Collaboration
and Advocacy

across the rare
disease sector




Rare Voices Australia

National peak body for the estimated 2
million Australians who live with a rare
disease

7000+ different rare diseases, all different
but many commonalities

Focus is disease-agnostic systemic advocacy

and policy

Work with all stakeholders but person-
centred

100 RVA PARTNERS — incl. MITO Foundation




“Collaboration is
critical in rare disease
advocacy fo
demonstrate need and
most importantly, to

develop solutions™




rare voices

The National Strategic Action Plan for Rare Diseases
This Australian government policy document on rare diseases

Developed by the rare disease sector,
for the rare disease sector

Three pillars

 Awareness and Education,
e (Care and Support

* Research and Data

Provides a framework and policy direction from which the
whole rare disease sector can advocate on issues that are
important to them.
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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
* Shared language and common voice

* Applies to a very broad range of rare disease issues
Strong evidence base




Enable all Australians to have equitable access to the best available
health technology.

Action 2.4.1

Develop policy that supports people living with a rare
disease to have timely and equitable access to new
and emerging health technologies.

2.4.1.5.  Ongoing review of health technology policy in line with advancements in health technology.
For example, mitochondrial donation involves removing the nuclear DNA from a woman’s egg
containing faulty mitochondria and inserting it into a healthy donor egg, which has had its nuclear
DNA removed. This prevents mitochondrial DNA defects from being inherited by a genetically
related offspring. Mitochondrial donation is not yet legal in Australia.



“The rare
disease sector is

very good at
collaborative

advocacy.”

- RVA




“RVA’s work (and

others) complements
what Mito Foundation
does and...we talk to
each other and work

together as much as

we can.”

= Mito Foundation



More formal collaboration:

Navigator Project
RArEST Project

RARE Portal codesign

Disability Round Table
... and more

Less formal collaboration:

Conversations — share messaging/
language

Share learnings/ ask advice (2 way)
Check in what each is doing — join in?
add to? Or just watch with interest.

Reduce duplication;




Remember ...

“Collaboration is critical in
rare disease advocacy to
demonstrate need and most

importantly, to develop

solutions”




Q. How do | become involved?

A. You already arel
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