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Pepeha (≈ who am I?)
• Ko Moumoukai, Whakapunake 

nga maunga

• Ko Te Wairoa hōpupu hōngenge 
matangirau, Kopuawhara, nga 
Nuhaka nga awa

• Ko Kahungunu, Tākitimu, Te 
Rākātō nga marae 

• Ko Tākitimu, Kurahaupo nga waka

• Ko Ngāti Kahungunu, 
Rongomaiwahine, Ngāti 
Rakaipaaka, nga iwi

• Ko Ngāi Te Rakatō, Ngāi Te Apatu, 
Te Whare Rau o Te Tahinga nga 
hapu 

• The mountains are Moumoukai 
and Whakapunake

• The rivers are the Wairoa, 
Kopuawhara and the Nuhaka

• The ancestral houses are 
Kahungunu, Tākitimu, Te Rākātō

• The ancestral canoes are Tākitimu 
and Kurahaupo  

• The iwi are Ngāti Kahungunu, 
Rongomaiwahine, Ngāti 
Rakaipaaka

• The sub tribes are Ngāi Te Rakatō, 
Ngāi Te Apatu, Te Whare Rau o Te 
Tahinga 
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P = G  + E

Phenotype = Genotype + Environment

Quantitative Genetics

-> Pepeha is the conceptual equivalent of this…



Tikanga and Mātauranga Māori ENABLES 
genomic resource development for Māori (and 

non-Māori) 

• We’ve led the world in developing 
tools for precision health that have 
combined cutting edge science 
and traditional knowledge to 
deliver health outcomes not 
previously possible…

• He Kākano has already been used 
for >400 families diagnoses not 
previously possible

• He Kākano also used for improved 
diagnosis in non-Māori(!!)



Disease Risk Estimation (= prognoses for precision 
health) using whakapapa is MUCH cheaper than 

DNA – and almost as accurate 

Extensive genealogies – 
whakapapa - are a cost-effective 
option for disease risk 
estimation…





Genomic Resources for Precision 
Health in Māori developed using 
Tikanga and Mātauranga Māori



1. He Kākano



2. Rakeiora Computational Platform
Implements data and algorithmic 
sovereignty….



3. Māori PanGenome V1.0

• Collaboration with UC 
Santa Cruz…

• Tikanga: tauutuutu 
(mutually uplifting 
reciprocity…)





The CARE Principles*
C = Collective Benefit: ‘Data ecosystems shall be designed and function in 
ways that enable Indigenous Peoples to derive benefit from the data’
A = Authority to control: ‘Indigenous Peoples rights and interests in 
indigenous data must be recognised and their authority to control such data 
be empowered. Indigenous data governance enables indigenous peoples and 
governing bodies to determine how Indigenous Peoples, as well as indigenous 
lands, territories, resources knowledges and geographical indicators, are 
indicated and identified within data.’
R = Responsibility: ‘Those working with Indigenous data have a responsibility 
to share how those data are used to support Indigenous Peoples’ self 
determination and collective benefit. Accountability requires meaningful and 
openly available evidence of these efforts and the benefits accruing to 
Indigenous Peoples.’
E = Ethics: ‘Indigenous Peoples’ rights and wellbeing should be the primary 
concern at all stages of the data life cycle and across the data ecosystem.’

*Source: Global Indigenous Data Alliance 
https://www.gida-global.org/care 

https://www.gida-global.org/care
https://www.gida-global.org/care
https://www.gida-global.org/care


DIGITAL TOOLS 
TO PROTECT 
INDIGENOUS 
DATA 
SOVEREIGNTY

✓ Traditional Knowledge (TK) Labels. Digital markers 
that define attribution, access, and use rights for 
Indigenous cultural heritage

✓ Biocultural (BC) Labels. Digital markers for 
provenance, transparency and integrity in research 
engagements related to community expectations and 
consent for use of collections and data.

✓ Dynamic Consent Portal. In Indigenous-led data 
repository to house Tribally-consented genomic 
sequence data and manage access and attribution.

✓ Blockchain. A distributed ledger system that tracks 
sharing via transactions, can fine-tune user access, 
attribute provenance, and facilitate data governance.

✓ Federated learning. To facilitate secure and 
community-consented data sharing.



Tikanga-Informed Genomic Data 
Governance Overview

Aotearoa Kahui @ Fonotaga Fa’asaenisi mo Togafitiga Talafeagai mo Tagata Polenisi

Clare I. M. Adams
Irene Kereama-Royal

Phillip Wilcox

Tony Merriman
Megan Leask

Te Ira Tātai Whakaheke



N=~4453

N=~4453 503 traits

N=8515 N=4453

N=100 high, 1500 mid-pass

N=~500

GoGDK
Core 
Dataset



Teams Involved:
GoGDK Team

Te Ira Tātai Whakaheke

Tony Merriman

Lisa Stamp

Rinki Murphy Nicola Dalbeth

Janak de Zoysa
Irene Kereama-Royal

Phillip Wilcox

Anna Rolleston

Helen Wihongi

Huti Watson

Kimiora HenareBen Te Aika

Andrew Sporle



GoGDK Governance Pipeline – Why?

• Data are tikanga; data are taonga

• Taonga should be under Māori/community governance

• Driven by Tikanga and Kawa Māori

• Governance
– Tikanga Māori values, kawa followed

– Te Tiriti o Waitangi-based partnership

– Indigenous data sovereignty principles

ITW and Researchers gathered to talk,
January 2025

Stakeholders
Constructed dataset

Use, engage with dataset
Principal Investigators

Rightsholders
Data Authority

Community obligations
Trusted relationship holders



Proposed Governance Rōpū
Group Category Represented by Proposed Number of 

Representatives

Principal Scientific 

Investigators / 

Researchers

Stakeholder Previous PIs to GoGDK-

related projects

≥2 to examine scientific 

validity (clinical, genetics) 

AND ethical, privacy, prior 

track record and reputation 

regarding data 

sharing/access to the data.

Māori: Ngāti Porou 

Oranga

Primary 

Rightsholder

Ngāti Porou Oranga 1-2

Māori ki Aotearoa Primary 

Rightsholder

Te Ira Tātai Whakaheke 2-4

Pukapuka Rightsholder Mandated Community 1

Non-Aotearoa Polynesian Rightsholder Selected from Pacific 

Leadership Forum (Irene 

Kereama-Royal)

2-3



Pipeline for Access and Use 
Irene Kereama-

Royal
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