contemporary context and relevant issues for Maori
with lived experience of disability within the health and disability system from the 2000s
onwards. Chapter IV presents a review of data collected from Crown organisations, providing
information for Maori with lived experience of disability in health and disability services,
including Maori imprisoned by the Crown, and Maori children and young people who are
placed in the Ministry for Children’s care and protection and youth justice residences.
Chapter V provides a summary of the thematic analysis of qualitative information. This is
followed by the conclusion to the report which summarises the overall findings of the research,

and addresses the Tribunal’s research questions.

Note that macrons have been used throughout this report. However, they have not been
added to names. For example, Te Ropu Wahine Maori Toko i te Ora (the Maori Women'’s
Welfare League), or to acts of parliament or archival publication titles (where they did not exist

in the original).



Maori concepts of disability

‘...it appears that Maori in the ancient world who had impairment were people with
god-like power and god-like status. They were known for the talents that they
possessed, not for what they didn’t have. As time progressed, this notion appeared to

change...?

The extent of the published academic discourse and knowledge of disability within a Maori
paradigm in Te Ao Tawhito is sparse, however there has been some research led by
contemporary Maori scholars in this area. Kelly Tikao et al., researched archival literature, oral
history including whakatauki and pGrakau, examining how Maori society perceived and treated
people with impairment in the ancient Maori world, and particularly for Maori who were kapo
(or kapo). They found that within Te Ao Maori cosmogonies and cosmologies, to be kapo Maori

was not a disability but instead,

‘...a tohu (sign) of greatness. Being kapo was their source of power because they were
not reliant on all of their senses and had high levels of ability, which were displayed in
their use of the senses that they did possess. For example, Maui Tikitiki a Taranga, a
well-known hero and trickster of Polynesian mythology had a blind grandparent,
Murirangawhenua (Note: some readings vary in the gender of Murirangawhenua).
Murirangawhenua was also known as Matakerepo (cloudy vision). Murirangawhenua
gifted her jawbone to Maui so he could create a fishhook that would be used to fish
up Te lka a Maui (North Island)...Murirangawhenua was held in high esteem for
her/his knowledge and wisdom and in te ao Maori these qualities reside in the
jawbone. Hence, Maui knew that this was the tool that would make his mission

successful’.*

3 Kelly Tikao, Nancy Higgins, Hazel Phillips, and Christine Cowan, “Kapo (blind) Maori in the ancient world.”
MAI Review 2 no. 4 (2009): 1-14. http://review.mai.ac.nz/MR/article/download/237/237-1621-1-PB.pdf., p.11.

4 Tikao et al., “Kapo (blind) Maori in the ancient world”, p.5.



Jill Bevan Brown also found that for Maori, concepts of disability and attitudes towards
disability, ‘...are intertwined with other Maori concepts, beliefs and values such as

Whanaunatanga, Aroha-ki-te-tangata, Wairua, Awhinatanga, and Manaakitanga’.”

Keri Ratima and Mihi Ratima have emphasised the contrast between Maori holistic concepts of
health and well-being, with individualistic Western worldviews of disability that have a

tendency to focus on,

‘...physical, sensory, psychiatric/psychological, learning or intellectual impairments,
and reduced functioning...[whereas] Maori concepts of health are holistic in nature,
locating individuals within the whanau context and, therefore, emphasising
interdependence, recognising determinants of health (including cultural and spiritual
determinants), incorporating a focus on continuity between the past and the present,

and viewing good health as a balance between interacting variables’.®

Huhana Hickey and Denise Wilson highlight that, in addition to different concepts of
disability, Indigenous peoples’ lived experience of disability is starkly different to that of non-

Indigenous whereby,

‘Indigenous people have additional and diverse historical and contemporary impacts
of disablement arising from colonisation, societal discourses about racism,

subjugation and dysfunction that are in themselves disabling’.’

Jo Kingi and Anne Bray also emphasise that, although concepts of disability are diverse within

Te Ao Maori, all sit within the broader context of colonisation.

> Jill Bevan-Brown, “Intellectual Disability: A Maori Perspective” in Disability, Family, Whanau and Society, ed.
Keith Ballard (Auckland: Dunmore Press, 1994), p.211.

6 Keri Ratima and Mihi Ratima, “Maori Experience of Disability and Disability Support Services” in Hauora:
Maori Standards of Health IV. A study of the years 2000-2005, eds. Bridget Robson and Ricci Harris,
(Wellington: Te Ropid Rangahau Hauora a Eru Pomare, University of Otago, 2007), p.189-198.

’ Huhana Hickey and Denise L Wilson, “Whanau haua: Reframing disability from an Indigenous perspective.”
MAI Journal 6 no.1 (2017): 82-94. https://doi.org/10.20507/MAlJournal.2017.6.1.7., p.85.



‘The loss of land, government policies, loss of knowledge of whakapapa and identity,
and the ongoing effects and process of colonisation and assimilation have all been

identified [as] having a disabling effect on...tangata whenua'.

The impact of colonisation is reinforced by Nancy Higgins, Hazel Phillips, and Christine Cowan

who state that Maori experience disablement secondary to exclusion by a society that,

‘...takes no account of their culture, identity or the meanings that Maori themselves
give to disability...Maori have been disabled through deficit theorising and
assimilatory...practices that have marginalised and excluded Maori from their own

knowledge base, language, cultural values, and practices.

Thus, being Maori and being disabled may not be discreet oppressions, but instead
“interconnected” parts of a whole way of looking at the world in which difference is

considered inferior and in which unequal relationships are demarcated’.®

Maori terms currently used to describe disability include that of ‘tangata whaikaha’ which
‘describes two or more Maori people with a disability...whaikaha means “to have ability” or “to

be enabled”’.? Maaka Tibble states,

‘Tangata whaikaha means people who are determined to do well, or is certainly a goal
that they reach for. It fits nicely with the goals and aims of people with disabilities
who are determined in some way to do well and create opportunities for themselves

as opposed to being labelled, as in the past’.*

8 Nancy Higgins, Hazel Phillips and Christine Cowan, “Eighty years of growing up kapo (blind) Maori: what can
we learn about inclusive education in New Zealand?” International Journal of Inclusive Education 17 no. 8
(2013): p.812-826. https://doi.org/10.1080/13603116.2011.602519., p.813.

9 Ministry of Health, Whaia Te Ao Marama 2018 to 2022: The Madori Disability Action Plan. Ministry of Health
(Wellington, 2018). https://www.health.govt.nz/publication/whaia-te-ao-marama-2018-2022-maori-disability-
action-plan., p.4.

10 Maaka Tibble, founding member of the Maori Disability Leadership Group quoted in Ministry of Health,
Whaia Te Ao Marama 2018 to 2022: The Mdori Disability Action Plan. Ministry of Health (Wellington, 2018).
https://www.health.govt.nz/publication/whaia-te-ao-marama-2018-2022-maori-disability-action-plan., p.4.



Another term is ‘whanau haua’, used as an ‘umbrella’ term for Maori with lived experience of

disability and their whanau.

‘Donny Rangiahau (Tuhoe) gifted the term whanau haua and its description...
Metaphorically, whanau haua signifies the wind that propels whanau with member(s)
who have a disability. The word “hau” means “wind”, “gale” or “breeze” while “3”
refers to the drive or urge that propels this wind. Depending upon the mood of

Tawhiri-matea, the wind can quickly change the environment, making it unstable’.**

Kingi and Bray have highlighted that, ‘...tangata whenua concepts of disability are expressed in
varying and diverse ways...".*> Thus, for the purposes of this research, guidance was sought
from claimants regarding the terms and definitions to describe disability.** Following feedback
received, it was decided to use the phrase, ‘Maori with lived experience of disability’ for this
report, with the recognition that tangata whenua are a collective encompassing many diverse
and autonomous nations with varying cosmogonies, genealogies, histories, lived realities and

experiences. The term ‘Maori’ is therefore considered a construct used to describe the

Indigenous peoples of Aotearoa/New Zealand.

Crown concepts of disability

Current concepts and definitions of disability that are used by the Crown are not consistent
across government, varying by Crown organisation. The New Zealand Disability Strategy 2016—
2026 provides the framework for the government’s overall direction of the disability sector in
improving disability support services and is led by the Office for Disability Issues.** Aligned with

the Social and Rights-based Models of disability (described in the sections following), the New

1 Hickey and Wilson, “Whanau haua: Reframing disability from an Indigenous perspective”, p.86.
12 Kingi and Bray, Maori Concepts of Disability. (Dunedin: Donald Beasley Institute, 2000), p.24.

