
Experiences of New Zealanders Living With Rare Disorders and RDNZ’s 

response

Chris Higgins
Chief Executive

Rare Disorders New Zealand

NZ ERDERA NMG Research Forum 

Christchurch NZ

6 August 2026 

Interests:
Member, Pharmac Interim Consumer Transition Committee
Chair, RDNZ Round Table of Companies
Chair, Liggins Institute Rare Disorders Advisory Panel
Co-chair RDNZ Rare Disorders Research Network Leadership Group
Chair, NZ ERDERA National Mirror Group
Brand Ambassador, New Zealanders for Health Research 



 300,000 people or 5.8% of the population

 7000 different disorders 

 75% experience rare disorder-related difficulty with seeing, hearing, moving

 72% genetic

 50% children

 150+ support groups

 Prevalence of 1: 2000 or less
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Across both groups, a substantial 

proportion of respondents reported 

experiencing isolation from friends 

and/or  whānau/family that was 
caused or amplified by the rare 

disorder
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 Complete and respond to implications of the Costello Medical funded report 

comparing whānau Māori and non-Māori experiences of living with a rare 

disorder (two vulnerable population groups/low base)

 Pursue a mātauranga Māori informed approach to implementing the Rare 

Disorders Strategy

 Operate RDNZ’s CAP and RDRN in ways that demonstrate RDNZ’s commitment 

to being a better Tiriti partner

 Recruit and retain tangata whenua RDNZ Board members 

 Establish and be responsive to an RDNZ Māori advisory group

BEING A BETTER TIRITI PARTNER



Māori advisory group

 identification of a kaumatua; 

 identification of te ao Māori kupu for rare; 

 confirming the name te toropaepae o te kōtuku for our office space;

 identifying a name and confirming (or otherwise) the branding for the rare disorders research 
network/NZ ERDERA National Mirror Group; 

 recommending next steps for te whānau kōtuku support group; 

 assisting in identifying a kaupapa Māori co-chair for RDNZ’s clinical advisory panel; 

 monitoring progress on, and unlocking sources of  funding to implement, annual plan actions 
relating to the strategy to become an effective and relevant Tiriti partner.

 any and all other aspects of RDNZ’s mahi

BEING A BETTER TIRITI PARTNER



WHAT DO WE WANT?

Based on successive VRD surveys and numerous consultations with the rare 

disorders communities we want:

➢ Early and accurate diagnosis

➢ Coordinated and integrated healthcare pathways

➢ Access to disability and social supports

➢ Fair access to modern rare disorders medicines

➢ Coordinated funded programme of rare disorders research

➢ Coding for rare disorders in the health and other records

➢ Health professional and support staff training
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WHAT HAVE WE GOT?
 Rare Disorders Clinical Reference Group by October 2026

 A two-year clinical pilot of Whole Genome Sequencing of patients with rare 

diseases. 

 National Clinical Network for Radiology workplan that considers inclusion of 

rare disorders.

 Complete the Exceptional Circumstances Framework review, including funding 

of and considering a specific pathway for funding medicines to treat rare 

disorders.

 The Ministry will hold a cross-agency forum with Pharmac, Health New Zealand, 

HQSC and Rare Disorders New Zealand every six months. 

 The Ministry will review how planning and reporting processes can further 

develop to more clearly track progress over the ten year life of the Strategy 



WHAT HAVE WE GOT?

 Publish a SNOMED CT code set of all 7,000 approx. rare disorders covered in the 

Orphacodes. 20 July 2026

 Guidance to software suppliers on how to use the code set (including how to 

map between SNOMED CT and Read Codes). September 2026 and ongoing

 Develop resources and information so the public and clinicians can navigate the 

system and find the rare disorders information they require

 A revised Pharmac consumer advisory committee function to better incorporate 

consumer voices including those of people living with rare disorders.

 RDNZ leadership of the rare disorders research network and the European Rare 

Diseases Research Alliance (ERDERA) New Zealand National Mirror Group, 

contributing to  an expanded health research infrastructure that will support 
rare disorders research and evaluation.
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ko tō rourou, ko taku rourou 

ka ora ai te iwi
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