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The Why

• September 2015 – First Walk 2 D’Feet MND

50% of funds raised → research

Patient Registries

• Collate all data in one place

• Attract research

• Access to participants

• Collaboration with international registries



In the beginning…

Consenting Dr Claire Reilly
First Registry participant

Beth Watson
Former MND NZ President

Prof Paul Talman
Australian MND Registry

• First conceived Nov 2016
• Launched 22 May 2017



The How

Recruitment Consent Clinical Info AMNDR

Registry is a research study
- allows collection of data
- ethics
- based at ADHB



The How
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Registry Demographics
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Publications



Research Studies
Enrolled

• Swallowing Skill Training

• Thought-assistive technology

• Stigma in MND

• Dr Scotter’s genetic research

Upcoming

• Blood-brain barrier using 
MRI

• Remote wheelchair 
assessment

“Thank you so much for helping us with finding our participants for this 
study, it wouldn't be possible without you :)”

- Thought-Wired

Potential Studies

• Enquiries from pharmaceutical companies



Registry Development

The role of a patient registry evolves along the 
pathway of drug development

Preclinical
Development

Clinical Trials
Regulatory
Approval

Commercial

1. Advancing disease understanding in the absence of treatment
2. Understanding real-world clinical practice, developing disease monitoring guidelines
3. Connecting patients, clinicians and researchers

4. Identifying patients for clinical trials
5. Informing clinical trial eligibility criteria

6. Pooling non-
treatment data

8. Providing 
additional data 
supportive of 
trial findings 

9. Data collection to 
support expansion 
of drug indication
10. Advancing the 
understanding of 
treatment response

7. Commitment to post-marketing 
surveillance

The Bogard Model 
of the changing roles 
of a rare disease 
patient registry

Rodrigues MJ et al. 2017



Thank you

Email: mndregistry@adhb.govt.nz

Phone: 0800 MND Registry or 027 561 7332

Visit: https://mnd.org.nz/registry/

Please get in touch