13 This occurred during the Wai 2575 Research Hui held 30 January 2019, and from feedback received from
interested claimant groups in the two weeks following the hui.

14 Office for Disability Issues, New Zealand Disability Strategy 2016—2026. Ministry of Social Development
(Wellington, 2016).



Zealand Disability Strategy 2016—2026 stresses that, it is not the person with impairment(s)

that has a disability, rather it is society itself that is disabling of the person. It states,

‘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. It is something that happens when the world we live in has
been designed by people who assume that everyone is the same...Every human being
is a unique individual. Even if we have the same impairment as someone else, we will
experience different opportunities and barriers because of where we live and how we
are treated by those around us. The time and context in our lives when we may
acquire our impairment(s) also informs what barriers or opportunities we may

experience’.?

The New Zealand Disability Strategy (NZDS) uses the United Nations Convention on the Rights

of Persons with Disabilities (UNCRPD) definition, which defines disability as,

‘...long-term physical, mental, intellectual or sensory impairments which in interaction
with various barriers may hinder...full and effective participation in society on an

equal basis with others..."."°

The Ministry of Health states that it uses the NZDS definition of disability.!” However, within
the context of setting eligibility criteria for the provision of disability support services, the

Ministry of Health focuses on reduced functionality, defining disability as,

15 Office for Disability Issues, New Zealand Disability Strategy 2016-2026., p.12.
16 United Nations Convention on the Rights of Persons with Disabilities, Article 1.

17 Index of supplementary information provided to the researcher under the OIA — Responses from Agencies:
1g MoH Response 3 main appendix.



‘...a physical, intellectual or sensory disability (or a combination of these) that is likely
to continue for a minimum of six months and result in a reduction of independent

function to the extent that ongoing support is required’.*®

Similarly, Statistics New Zealand’s definition focuses on reduced functionality, rather than

disablement by societal barriers. Here, disability is defined as,

‘...an impairment that has a long-term, limiting effect on a person’s ability to carry out
day-to-day activities. “Long-term” is defined as six months or longer. “Limiting effect”
means a restriction or lack of ability to perform. People [are] not considered to have a
disability if an assistive device (such as glasses or crutches) [eliminate] their

impairment’.*®

Other definitions used in the report

The following definitions are also used in this report. Colonisation is considered to include,

‘...a range of practices, predominantly historical: war, displacement, forced labour,
removal of children, relocation, ecological destruction, massacres, genocide, slavery,
(un)intentional spread of deadly diseases, banning of indigenous languages,
regulation of marriage, assimilation and eradication of social, cultural and spiritual

practices’.*

18 Ministry of Health, Disability Support Services: Frequently Asked Questions. (Wellington, 2015).
https://www.health.govt.nz/your-health/services-and-support/disability-services/more-information-disability-
support.

19 Statistics New Zealand, 2013 New Zealand Disability Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx., p.12.

20 Yin Paradies, “Colonisation, racism and indigenous health.” Journal of Population Research, 33 no.1 (2016):
83— 96. https://link-springer-com.wmezproxy.wnmeds.ac.nz/article/10.1007/s12546-016-9159-y., p.83.



Coloniality relates to the, ‘...continuity of colonial forms of domination after the end of colonial
administrations’.”* In which case it incorporates, ‘...an understanding of the ways in which
colonial mind-sets and conditions endure beyond what is recognised as the formal colonial
period’.?? Papaarangi Reid, Donna Cormack and Sarah-Jane Paine highlight that, such a
definition, “...allows us to acknowledge the contemporary effects of marginalisation on
Indigenous peoples as distinct from the historic process itself and thus understand coloniality

as an ongoing process rather than solely as an isolated historic event’.?®

In alignment with international scholars on racism and impacts on health and well-being,

racism is defined as,

‘...an organised social system in which the dominant racial group, based on an
ideology of inferiority, categorizes and ranks people into social groups called “races”
and uses its power to devalue, disempower, and differentially allocate valued societal

resources and opportunities to groups regarded as inferior’.%*

Reid, Cormack and Paine point out that racism,

‘...is so abhorrent and life-threatening that it is possible to lose sight of its real
purpose, which is to deliver and maintain unearned privilege for groups constructed
as superior within racial hierarchies. This privilege is so normalised that it is invisible
to those who benefit from it, so much so that even raising the possibility of unearned
white privilege in discussions about racism can result in beneficiaries of white

privilege exhibiting “white fragility”. This “fragility”, often expressed as hostility,

21 Ramon Grosfoguel, “Colonial difference, geopolitics of knowledge, and global coloniality in the
modern/colonial capitalist world-system.” Review (Fernand Braudel Center), 25 no. 3 (2002), p.203-224.
https://www.jstor.org/stable/40241548?seq=1#page_scan_tab_contents., p.205.

22 Paula King, Donna Cormack, and Mark Kopua, “Oranga Mokopuna: A tangata whenua rights-based approach
to health and wellbeing”. MAI Journal 7 no. 2 (2018).
http://www.journal.mai.ac.nz/sites/default/files/MAlrnl_7_2 King_FINAL.pdf, p.187.

23 Papaarangi Reid, Donna Cormack, and Sarah-Jane Paine, “Colonial histories, racism and health—The
experience of Maori and Indigenous peoples.” Public health (2019).
https://doi.org/10.1016/j.puhe.2019.03.027., p.2.

24 David R. Williams, Jourdyn A. Lawrence, and Brigette A. Davis, “Racism and health: Evidence and needed
research.” Annual review of public health. Vol. 40 (2019): 105-125. https://doi.org/10.1146/annurev-
publhealth-040218-043750., p.14.2.



defensiveness or other emotions, derails constructive conversations to identify and

name racism and privilege’.?>

They go on to highlight that colonisation and coloniality are,

‘...made possible by a racist ideology of supposed white supremacy and Indigenous
inferiority, and this ideology has been inscribed into colonial institutions, policies,
practices as well as into the values, norms and beliefs of people. It shaped who was
thought to be deserving and undeserving, and this ideology of racism continues to be
reproduced today. Understanding racism (and white privilege) as a global system that,
intertwined with colonisation, delivers resources and opportunities inequitably is
necessary to make sense of Indigenous health. Further, this understanding of racism
as being underpinned by racialised ideologies and supported by unequal power
structures is critical for developing appropriate and effective interventions to realise

health equity’.?®

Thus, the approach to racism in this report acknowledges its relationship to colonisation and
coloniality within Aotearoa/New Zealand. The belief systems and entrenched hierarchal power
structures which underlay and characterise the system of racism, in addition to the range of
discriminatory processes and practices which occur at multiple levels — societal, institutional,
and interpersonal, are therefore recognised in this report as inextricably linked to colonisation

and coloniality.?’

2 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples”, p.2.

26 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples”, pp.2-3.

27 Camara P Jones, “Invited commentary: “race,” racism, and the practice of epidemiology.” American journal
of epidemiology 154, no. 4 (2001): 299-304. https://doi.org/10.1093/aje/154.4.299; Steve Garner, Racisms: An
Introduction. Thousand Oaks, CA: Sage Publications; Teun A van Dijk, Elite Discourse and Racism. Newbury
Park, CA: Sage Publications, 1993; David R. Williams, Jourdyn A. Lawrence, and Brigette A. Davis, “Racism and
Health: Evidence and Needed Research.” Annual review of public health. Vol. 40: 105-125.
https://doi.org/10.1146/annurev-publhealth-040218-043750.,p.14.2; Naomi Priest, Yin Paradies, Brigid
Trenerry B, Mandy Truong, Saffron Karlsen and Yvonne Kelly, “A systematic review of studies examining the
relationship between reported racism and health and wellbeing for children and young people.” Social Science
and Medicine, 95 (2013): 115-127. https://doi.org/10.1016/j.socscimed.2012.11.031.
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This report uses the World Health Organization definition of equity which incorporates the

concepts of fairness, social justice, and human rights. Equity is thus considered to be,

‘...the absence of avoidable or remediable differences among groups of people,
whether those groups are defined socially, economically, demographically, or
geographically. Health inequities therefore involve more than inequality with respect
to health determinants, access to the resources needed to improve and maintain
health or health outcomes. They also entail a failure to avoid or overcome inequalities

that infringe on fairness and human rights norms’.”®

Conceptual models of disability

In order to provide context for the report, the following section presents an overview of
Western conceptual models of disability (predominantly originating from the United Kingdom
and the United States of America). These models have been conceptualised, theorised and
developed by disability scholars and activists to describe the prevailing ideologies that have
informed approaches of broader society toward people with lived experience of disability. They
have also been postulated by Maori scholars as reflective of the attitudinal, social, political,
cultural, and economic factors which have, historically and in contemporary times, defined
approaches by the Crown and broader society toward disability in Aotearoa/New Zealand,*
and, as a consequence, have impacted considerably on Maori with lived experience of
disability. Chronologically, the models show an evolution from those discriminatory,
paternalistic, individualised and deficit-based approaches where there is a, ‘...tendency to

“victim-blame” peoples...and shows superficial knowledge of the determinants of health and

28 World Health Organization Health systems: Equity. http://www.who.int/ healthsystems/topics/equity/en/
Accessed 1 February 2019.

