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1    Collins et al (2009) have identified specific topics that research might address.

Developing the Research Agenda
The Ministry of Health, in conjunction with the Health Research Council of New Zealand, funded a project ‘to 
develop a research agenda on Māori health from the perspective of whānau living with disability’ (Collins et al 
2009). The Disability Research Agenda presented here is based on the findings of the research conducted by the 
Māori Development Research Centre, in association with the Donald Beasley Institute and the Aotearoa Māori 
Whānau Carers Network.

The Māori Research Agenda was informed by 304 participants comprising Māori living with disability, unpaid 
whānau carers, kaumatua and others,  at 11 regional wananga and 13 hui (Collins et al 2009). The following key 
areas of concern identified have been included as principles of the Research Agenda and they are: looking beyond 
impairment to quality of life; respecting the integrity of participants’ identity; the centrality of whānau; the need 
to take an holistic approach to disability; and enabling the voice of Māori with a disability and their whānau to be 
heard.

A key concern of whānau living with disability was that research should enable the voices of Māori living with a 
disability and their whānau to be heard. Their four key priorities were that research about Māori and disability 
should: look beyond impairment to quality of life; respect participants’ identity integrity; acknowledge the 
centrality of whānau; and take a holistic perspective with respect to disability. These have been included as 
principles in this Research Agenda.

This Research Agenda acknowledges that there is growing expectation that research on disability will be conducted 
for, with and by disabled people. Further, the Agenda also grows out of a concern that disability is often absent 
in health research; Māori are often absent in disability research; and Māori disability is often absent in Māori 
health research. Collins et al (2009) described this as reducing the ‘double whammy’ effect brought about by ‘the 
marginalisation of disability issues in the health sector and the marginalisation of Māori in the disability sector’. 
Supporting and increasing research that is led by Māori living with a disability will expand knowledge that, in 
turn, will mean more informed decision-making at both health and disability and community sector levels. Better 
information will also give whānau, hapū, iwi and Māori communities a greater role in decision-making. Collins et al 
(2009) also stressed feedback from whānau involved in their research that researchers and research should ‘speak’ 
to whānau realities and allow ‘whānau with disability to give informed advice’.

‘Whanau saw research as a form of troubleshooting, that is, research provided a foundation from 
which to make informed decisions about future directions in Māori health while simultaneously 

raising awareness of relevant issues. They also felt that action had to follow the research if it was to 
be useful’ (Collins et al 2009).

Research Topics
Specific research topics might include:1

• the impact of disability on Māori and their whānau, including:

– the whakapapa or history of whānau experiences of living with disability

– the implications for Māori of identifying, or choosing not to identify, as disabled

– the intersection of ethnicity and disability for Māori and their whānau, including Māori perceptions  
of ‘disability’

– the role of traditional healing 

– the changing needs of Māori with a disability across the life span 

– the support needs of Māori with different kinds of disabilities

– the roles and experiences of whānau carers
Continued on next page



Māori Disability Research Agenda
Objectives 1.  Quality evidence

Building the evidence-base 
through the production of quality 
research and evaluation.

2.  Capability development

Participation of Māori with disability 
and their whānau in research.

3.  Knowledge transfer

To facilitate the contribution of 
evidence to improved outcomes 
for Māori with a disability and 
their whānau.

Actions Research priorities informed by 
Māori with a disability and their 
whānau.

Support research and evaluation 
that reflects the research 
priorities of Māori with a 
disability and their whānau.

Develop research and 
evaluation methodology that 
are appropriate for Māori with a 
disability and their whānau,  
eg, kaupapa Māori.

Improve the collection of 
disability information in national 
health databases, and the 
disaggregation of health data by 
disability as well as ethnicity.

Support research that focuses 
on access and the barriers to, 
and facilitators of, access to 
health and disability services for 
Māori with a disability and their 
whānau.

Establish forums that promote 
and encourage capability-building 
relationships between researchers 
and the organisations that support 
Māori with a disability and their 
whānau.

Encourage agencies and research 
funding bodies to move towards 
the full involvement of Māori with 
disabilities in disability research 
and evaluation.

Research funding prioritised to meet 
the needs of Māori living with a 
disability and their whānau.

Support the development of 
research ethics specific to Māori 
with a disability and their whānau.

Foster the collaborative 
development of auditing, 
monitoring and evaluation tools by 
disability service users.

Ensure the research contributes 
to ongoing debate on Māori 
disability issues.

Ensure the Ministry website 
includes a Māori disability 
research section.

Facilitate regular updates on 
Māori disability research and 
evaluation.

Facilitate a Māori disability 
focus within Ministry of Health 
and District Health Board 
research and evaluation.

Principles social model of disability – quality of life – identity integrity – centrality of whānau – holistic – 
transformative – full involvement of Māori with a disability and their whānau

• the development of culturally appropriate quality-of-life measures for Māori with a disability and their whānau

• barriers to, and facilitators of, access to health and disability services and supports by Māori with a disability 
and their whānau, including:

−  an analysis of workforce competencies for an effective health and disability workforce for Māori living  
with a disability and their whānau

−  quality standards for health and disability services that include cultural competency

−  service effectiveness, including reduction of disparities and facilitation of wellness

−  delivery of health and disability services to Māori and their whānau, including access to services and 
promotion of services

– the health literacy and information needs of Māori with a disability and their whānau

• options for Māori living with a disability to develop health and disability service models.

Continues from previous pageResearch Topics



The title of this publication, Uia Tonutia, means to ‘continue to ask the questions to make sure that I am counted’.
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Māori and Disability
The 2006 New Zealand Household Disability Survey estimated that 95,700 (17%) of Māori were living with a 
disability; disability rates for Māori were higher than for non-Māori across all age groups, including children  
(0–14 years); the age-standardised disability rate for Māori was 19 percent compared with a rate of 13 percent  
for non-Māori; 14 percent of Māori children aged 0–14 years (28,200) had a disability compared to 9 percent of 
non-Māori children of the same age range; the most common disability type experienced by Māori children was 
special education needs and chronic conditions/health problems (both 5 percent).  

The prevalence of disability increases with age, with the highest rates among those aged 65 years and older 
(Office for Disability Issues and Statistics New Zealand). Nineteen percent of Māori adults (aged 15 and over) 
living in households had a disability compared with 17 percent of non-Māori adults. The prevalence of disability 
increases with age, with the highest rates among those aged 65 years and older.

Many Māori living with a disability place high importance on their identity as Māori (Ratima & Ratima 2007).  
A challenge for disability research is therefore to examine how being Māori intersects with being disabled, 
for Māori with a disability and their whānau, including how Māori with a disability are ‘subject to multiple or 
aggravated forms of discrimination’ (United Nations 2006). Other factors for investigation at these intersections 
include age, sex, sexuality and socioeconomic status (Nikora et al 2004).
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