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Customised for the
Australian context Development of the 

RARE Portal is informed by a
robust and extensive multi-
stakeholder consultation
process to ensure the RARE
Portal is responsive to the
needs of the Australian rare
disease sector.

Rare disease information
and resources

Information for 
Australians

A Collaborative,
Multi-Stakeholder
Approach

Rare disease directory
National and state services

People living with a rare
disease, including family
and carers
Healthcare professionals
Researchers

Broader rare disease sector

The RARE Portal is a key deliverable of the National Strategic Action Plan for Rare
Diseases (the Action Plan), the first nationally coordinated effort to address rare
diseases in Australia. The RARE Portal is funded by the Australian Government.

Rare Voices Australia

Australia’s growing national resource for rare diseases

RARE Portal

RARE Help
(FAQ page for Australians
living with a rare disease)

Rare Voices Australia (RVA) is the national peak body for Australians living with
a rare disease. RVA is leading the RARE Portal’s collaborative development.

The RARE Portal and the Action Plan