29 Huhana Hickey, “The Unmet Legal, Social and Cultural Needs of Maori with Disabilities,” ((Unpublished
Doctoral thesis). University of Waikato, 2008); Nikora et al., Disabled Maori and Disability Support Options: A
report prepared for the Ministry of Health.
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health inequities’,* to that of a civil rights-based approach. The conceptual models are

described as follows:*!

1. The Tragedy/Charity Model
People with lived experience of disability are viewed as tragic, pitiable victims requiring charity

to survive. Because people are perceived in this way, “...it follows that they need care, are not

30 Papaarangi Reid, Sarah-Jane Paine, Elana Curtis, Rhys Jones, Anneka Anderson, Esther Willing, and Matire
Harwood, “Achieving health equity in Aotearoa: strengthening responsiveness to Maori in health research.”
The New Zealand Medical Journal 130, 1465 (2017): 96—103. https://www.nzma.org.nz/journal/read-the-
journal/all-issues/2010-2019/2017/vol-130-no-1465-10-november-2017/7414., p.100.

31 Maya Sabatello, “A Short History of the International Disability Rights Movement.” In Human Rights and
Disability Advocacy, eds. Maya Sabatello and Marianne Schulze, 13—24. Philadelphia: University of
Pennsylvania Press, 2014; Hickey, “The Unmet Legal, Social and Cultural Needs of Maori with Disabilities.”;
Nikora et al., Disabled Maori and Disability Support Options: A report prepared for the Ministry of Health;
Andrew Moore and Margaret Tennant, “Who Is Responsible for the Provision of Support Services for People
with Disabilities? A Discussion Paper.” National Advisory Committee on Health and Disability (Wellington:
1997); Peter Beatson, The Disability Revolution in New Zealand: A Social Model. Palmerston North: Massey
University, 2004; Jeffrey C Kirby, “Disability and justice: A pluralistic account.” Social theory and practice 30
no. 2 (2013): 229-246. https://www.jstor.org/stable/23559261; Jenny Morris, “Impairment and disability:
Constructing an ethics of care that promotes human rights.” Hypatia 16 no. 4 (2001): 1-16. https://doi-
org.wmezproxy.wnmeds.ac.nz/10.1111/j.1527-2001.2001.tb00750.x; Tanya Titchkosky, Disability, Self, and
Society. University of Toronto Press; Barbara M Altman, “Disability Definitions, Models, Classification Schemes,
and Applications,” in Handbook of Disability Studies, ed, Gary. L. Albredht, Katherine.D. Seelman, and Michael.
Bury, Thousand Oaks, CA: Sage Publications (2001), pp. 97-122; Dimitris Anastasiou and James M. Kauffman,
“The social model of disability: Dichotomy between impairment and disability” in The Journal of Medicine and
Philosophy: A Forum for Bioethics and Philosophy of Medicine, vol. 38, no. 4 (2003), pp.441-459. Oxford
University Press, 2013. https://doi-org.wmezproxy.wnmeds.ac.nz/10.1093/jmp/jht026 ; Lorella Terz, “The
social model of disability: A philosophical critique.” Journal of applied philosophy 21, no.2 (2004): 141-157.
https://onlinelibrary-wiley-com.wmezproxy.wnmeds.ac.nz/doi/pdf/10.1111/j.0264-3758.2004.00269.x; Tom
Shakespeare, “The social model of disability” in The Disability Studies Reader, ed. Lennard J Davis (4th ed.,
2013 pp. 214-221). New York, NY: Routledge; Carmelo Masala and Donatella Rita Petretto. 2008. “From
disablement to enablement: Conceptual models of disability in the 20th century”. Disability and Rehabilitation,
30:17, 1233-1244. https://doi org. wmezproxy. wnmeds.ac.nz /10.1080/ 09638280701602418; Stewart
Lawrence and Manzurul Alam, “Disability Support Services in a Liberalised Economy — a NZ Case Study.”
International Journal of Public Sector Management 13, no. 3 (2000): 186—-205.
https://doi.org/10.1108/09513550010345946; Mike Oliver, “The social model of disability: thirty years on”.
Disability & Society, 28 (2013):7, 1024-1026. https://www-tandfonline-com.wmezproxy. wnmeds.ac.nz
/doi/pdf/10.1080/09687599.2013.818773?needAccess=true; Deborah Marks, “Models of disability” Disability
and Rehabilitation, 19 (1997):3, 85-91. https://doi.org/10.3109/09638289709166831; Committee on
Assessing Rehabilitation Science and Engineering, Institute of Medicine. “Models of Disability and
Rehabilitation” in Enabling America: Assessing the Role of Rehabilitation Science and Engineering Models of
Disability and Rehabilitation, eds. Edward N Brandt and Andrew M Pope, pp.62—80. Washington: National
Academy Press, 1997; Disabled World. Definitions of The Models of Disability. https://www.disabled-
world.com/definitions/disability-models.php. Accessed 1 February 2019.
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capable of looking after themselves or managing their own affairs...From tragedy and pity

stems a culture of “care”’.*?

2. The Religious/Moral Model

Disability is perceived as the result of a punishment imposed upon a person and/or their family
by external forces. Because disability is viewed as the result of a transgression (by a person,
their family or their predecessors), people with lived experience of disability and their family
may be segregated or socially excluded from their own communities. On the contrary, disability

can also be perceived as a requisite ‘burden to be endured’ for spiritual restitution.

3. The Medical Model

Critiqued for being deficit-focused and ‘abnormalising’ people with lived experience of
disability, yet, at the same time, dictating the course of disability policy for years, the Medical
Model views disability as the result of person’s physical or mental limitations directly caused by

disease, injury or other health condition/s. The focus of the Medical Model is,

‘...on individual pathology and attempts to find ways of preventing, curing or (failing
these) caring for disabled people. Given that the focus is on the individual, a central
concern is to make an accurate diagnosis of their “condition”. Policy-makers tend to
rely on medical definitions of disablement in order to assess the prevalence of

disability and provide treatments, services and benefits’.*

The Medical Model disconnects people with lived experience of disability from any historical,
socioeconomic, political and geographic environmental contexts. In which case, solutions are

individual and deficit-focused, aimed at ‘finding a cure’, and approaches are paternalistic.

32 Nikora et al., Disabled Maori and Disability Support Options: A Report Prepared for the Ministry of Health,
p.6.

33 Deborah Marks, “Models of disability”. Disability and Rehabilitation, 19 no 3. (1997): 85-91.
https://doi.org/10.3109/09638289709166831., p.86.
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4. The Expert/Professional Model
An offshoot of the Medical Model, this model has informed responses to disability issues for

many years, whereby experts/professionals take on the,

‘...“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. This has tended to produce a system where an
authoritarian, over-active service provider can prescribe and act for a passive client,
resulting in a “fixer”/“fixee” power relationship that can limit choice, dignity and self-

determination”.**

The provider, therefore, is the paternalistic ‘fixer’ and people with lived experience of disability

positioned as the passive, acquiescent ‘fixee’.

‘Assessments based on medical models suggest that needs can be objectively
identified by professionals who are well placed to decide on specific needs for certain
resources...Medical diagnosis has provided a framework for arranging services around
the major categories of disabilities. Consequently, organizations and professional
groups, such as occupational therapists, psychiatrists, psychologists, doctors and
social workers were organised to provide intervention on the lives of people with
objectively diagnosed disabilities. Traditional professional boundaries provided

services in a fragmented way by creating artificial boundaries for services’.*®

34 Nikora et al., Disabled Maori and Disability Support Options: A report prepared for the Ministry of Health,
pp.5-6.

35 Stewart Lawrence and Manzurul Alam, “Disability support services in a liberalised economy — A NZ case
study,” International Journal of Public Sector Management 13, no. 3 (2000).
https://doi.org/10.1108/09513550010345946., pp.189-190.
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5. The Rehabilitation Model
Also an offshoot of the Medical Model, the Rehabilitation Model views disability as the result of
a person’s functional limitations, with rehabilitation as the process by which

experts/professionals/providers ‘restore’ and ‘enable’ people,

‘...physical, sensory, and mental capacities...in (and for) people with disabling
conditions—reversing what has been called the disabling process...This is achieved
not only through functional changes in the person...but also through changes in the

physical and social environments that surround them’.*®

6. The Economic Model

The Economic Model defines disability around whether or not a person with lived experience of
disability is able to participate in the labour force, and to what level. This model drives policy
that primarily focuses on the economic consequences of workforce (in)ability for the person,

the employer, and the state.

