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A rare disease is defined as affecting fewer than 1in 2000 people.1 “: Y 22
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Rare diseases exhibit diverse symptoms, varying not only between different diseases but also among patients with the same disease. Due to their low prevalence, medical expertise is
scarce, knowledge is limited, care options are inadequate, and research is restricted. Unfortunately, rare disease patients o ften face challenges in obtaining diagnosis, treatment, and ﬁ’?
research benefits within health systems.
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Important Disclaimer

Membership

Purpose & Vision Outputs

* The Rare Diseases NSW Community of Practice (RD * Funding schemes * Fundingapplications Chair: Prof Adam Jaffe The Rare Diseases NSW Community of Practiceis a
NSW CoP) serves as a collaborative network bringing * RHIP Governance Structure * Events Executive Officer: Sam Flecha professional network for knowledge sharing, education, and
together healthcare professionals, researchers, * SCHN Executive * Publications collaboration. The Community of Practice does not provide
patients, families, and advocates to share knowledge, * SESLHD Executive * RHIP Governance Structure The RD CoP welcomes participation from: medical advice, diagnhosis, or treatment recommendations.
experiences, and best practicesin rare disease care * UN * SCHN Executive * Healthcare professionals across NSW hospitals and
and research. * UNSW * SESLHD Executive health services. Members should always consult with qualified healthcare

* WHO * UNSW * Researchers from medical research institutes and professionals forindividual medical concerns and clinical

* Mission: Tofoster collaborative learning and knowledge universities. decisions. The information shared within the Community of
exchange that supports the holistic health needs of * Patients and families affected by rare diseases. Practice should not be used as a substitute for professional
children and adults living with a rare disease, and their * Advocacy groups and support organisations. medical advice.
families, enabling them to achieve their best possible * Policy makers and health system leaders.
health and wellbeing outcomes. * Industry.

* Vision: Create a thriving community that advances
comprehensive, integrated rare disease healthcare
through shared expertise, collaborative research,
education, and advocacy. The community will

Meeting Attendance Version Control

Principles

accelerate the discovery of underlying causes and novel + Meetings are held bi-monthly (attendance in person or online).  Open and inclusive participation — Everyone with an Version Control: v1.2 23APR2026
therapies through collective knowledge and experience * Members are strongly encouraged to attend meetings. Meetings interest in rare diseases is welcome. Author: Samantha Flecha
sharing. rotate between a Tuesday, Wednesday, Thursday to maximise * Voluntary engagement — Join based on your shared
attendance. interests and availability.
* Alignment with following national and international * Members may nominate a proxy by written notice. * Multi-disciplinary approach — We value diverse
guidelines: perspectives and expertise.
o Australian Government National Strategic Action * Patient-centred focus — Patient and family voices are
Plan for Rare Diseases 2020. centralto all our activities.

o National R Jati for Rare Di
Health Care.

o EURODIS Rare Diseases Europe (EURODIS).

o National Organization for Disorders (NORD)

Establish working groups with the overarching goal of
receiving accreditation as a recognised leading Centre
of Expertise by International standards (EURODIS;
NORD).

Informed Stakeholders Connect with Rare Diseases NSW

* Collaborative spirit — We achieve more together than we
canalone.

Clinicallnnovation & Research Division, NSW Ministry of Health.
Rare Voi : lia.
Other organisations representing people living with a rare or
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