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I situate this discussion in a critical indigenous space: Maori data shall be managed in a way that 
aligns with the laws, practices and customs of iwi and of Maori collectively, and Maori shall exercise 
power and authority over our data.   

“narratives of Indigenous health are often still shaped by colonial logics, with Indigenous data rights, 
priorities and governance overlooked or ignored[1]” Cormack, Reid, Kukutai. 2019 

National Hauora Coalition (NHC) has affirmed an Indigenous Data Sovereignty stance and asserts 
that Maori data, Maori identity, Maori experience and Maori knowledge present an opportunity to 
examine processes by which ethnicity becomes meaningful in relation to health outcomes for Maori 
communities.  That is because Maori is normal.  And NHC is making Maori data sovereignty normal.  

Ethnicity should not be focussed on solely as a risk factor. NHC has led the advocacy for Maori data 
sovereignty in primary health in Aotearoa. The Metro Auckland Data Sharing Agreement (MADSA) 
was agreed by NHC contingent on undergoing a Maori data governance review. The 
recommendations of that review have been adopted to ensure that Maori data governance 
principles are embedded in MADSA.  

This discussion will be illustrated with narratives that describe data practitioner experience. These 
narratives are drawn from the presenter’s experience as Clinical Director for the NHC, the largest 
Maori Primary Health Organisation in Aotearoa.   

Maori data governance principles have informed many of the projects that use the shared data, 
including the regional breast screen data match[2] and the retinal screen data match that are both 
delivering improved outcomes for Maori.  Projects that have used data governance principles that 
align with the Global Indigenous Data Governance CARE Principles include He Pikinga Waiora project 
where Maori control was evident in constructing the research question[3].  NHC uses Mohio[4], an 
information platform that is contributing to health improvement for Maori and for vulnerable 
populations to drive performance in the Primary Health network. Mohio delivers actionable 
intelligence to our providers with real time data reporting.  Maori data governance will also inform 
NHC approach to the review of the primary care capitation funding formula[5] that has not included 
ethnicity in the criteria since inception.  The Waiatngi Tribunal noted that “Crown counsel said ‘[t]he 
Crown agrees that it is time for the funding formula[s] for primary health care to be reviewed 
again”[6].  

  

  



Glossary 

Whakamaori (-tia) – to translate into Maori, to make Maori, to make normal (because Maori is 
normal). 

Data sovereignty - management of information in a way that aligns with the laws, practices and 
customs of iwi/Maori. 

Data governance - power and authority over the design, ownership, access to and use of data.  
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