7. The Social Model

Disability is perceived to be the direct result of those attitudinal, institutional, societal and
environmental barriers which preclude people from fully participating in society. Disablement is
thus imposed on people by society. The Social Model defines disability as, ...the product of

specific social and economic structures’®” and primarily aims to deconstruct and counter the,

‘...individual model of disability with a perspective situated in the direct experience
and understanding of disability by disabled people themselves. It also aims to address

issues of marginalisation, oppression and discrimination while trying to denounce and

36 Committee on Assessing Rehabilitation Science and Engineering, Institute of Medicine, “Introduction,” in
Enabling America: Assessing the Role of Rehabilitation Science and Engineering Models of Disability and
Rehabilitation, eds. Edward N Brandt and Andrew M Pope (Washington: National Academy Press, 1997),
pp.24-25.

37 Lorella Terzi, “The social model of disability: A philosophical critique.” Journal of applied philosophy 21, no. 2
(2004): 141-157. https://onlinelibrary-wiley-com.wmezproxy.wnmeds.ac.nz/doi/pdf/10.1111/j.0264-
3758.2004.00269.x., p.141.

15



remove the disabling barriers produced by hegemonic social and cultural

institutions’.®

Disability is not viewed as an attribute of a person, but rather a result from society’s failure to
meet the aspirations and needs of people with lived experience of disability. Thus, it is the

collective responsibility of society to ensure that people with lived experience of disability are
able to fully participate in all areas of life through the removal of disabling barriers created by

society.

8. The Social Adapted Model

The Social Adapted Model is an adaptation of the Social Model which includes features of the
Medical Model. The model acknowledges the role of impairment (in terms of its potential
impacts on any interactions a person has within the environments they inhabit), but the
primary focus is still on the social, economic and environmental barriers that lead to

disablement.

9. The Customer/Empowering Model

The Customer/Empowering Model is the counterpart to the Expert/ Professional Model, where
the expert/professional provides services to the person with lived experience of disability and
their whanau, who, as the ‘customer, is the decision-maker regarding the services they view as
appropriate to meet their needs and aspirations. Examples of implementation of this model
involve situating financial resources with the customer who chooses the services they wish to

purchase.

10. The Rights-based Model

Drawing on the Social Model but situated within human rights-based frameworks that oppose
ableism, racism and sexism, disability is theorised as a socio-political construct. The model
focuses on inclusion and emphasises independence over dependence. This model is considered

the international best-practice model for disability.

38 Lorella Terzi, “The social model of disability: A philosophical critique”, p.143.
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All of the models described frame disability within an individual context. This contrasts with the
role that collectivism and the interdependence of Maori, play in health and well-being. There is
a need within a collectivist society such as Te Ao Maori, for models of disability to incorporate
indigenous, culturally based, and collectivist paradigms. However, although Maori models of

health and well-being have existed for decades,*

and could have been incorporated or
integrated into established disability models —indeed, Maori frameworks of disability and
identity have been theorised and developed by Maori scholars,*® — none appear to have been
applied by the Crown with regard to the use of appropriate approaches to health and well-

being of Maori with lived experience of disability.

39 Mason Durie, Whaiora: Maori Health Development. Oxford University Press 1998; Mason Durie, “An
Indigenous model of health promotion”, Health Promotion Journal of Australia, 15 no. 3 (2004), 181-185.
http://doi.org/ct83.; Manuka Henare, “Nga tikanga me nga ritenga o te ao M3ori: Standards and foundations
of Maori society,” in The April Report lll: Report of the Royal Commission on Social Policy, ed. |. K. M.
Richardson (Wellington, New Zealand, 1988), pp. 7—41; Rose Pere, A Celebration of Infinite Wisdom. (Wairoa,
New Zealand: Ao Ako Global Learning New Zealand, 1997).

40 Mihi M Ratima, Mason H Durie, GR Allan, PS Morrison, A Gillies, and John A Waldon, He Anga Whakamana:
A Framework for the Delivery of Disability Support Services for Maori. Te PGmanawa Hauora, Massey University
(Palmerston North, 1995).
http://www.moh.govt.nz/NoteBook/nbbooks.nsf/0/37D7A973746694CF4C2565D700185D8B?0opendocument;
Huhana Hickey, “The Unmet Legal, Social and Cultural Needs of Maori with Disabilities”; Huhana Hickey,
“Replacing medical and social models of disability by a communities-based model of equal access for people of
differing abilities: A Maori perspective,” He Puna Korero: Journal of Maori and Pacific Development 7 no. 1
(2006): 35-47. https://search.informit.com.au/documentSummary;dn=285940984141502;res=IELNZC.
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Disability statistics for Maori

‘The health of Maori, the Indigenous peoples of Aotearoa, New Zealand, like that of
almost all Indigenous peoples worldwide, is characterised by systematic inequities in
health outcomes, differential exposure to the determinants of health, inequitable
access to and through health and social systems, disproportionate marginalisation
and inadequate representation in the health workforce...While health commentators
acknowledge the unequal health outcomes of Indigenous people, and an increasing
number also link these inequities to Indigenous marginalisation resulting from historic
events, very few go further and expose the deep relationship between racism and
coloniality and how these continue to be the basic determinants of Indigenous health

today’. "

The relationship between colonisation and health inequities for Indigenous peoples is well

d,** as is the association

described both internationally,42 and in Aotearoa/New Zealan
between racism and health in Aotearoa/New Zealand.* The significant and pervasive health
inequities experienced by Maori compared with non-M3aori in Aotearoa/New Zealand arise

from inequitable access to the determinants of health and well-being, inequitable access to and

M Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples”, p.1.

* Karina Czyzewski, “Colonialism as a Broader Social Determinant of Health” The International Indigenous
Policy Journal, 2 no. 1 (2011).
https://ir.lib.uwo.ca/cgi/viewcontent.cgi?referer=https://www.google.co.nz/&httpsredir=1&article=1016&con
text=iipj; Yin Paradies, “Colonisation, racism and indigenous health” Journal of Population Research, 33 no. 1
(2016), 83-96.

a3 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples.”

4 Papaarangi Reid and Bridget Robson, “Understanding Health Inequities” in Hauora Maori Standards of
Health IV:A study of the years 2000-2005, eds. Bridget Robson and Ricci Harris (Wellington: Te Ropl Rangahau
Hauora A Eru Pomare, University of Otago, 2007), pp.3—-10.

s Ricci B Harris, James Stanley, and Donna M Cormack, “Racism and health in New Zealand: Prevalence over
time and associations between recent experience of racism and health and wellbeing measures using national
survey data,” PLOS ONE 2018; 13 (5): e0196476. https://doi.org/10.1371/journal.pone.0196476.

18



through health and disability care, and from the differential quality of care received.*®*’ At the

48,49 50,51

same time this (mal)distribution is the manifestation of colonisation, coloniality, and
racism,”” where the structural determinants of health and well-being continue to be
differentially distributed in Aotearoa/New Zealand by ethnicity, and in particular, by
indigeneity. >>>*

Thus, the inequities that impact on Maori with lived experience of disability presented in the
following sections, rather than viewed from a deficit and ‘victim-blaming’ lens, are instead
considered the symptomatology of the socio-political and economic environments that drive

poor health and well-being outcomes in Aotearoa/New Zealand.

a6 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples.”

47 Camara P Jones, “Systems of power, axes of inequity: parallels, intersections, braiding the strands,” Med
Care 2014 Oct; 52(10 Suppl 3): S71-5. https://oce-ovid-com.wmezproxy.wnmeds.ac.nz/article/00005650-
201410001-00012/HTML.

48 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples.”

49 Reid and Robson, “Understanding Health Inequities” in Hauora Maori Standards of Health IV:A study of the
years 2000-2005.

>0 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples.”

>1 Ramon Grosfoguel, “Decolonizing post-colonial studies and paradigms of political-economy:
Transmodernity, decolonial thinking, and global coloniality.”

52 . . . . .
Harris, Stanley, and Cormack, “Racism and health in New Zealand: Prevalence over time and associations
between recent experience of racism and health and wellbeing measures using national survey data.”

