


Pharmac; (RDNZ medicines access group) e.g., have only 3 people in NZ.
May know medicines in stage 3 clinical trials

Research
e.g., Fragile X Education
Collective experiences (effective and pathways)
Partnerships; international, between patients and workforce, need to use the same
coding

Info/data
Clinical information
Registry = data coded (code for suspected undiagnosed rare disorders)
Support and advice

Workforce Development
Clinic; clinical advisory panel
Guidelines and standards of care
Future proofing; what will be identified
Pathway for suspected undiagnosed
Resources used where they are available; often overseas resources adopted
Expertise may exist but not known about
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