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Rare Voices Australia

Rare Voices Australia (RVA) is the peak
national body for Australians living with a
rare disease.

RVA led the collaborative development of

the National Strategic Action Plan for Rare
Diseases, the government policy response
to the common challenges of rare diseases

RVA strategy and advocacy is informed by
the Action Plan

RVA has more than 100 rare disease
partner organisations as well as
partnerships with researchers, clinicians,
government and industry
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Why the Action Plan is a powerful tool
in rare disease advocacy:

* Collaboratively developed by the rare disease sector
* Government policy

* Bi-partisan support ‘
* Politicians and bureaucrats have awareness of the policy are voices@
* Shared language and common voice .
* Applies to a very broad range of rare disease issues

* Strong evidence base
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Some of RVA’s 2023 Advocacy Priorities Informed by the Action Plan

* Build the advocacy capacity of the Rare Disease Sector (RArEST
Systemic Advocacy Community of Practice)

*  Work with the NDIA to improve outcomes for rare disease applicants
and participants.

* Earlier diagnosis of rare disease (Newborn Bloodspot Screening,
preconception carrier screening, rapid genomic sequencing research,
undiagnosed rare disease networks)

* Support and resources for the mental health and wellbeing of the
rare disease community (RArEST program)

* Increase knowledge and awareness of rare diseases (R.A.R.E portal,
RAFEST clinical education stream, parliamentary events)

* Rare disease registries and research work (Rare disease registry
strategy and recommendations, consumer and community
participation in research)
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