>3 Reid, Cormack, and Paine, “Colonial histories, racism and health—The experience of Maori and Indigenous
peoples.”

>4 Papaarangi Reid and Bridget Robson, “Understanding Health Inequities” in Hauora Maori Standards of
Health IV:A study of the years 2000-2005, pp.3—-10.
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Prevalence

According to Crown data submitted to the Tribunal,> there are 176,000 Maori with lived
experience of disability compared with 885,000 non-Maori in Aotearoa/New Zealand.
Additionally, the prevalence of disability is higher for Maori than non-Maori.”® The proportion
of Maori with lived experience of disability in 2013 was 23.9 per cent compared with 15.6 per
cent for non-Maori.>” For Maori males it was 25.7 per cent compared with 16 per cent for non-

Maori, and for Maori females it was 22.1 per cent compared with 15 per cent for non-Maori.*®

Maori have higher proportions of disability across all age groups. For Maori children aged 0-14
years, the proportion was 14.9 per cent compared with 9.2 per cent for non-Maori. For Maori
aged 15-24 years, the proportion was 20.9 per cent compared with 13.9 per cent for non-
Maori. For Maori aged 25-44 years, the proportion was 23.3 per cent compared with 14.7 per
cent for non-Maori. For Maori aged 45—-64 years, the proportion was 43.6 per cent compared
with 26.1 per cent for non-Maori, and for Maori aged 65 years and over, the proportion was

62.2 per cent compared 55.9 per cent for non-Maori.>

Maori were also more likely to experience disability 12 months after an injury than non-Maori
(21 per cent compared with 13 per cent). Predictors of disability for Maori who had been
injured were: two or more chronic conditions; trouble accessing healthcare services;
hospitalisation due to injury; and inadequate household income. Maori hospitalised for injury

were found to be 1.8 times more likely to experience disability 24 months post-injury

> The statistics presented are from the Crown brief which provides data from the 1996, 2001, 2006 and 2013
Statistics New Zealand Disability Surveys. There was minimal change in the content of the 1996, 2001 and 2006
surveys. However, the 2013 survey was redeveloped. In which case time series analysis across the 1996, 2001,
2006, and 2013 disability surveys is not possible. Refer to Wai 2575, #B19.

> Wai 2575, #3.2.89; Wai 2575, #B19.

> The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.

>8 The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.

>9 Ministry of Health, Tatau Kahukura: Mdaori Health Chart Book 2015 (3rd edition). Ministry of Health.
(Wellington: 2015). https://www.health.govt.nz/publication/tatau-kahukura-maori-health-chart-book-2015-
3rd-edition.
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compared with non-Maori. Forty per cent of Maori with lived experience of disability at 24

months post-injury had had trouble accessing healthcare services.®°

Impairment

For both Maori and non-Maori, more than 50 per cent of children, young people and young
adults (aged under 44 years) had a single impairment, but more than 60 per cent of adults who

were aged 45 years and over had multiple impairment.

In the 2013 New Zealand Disability Survey, 53 per cent (just over a half) of all people reported
living with limitations arising from multiple impairment. Forty-eight per cent of all children
(0-14 years) had multiple impairment. For adults, multiple impairment increases with age.
Forty-two per cent of all people aged 15—44 years reported multiple impairment, compared
with 63 per cent of older adults (65 years and over). Maori adults with lived experience of
disability were more likely to have multiple impairment compared with non-Maori adults across

all age groups.®

60 Georgia K McCarty, Emma H Wyeth, Helen Harcombe, Gabrielle Davie, and Sarah Derrett, “Maori Injury and
Disability Information Sheet”, (Ngai Tahu Maori Health Research Unit: Dunedin, New Zealand, 2018).
https://blogs.otago.ac.nz/ipru/files/2018/11/Maori-injury-and-disability-poster_FINAL.pdf.

61 Office for Disability Issues and Statistics New Zealand, Disability and Maori in New Zealand in 2006: Results
from the New Zealand Disability Survey. (Wellington: Statistics New Zealand, 2010).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/disability-and-maori.aspx, p.12.
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TYPES OF IMPAIRMENT

The top three types of impairment for Maori were: 1) mobility impairment (12 per cent),®* 2)

hearing impairment (8 per cent),®® and 3) agility impairment® or difficulty with learning, ® or

psychiatric/psychological impairment ®® (7 per cent each).®’

62 According to the definition used by Statistics New Zealand, adults with mobility impairment have difficulty
with or couldn’t do one or more of the following: walk about 350 metres without resting; walk up or down a
flight of stairs; carry an object as heavy as five kilograms over a distance; move from room to room within the
home; stand for period of 20 minutes; bend down without support; and get in and out of bed independently.
Children with mobility impairment have difficulty with or cannot do one or more of the following: stand
without assistive devices such as braces or crutches; walk on a flat footpath; move from room to room within
the home; and bend down without support. Refer to Statistics New Zealand, 2013 New Zealand Disability
Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

63 According to the definition used by Statistics New Zealand, adults with hearing impairments cannot hear, or
have difficulty hearing, what is said in a conversation with one other person and/or what is said in a group
conversation with three or more people, even when using an assistive hearing device such as a hearing aid.
Children with hearing impairments cannot hear or have difficulty hearing, even when using assistive hearing
devices such as a hearing aid, grommets, or a cochlear implant. Refer to Statistics New Zealand, 2013 New
Zealand Disability Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

64 According to the definition used by Statistics New Zealand, adults with an agility impairment have difficulty
with or cannot do one or more of the following: dress and undress independently; cut their own toe- or
fingernails; use fingers to grasp or handle things like scissors or pliers; use arms to reach in any direction; and
cut their own food. Children with an agility impairment have difficulty with or cannot do one or more of the
following: use hands to grasp an object such as a spoon or a pencil/crayon (2—14 years old), and raise arms to
take off a t-shirt (5—14 years old). Refer to Statistics New Zealand, 2013 New Zealand Disability Survey,
Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

65 According to the definition used by Statistics New Zealand, a learning impairment is a long-term condition
or health problem that makes it hard in general for someone to learn. This question was only asked of/about
respondents aged five years and older. Refer to Statistics New Zealand, 2013 New Zealand Disability Survey,
Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

66 According to the definition used by Statistics New Zealand, adults with psychological/psychiatric impairment
have a long-term emotional, psychological, or psychiatric condition that causes: difficulty with everyday
activities, or difficulty communicating, mixing with others, or socialising. Children with psychological/
psychiatric impairment have one or more of the following: occasional emotional, nervous, or behavioural
problems that limit the type or amount of activity a child can do a long-term psychological or mental health
condition that causes difficulty with everyday activities. Refer to Statistics New Zealand, 2013 New Zealand
Disability Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

67 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey, Statistics New Zealand
(Wellington: 2015). http://archive.stats.govt.nz/browse_for_stats/health/disabilities/He-haua-maori-findings-
from-2013-disability-survey.aspx.
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Four impairment types were significantly more likely to be experienced by Maori than non-
Maori. These were: 1) difficulty with learning, 2) psychological/psychiatric impairment, 3)
difficulty with speaking,®® and 4) intellectual disability.*® Maori compared with non-Maori also

had a slightly higher proportion of vision impairment’® compared with non-Maori.”*

The prevalence of physical and sensory impairments’? increases as people get older whilst the
prevalence of intellectual, psychiatric/psychological, speaking, and learning impairments shows
relatively less variation by age. For Maori aged 65 and over, 52 per cent had mobility

impairment, 32 per cent had hearing impairment, and 31 per cent had agility impairment.”

CAUSES OF IMPAIRMENT

The most common causes of impairment for Maori with lived experience of disability was
disease or illness (40 per cent), then accident or injury (28 per cent), followed by conditions

existing since birth (24 per cent), and ageing (18 per cent).”* For children, 51 per cent of

68 According to the definition used by Statistics New Zealand, people with a speaking impairment have
difficulty speaking or being understood (aged two years and older). Refer to Statistics New Zealand, 2013 New
Zealand Disability Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

69 According to the definition used by Statistics New Zealand, adults with an intellectual disability need
support or help from people or organisations, have been to a special school, or receive special education
because of an intellectual disability. For children, the parent or caregiver was asked whether a child (5-14
years old) has ‘a recognised intellectual disability’. Refer to Statistics New Zealand, 2013 New Zealand
Disability Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

0 According to the definition used by Statistics New Zealand, adults with vision impairment have difficulty
seeing, or cannot see, ordinary newsprint, and/or the face of someone from across a room, even when
wearing corrective lenses. Children with vision impairment cannot see, or have difficulty seeing, even when
wearing glasses or contact lenses. Refer to Statistics New Zealand, 2013 New Zealand Disability Survey,
Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

& Statistics New Zealand, 2013 New Zealand Disability Survey, Statistics New Zealand (Wellington, 2014).
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

72 According to the definition used by Statistics New Zealand, physical impairment includes mobility and/or
agility impairments. Sensory impairment includes a hearing and/or vision impairment. Refer to Statistics New
Zealand, 2013 New Zealand Disability Survey, Statistics New Zealand (Wellington, 2014),
http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey HOTP2013.aspx.

3 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey.

" Individuals may have more than one impairment; thus the causes add up to more than 100 percent. Refer to
Statistics New Zealand, He Hauda Maori: Findings from the 2013 Disability Survey.
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impairment was caused by conditions that existed at birth. However, this became less common
with age, with disease and illness becoming more common as a cause of impairment. For
example, among Maori aged 65 and over, 63 per cent of impairment was caused by disease or
illness, and 46 per cent was due to ageing for Maori aged 65 years and over. Maori females
were more likely than males to have impairment caused by disease or illness, or ageing, whilst

Maori males were more likely to have impairment since birth, or caused by accident or injury.”

Socioeconomic indicators

The Ministry of Health reports in Tatau Kahukura Maori Health Chartbook 2015, that Maori

experience less privilege than non-Maori across all socioeconomic indicators examined.

‘Maori adults had lower rates of school completion and much higher rates of
unemployment. More Maori adults had personal income less than $10,000, and more
Maori adults received income support. Maori were more likely to live in households
without any telecommunications (including internet access) and without motor
vehicle access. More Maori lived in rented accommodation and lived in crowded

households’.”®

Within the Maori population, however, there are inequities apparent for Maori with lived
experience of disability compared with Maori. These are an expression of the impacts that
further occur for Maori with lived experience of disability secondary to colonisation, coloniality,
racism and further discrimination and marginalisation from the intersection of indigeneity with

disability.

LABOUR FORCE PARTICIPATION

Within the Maori population, Maori with lived experience of disability are less likely to be in the
labour force (53 per cent compared with 76 per cent), while those who are in the labour force

have higher rates of unemployment (17 per cent compared with 11 per cent). Overall, this

& Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey.

76 Ministry of Health, Tatau Kahukura: Mdaori Health Chart Book 2015, p.13.
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means the proportion of employed working age people within the Maori population is much

lower for Maori with lived experience of disability (44 per cent compared with 68 per cent).

INCOME

Maori with lived experience of disability were more likely to have lower incomes than Maori
without lived experience of disability. In 2013, 68 per cent of had incomes of $30,000 or less,
while 14 per cent had incomes over $50,000. Maori adults with lived experience of disability
were more likely to report they did not have enough money for everyday needs such as
accommodation, food, clothing and other necessities compared with Maori without lived

experience of disability (25 per cent compared with eight per cent).”’

HOUSING TENURE

In 2013, four in 10 Maori with lived experience of disability lived in homes owned by the
occupants or held in a family trust. However, four in 10 Maori with lived experience of disability
were also more likely to report problems with the houses they lived in, including coldness. A
third reported they lived in damp houses. Twelve per cent reported that their house was not

large enough, and 16 per cent reported other problems with their houses.”®

HIGHEST EDUCATION QUALIFICATION

Within the Maori population, 41 per cent of Maori with lived experience of disability had no
formal educational qualifications compared with 24 per cent of Maori without lived experience
of disability. Seven per cent of Maori with lived experience of disability were less likely to have

degrees (seven per cent compared with 15 per cent).”?

77 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey, p.14.
8 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey.

7 Statistics New Zealand, He Haua Madori: Findings from the 2013 Disability Survey.
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Experience of crime

Sixteen per cent of Maori adults with lived experience of disability reported they had been
victims of crime in the previous 12 months, and were more likely to have been victims of
violent crime than Maori adults without lived experience of disability (eight per cent compared
with three per cent). For Maori with lived experience of disability, there were no significant

differences in age and sex regarding the proportions of those who had experienced crime.®

Experience of discrimination

The Tatau Kahukura Maori Health Chartbook 2015 reports prevalence of self-reported
experience of racial discrimination ‘ever’ in a person’s lifetime for Maori. In the report, ‘racial
discrimination’ refers to any experience of ethnically motivated personal attack (physical or
verbal) or unfair treatment on the basis of ethnicity in any of three situations: healthcare,
housing or work.2! The report states that, overall, ‘Maori adults were almost twice as likely as
non-Maori adults to have experienced any type of racial discrimination’ (27.5 per cent

compared with 14.7 per cent).??

The New Zealand Disability Survey 2013 reports the experience of discrimination in the past 12
months but not specifically self-reported racism. The experience of discrimination in the past
12 months was more common among Maori with lived experience of disability than Maori.
Twenty-three per cent of Maori adults with lived experience of disability reported having
experienced discrimination in the past 12 months, compared with 13 per cent of Maori without
lived experience of disability. Thirteen per cent also reported having experienced
discrimination more than three times during the previous 12 months, compared with six per

cent of Maori without lived experience of disability.®®

8 Statistics New Zealand, He Hauéa Maori: Findings from the 2013 Disability Survey.
81 Ministry of Health, Tatau Kahukura: Mdaori Health Chart Book 2015.
82 Ministry of Health, Tatau Kahukura: Mdori Health Chart Book 2015, p.14.

8 Statistics New Zealand, He Haua Madori: Findings from the 2013 Disability Survey.
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Feelings of loneliness

Feelings of loneliness were more common among Maori with lived experience of disability.
Four in 10 Maori with lived experience of disability reported feeling lonely at least occasionally
in the past four weeks, compared with three in 10 of Maori without lived experience of
disability. Feeling lonely often was more common among Maori with lived experience of

disability (eight per cent compared with two per cent).®*

Overall life satisfaction

On a scale of zero to 10, where zero is the lowest and 10 is the highest level of satisfaction, 48
per cent of Maori adults with lived experience of disability rated their life satisfaction as eight
or higher, whilst nine per cent rated their life satisfaction as below five. However, Maori with

lived experience of disability were less likely to report high levels of satisfaction.®

Self-assessed health status

Maori with lived experience of disability were much less likely to report ‘very good’ or
‘excellent’ (self-rated) health. Within the Maori population, 11 per cent of Maori with lived
experience of disability reported their health as excellent (compared with 35 per cent), and 24
per cent reported their health as very good (compared with 37 per cent). AlImost a third of
Maori with lived experience of disability self-rated their health as ‘fair’ or ‘poor’, compared

with six per cent of Maori without lived experience of disability.®

Unmet need

Despite having higher prevalence of disability and higher proportions of disability across all age
groups, Maori with lived experience of disability compared with non-Maori have higher

proportions of unmet need for access to health professionals, and special equipment. Maori

84 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey.
8 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey.

86 Statistics New Zealand, He Haua Maori: Findings from the 2013 Disability Survey.
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with lived experience of disability also appear to have disproportionate access to disability

support services according to need.

ACCESS TO A HEALTH PROFESSIONAL

It is estimated that 36,000 Maori and 96,000 non-Maori with lived experience of disability have
unmet need with regard to accessing a health professional. Maori however, have a higher
proportion of unmet need than non-Maori (21.9 per cent compared with 15.5 per cent).?’
Maori males have a higher proportion of unmet need than non-Maori males (17.8 per cent
compared with 13.5 per cent), and Maori females have a higher proportion of unmet need

than non-Maori females (25.5 per cent compared with 16.8 per cent).

For Maori, unmet need with regard to accessing a health professional was highest for those
aged 25 to 44 years (31.0 per cent), and lowest for those aged 65 years and older (4.2 per
cent). Similarly for non-Maori, unmet need was highest for those aged 25 to 44 years (21.1 per

cent), and lowest for those aged 65 years and older (4.3 per cent).®

SPECIAL EQUIPMENT

On estimate, 33,000 Maori and 128,000 non-Maori with lived experience of disability have
unmet need for special equipment.’® Maori have a higher proportion of unmet need for special

equipment than non-Maori (16.1 per cent compared with 12.2 per cent).”*

Maori males have a higher proportion of unmet need than non-Maori males (16.3 per cent

compared with 12.4 per cent), and Maori females have a higher proportion of unmet need

87 The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.

88 The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.

8 \Wai 2575, #B19.
90 \wai 2575, #B19.

a1 The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.
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than non-Maori females (18.1 per cent compared with 11.3 per cent).”® For Maori, unmet need
for special equipment was highest for those aged 65 years and older (29.2 per cent), and
lowest for those aged 15 to 24 years (12.5 per cent). Similarly, for non-Maori, unmet need was
highest for those aged 65 years and older (17.1 per cent), and lowest for those aged 15 to 24

years (seven per cent).”®

DISABILITY SUPPORT SERVICES

The Ministry of Health report, Demographic Report on Clients Allocated the Ministry of Health’s
Disability Support Services: As at September 2016, shows that 17.5 per cent of Maori with lived
experience of disability compared with 78.5 per cent of non-Maori made up the client base for
disability support services (DSS) in 2016.%* The proportion for Maori with lived experience of
disability had increased from 16.5 per cent in 2013. For both Maori and non-Maori, carer
support was the most widely used Ministry of Health-funded DSS, followed by home and

community supports as the second most commonly used.®

The report observes that, ‘Maori are somewhat over-represented in the [Disability Support
Services] Client group. This may be because the age-adjusted disability rate among Maori is
higher than for the total population’.”® However, as the 2013 New Zealand Disability Survey®’

shows that the proportion of Maori with lived experience of disability is 23.9 per cent,?® it is

2 The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.

%3 Wai 2575, #B19.
i This excludes the category of ‘unknown ethnicity’ which comprised four percent of the total.

» Ministry of Health, Demographic Report on Clients Allocated the Ministry of Health’s Disability Support
Services: As at September 2016. Ministry of Health (Wellington, 2017).
https://www.health.govt.nz/publication/demographic-report-clients-allocated-ministry-healths-disability-
support-services-september-2016.

% Ministry of Health, Demographic Report on Clients Allocated the Ministry of Health’s Disability Support
Services: As at September 2016, p.6.

7 The statistics presented are from the Crown brief which provides data from the 1996, 2001, 2006 and 2013
Statistics New Zealand Disability Surveys. There was minimal change in the content of the 1996, 2001 and 2006
surveys. However, the 2013 survey was redeveloped. In which case time series analysis across the 1996, 2001,
2006, and 2013 disability surveys is not possible. Refer to Wai 2575, #B19.

% The proportions have been age-standardised to the 2001 Census Maori population. Refer to Wai 2575,
#B19.
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just as likely that Maori are under-represented in the DSS client group, as their access to DSS
(17.5 per cent) is disproportionate to need according to the higher prevalence of disability for

Maori.

BARRIERS TO HEALTH AND DISABILITY SERVICES

Research into Maori experiences of health and disability services provides further context for
why Maori with lived experience of disability have higher proportions of unmet need, despite
having higher prevalence of disability. Peter Jansen, Kira Bacal and Sue Crengle report a
number of barriers to healthcare for Maori but highlight such barriers are greatest for Maori

with lived experience of disability. For example,

‘Organisational barriers included: the distance to travel for care, the availability of
appointments at suitable times, waiting times, the (lack of) choice of provider,
inflexibility of healthcare systems, and poor experiences (e.g., lack of response to

complaints, lengthy resolution times).

Cost barriers included: direct costs (e.g., consultation costs, prescription charges), and
indirect costs (e.g., loss of wages due to time off work while obtaining care, expenses
relating to travel or childcare). Participants also questioned whether a general

practitioner visit was “value for money”’. %

Nikora et al., also report that,

‘...the majority of disability support services, particularly specialist services are
concentrated in major urban centres like Hamilton, Tauranga, and Rotorua. People in
major urban centres are also more likely than those in minor urban centres like
Gisborne, Whakatane, and Opotiki and rural communities like Murupara, Tirau,

Ruatoki, Whatawhata, and Waimana to have a diversity of disability support services

9 Peter Jansen, Kira Bacal, and Sue Crengle, He Ritenga Whakaaro: Maori Experiences of Health Services.
(Auckland: Mauri Ora Associates, 2008).
http://www.moh.govt.nz/NoteBook/nbbooks.nsf/0/2A6CAF401ABBEFB9CC2575F4000B6D0C/Sfile/He-
Ritenga-Whakaaro.pdf., p.9.
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available to them, particularly community based services focused on specific
disabilities like stroke, blindness, deafness, epilepsy, and on specific types of service
delivery [for example,] Kaupapa Maori. However, in rural areas, tasks like visiting a
medical practitioner, having blood tests completed, or accessing day care facilities, or

specialists are complicated by the need for and expense of transport’.*®

Leigh Hale et al., found that access to funding for transport for Maori with lived experience of
disability is ...problematic, especially in the rural areas’.*”* They also highlight the issue of
funding for the, ‘...many rurally located services surveyed [which] prevented services from
being offered optimally...inadequate timing and availability of services and appointment

systems was a common theme...”.**?

Adelaide Collins and Greg Wilson report that, for Maori with lived experience of disability,

‘...the availability of free or subsidised transport to hospitals is sporadic, especially in
rural areas. The majority of disabled Maori use their own vehicles and do not access
public transport subsidies. There is no nationwide data on availability of transport
enabling access to healthcare. The cost of transport is a key issue for Maori with a

disability or chronic conditions’. %

They also highlight that these “...costs tend to be borne by whanau caregivers. While subsidies

and grants are available to Maori with disabilities to buy vehicles, there is no support for

100 Nikora et al., Disabled Maori and Disability Support Options: A report prepared for the Ministry of Health,
p.14.

101 The Centre for Health, Activity, and Rehabilitation Research. Haua Mana Maori: Living Unique and Enriched
Lives - a Report for the Health Research Council and the Ministry of Health. (Dunedin: University of Otago,
2014). https://www.otago.ac.nz/physio/otago066906.pdf., p.77.

102 Leigh Hale, Katrina Potiki Bryant, Aimee L Ward, Amy Falloon, Aroha Montgomery, Brigit Mirfin-Veitch,
Kelly Tikao, and Stephan Milosavljevic, "Organisational Views on Health Care Access for Haua (Disabled) Maori
in Murihiku (Southland), Aotearoa New Zealand: A Mixed Methods Approach ". New Zealand Journal of
Physiotherapy 46, no. 2 (2018): 51-66., p.63.

103 Adelaide Collins and Greg Wilson, Maori and Informal Caregiving: A Background Paper Prepared for the
National Health Committee. Ministry of Health (Wellington: 2008).
http://www.moh.govt.nz/notebook/nbbooks.nsf/0/933A5FFFCE411AFECC2579A5006B42E3/Sfile/maori-
informal-caregiving-apr08.pdf., p.34.
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ongoing transport costs for whanau using the vehicle for the benefit of a disabled whanau

member’.}%*

Andrea Corbett’s research describes the challenges for whanau carers of Maori with lived

experience of disability living in rural areas. For example, living,

‘...42 kilometres from the main hospital and rehabilitation service where the main
outpatient day clinic services were provided [meant that, although there] was a small
limited functioning outpatient rehabilitation clinic service offering primarily
physiotherapy available in their country town and a small service further
south...unless one has their own motor vehicle that access is denied them. This raises
not only the issue of transport but also the issue of the lack of domiciliary
rehabilitation physical service and supervision in the whanau member's own

homer 105

Research by Nancy Higgins et al., examining access to paediatric ophthalmology services for

Kapo Maori found that,

‘For some whanau, who do not live in, or near, the main centers, access to full
specialist care was limited. In these instances, whanau may have had to travel to a
base hospital. This may be costly and disruptive for whanau especially those with

other young children or babies.

A few whanau, who participated in this study, lived just outside the cut off distance

for eligibility for a travel allowance, while others, who were eligible, did not apply for

104 Collins and Wilson, Maori and Informal Caregiving: A Background Paper Prepared for the National Health
Committee, p.34.

105 Andrea M Corbett, "The Experience of Whanau Caring for Members Disabled from the Effects of Stroke."
(Unpublished Masters thesis). Massey University, 2003., p.108.
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it because of the bureaucratic process to access it and the delays in being

reimbursed’. 1%

A stocktake and needs analysis of low vision services in Aotearoa/New Zealand also reports

that,

‘Based on the number of and location of low vision clinics and private optometrists
providing low vision consultations identified in the stocktake, when compared to the
prevalence of people who currently and in the future will experience low vision, there
is a significant unmet need and services are inadequate...People in need of low vision
services who identify as Maori...and/or who live in provincial and rural areas are not
receiving adequate services currently. Low vision services in New Zealand are

therefore inequitable and inadequate to meet the needs of people with low vision’.*?’

Higgins et al., highlight however, that even when Kapo Maori lived in cities where services were

available, they didn’t always find them easily accessible,

‘...because of the cost and availability of transport. When talking about the cost of
access to services, one parent reflected on the inequalities in the health system,
which arose out of the cost of receiving services, because those who “had money”

seemed to easily receive more attention’.**®

106 Nancy Higgins, Hazel Phillips, Karen Stobbs, Graham Wilson, and Hannah Pascoe, Summary of the Findings -
Growing up Kapé Maori: Accessing Paediatric Ophthalmology Services. (Hastings: Ngati Kapo O Aotearoa Inc.,
2012)., p.12.

107 Litmus Limited, Stocktake and Needs Analysis of Low Vision Services in New Zealand. (Wellington: Litmus
Limited, 2015). https://www.health.govt.nz/publication/stocktake-and-needs-analysis-low-vision-services-
new-zealand., p.6.

108 Higgins et al., Summary of the Findings - Growing up Kapé Maori: Accessing Paediatric Ophthalmology
Services, p.12.
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Summary

Historically, perceptions and treatment of Maori with lived experience of disability were based
on valuing their abilities and strengths they possessed. In Te Ao Tawhito, Maori concepts of

disability were diverse, and continue to be so in contemporary times.

The Crown definitions of disability across policy, implementation and monitoring are not
consistent. For example, the New Zealand Disability Strategy emphasises that it is not the
person with impairment(s) that has a disability, rather it is society that is disabling of the
person. However, definitions of disability used by the Ministry of Health and Statistics New
Zealand are based primarily upon reduced functionality of an individual, secondary to their

impairment(s).

Western conceptual models of disability demonstrate an evolution from deficit-based to civil-
rights based approaches. The Rights-based Model is considered the international best-practice
model for disability. However, Western models are individualistic, and do not incorporate
interdependence and collectivism of Maori within Te Ao Maori. Although, Maori frameworks of
disability and identity have been theorised and developed by Maori scholars over the decades,

none appear to have been recognised and/or incorporated by the Crown.

There are 176, 000 Maori with lived experience of disability in Aotearoa/New Zealand (23 per
cent Maori compared with 15.6 per cent for non-Maori). Maori have a higher prevalence of
disability, as well as a higher proportion of disability across all age groups compared with non-
Maori. Compared with non-Maori, Maori experience less privilege across almost all
socioeconomic indicators. Within the Maori population however, the intersection of
indigeneity and disability is demonstrated by the significant inequities for Maori with lived
experience of disability compared to Maori without lived experience of disability, that occur

across a number of socioeconomic indicators.
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Despite a higher prevalence of disability, Maori have higher proportions of unmet need for
access to health professionals and special equipment compared with non-Maori, and are likely
to have disproportionate access to disability support services. There are number of barriers to
healthcare for Maori, for example, organisational and appointment/transport costs. However,
such barriers are reported as greatest for Maori with lived experience of disability, and

particularly so for those who live in rural areas.

Significant inequities exist for Maori with lived experience of disability compared with non-
Maori in health outcomes —in terms of exposure to the determinants of health and well-being,
access to health and disability services, and the quality of health and disability care received.
There is clear evidence of multiple systemic and structural barriers affecting these health
outcomes for Maori with lived experience of disability, secondary to racism, colonisation, and

coloniality.
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Chapter I — Theoretical approach and research

methods

Introduction

This chapter outlines the theoretical approach, purpose of this research, research objectives,
and the methods used. Underpinned by kaupapa Maori theory, this research utilises a mixed-
methods approach (quantitative and qualitative) of data collection and analyses. Methods
include an environmental scan, strategic literature review, and a data review (quantitative and
thematic analysis) of information provided by a selection of Crown organisations under the
Official Information Act 1982. Ultimately this research is intended to contribute positively to
the health and well-being of Maori with lived experience of disability, their whanau, and

communities.

Theoretical approach

The underlying epistemological perspective informing the approach to systematic inquiry for
this research is that of kaupapa Maori theory. Leonie Pihama describes kaupapa Maori theory
as, ‘...a theory that is underpinned by Maori philosophies of the world, that has Maori
foundations, that has Maori understandings. It is a theory that is about working for our

people’.*%

109 Leonie Pihama, “Keynote: A conversation about kaupapa Maori theory and research” (paper presented at
the Kei Tua o Te Pae hui proceedings: The challenges of kaupapa Maori research in the 21st century,
Wellington, New Zealand, 2011)., p.39.
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In the context of research, Elana Curtis articulates kaupapa Maori theory as challenging to the
‘...privileging of non-Maori ways of knowing (that often lead to Maori being held accountable

for our current health...positioning)’.*'% Instead, Maori ...ways of knowing, derived from both

traditional and contemporary experiences [are] taken as valid and legitimate’.*** Inherent in
this approach is the requirement to recognise, acknowledge and critique the “...historical,
social, cultural, economic, and political relations of inequality, privilege, and colonialism

and...how these relations are produced and reproduced’.!*? Critically, Maori scholars highlight

that,

‘Kaupapa Maori is for all Maori not for select groups or individuals. Kaupapa Maori is
not owned by any grouping nor can it be defined in such ways that deny Maori people
access to its articulation. What this means is that Kaupapa Maori must of necessity be
diverse and recognise the diversity within our people; women, men, tamariki, kuia,
koroua, rangatahi, whanau, hapa, iwi, urban Maori, these are some examples of the
diversity within our people and therefore Kaupapa Maori needs to be accessible and
available to all. It must also ensure analysis that is able to take into account, both in

principles and practice, the diversity of Maori communities’.**?

Additionally, Ani Mikaere aptly points out, “...if one of the driving imperatives of Kaupapa Maori
research is the empowerment of Maori people then, as a bare minimum, its findings should be

accessible — which means that they should be readily understood’.***

110 Elana Curtis, “Indigenous Positioning in Health Research: The importance of Kaupapa Maori theory-
informed practice,” Alternative 12, no. 4 (2016), https://doi.org/10.20507/AlterNative.2016.12.4.5., p.398.

111 Curtis, “Indigenous Positioning in Health Research: The importance of Kaupapa Maori theory-informed
practice.”, p.398.

112 Graham Hingangaroa Smith and Linda Tuhiwai Smith, “Doing Indigenous Work: Decolonizing and
Transforming the Academy,” in Handbook of Indigenous Education, ed. Elizabeth Ann McKinley and Linda
Tuhiwai Smith (Singapore: Springer, 2018)., p.22.

113 University of Auckland International Research Institute for Maori and Indigenous Education, with Te Ropl
Rangahau Hauora a Eru Pomare, Wellington School of Medicine, University of Otago, Mdori Research
Development - Kaupapa Maori Principles and Practices: A Literature Review, Te Puni Kokiri (Wellington, 2000),
http://www.rangahau.co.nz/assets/SmithL/Maori_research.pdf., p.14.

114 Ani Mikaere, “From kaupapa Maori research to re-searching kaupapa Maori: Making our contribution to
Maori survival” (paper presented at the Kei Tua o Te Pae hui proceedings: The challenges of kaupapa Maori
research in the 21st century, Wellington, New Zealand, 2011)., p.30.
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Curtis describes a number of key principles and considerations underpinning effective kaupapa
Maori research. That is, effective kaupapa Maori research is ***: transformative; beneficial to
Maori; under Maori control; informed by matauranga Maori; aligned with a ‘structural
determinants’ approach to critique issues of power, privilege and racism and promote social
justice; non-victim-blaming and rejecting of cultural-deficit theories; emancipatory and
supportive of decolonisation; accepting of diverse Maori realities and rejecting of cultural
essentialism; an exemplar of excellence; and free to dream, whereby, ‘Kaupapa Maori and
matauranga Maori should retain the right to develop unrestrained by conventional limitations

and restrictions — it must always have a future’.**°

If effective kaupapa Maori research is to be transformative, determining what transformation
looks like, and how to get there, can be challenging. Pihama points out there are ‘...different
ways in which transformation is an outcome of something. But a transformative approach to

theory and research goes all the way through the process’.**” Two foundational publications in

kaupapa Maori research convey kaupapa Maori as both theory and transformative practice.**®
The authors of these texts, Graham Hingangaroa Smith and Linda Tuhiwai Smith, reiterate the
necessity to ‘...move beyond the reproduction of the status quo and develop meaningful
transformative outcomes’,**® and describe a framework supporting critical, continual self-
reflexive practice in the evaluation of effective transformative practice for Indigenous peoples.
The five components of this framework include: positionality; criticality; structuralist and

culturalist considerations; praxicality; and transformability.**

115 Curtis, “Indigenous Positioning in Health Research: The importance of Kaupapa Maori theory-informed
practice.”

116 Curtis, “Indigenous Positioning in Health Research: The importance of Kaupapa Maori theory-informed
practice