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Our Vision sets out the change 
we are trying to achieve, and the 
impact we want to have at the 
highest level. It effectively defines 
our purpose, our ‘why?’

Our Mission sets out how we go 
about achieving our Vision.

Our Philosophy describes 
the principles we hold as 
being important. These principles 
underpin everything we do – both 
what we choose to do and how 
we go about doing it.

WHO IS  
RARE VOICES 
AUSTRALIA?

The best outcomes for Australians living 
with a rare disease.

RVA provides collaborative leadership 
on the development and implementation 
of rare disease policy in Australia.

(How we achieve change,  
and the kind of change desired)
• Person-centred
• Partnership
• Unified voice
• Equity
• Equipping and empowering
• Solutions and results oriented
• Credibility
• Systemic focus

VISION

MISSION

OUR PHILOSOPHY

Rare Voices Australia (RVA) is defined by our  
Vision, Mission, and Philosophy…
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Over the next three years, we are building towards a result that sets 
us up for a longer-term 10-year aspiration…

ASPIRATIONS

3 years

3 years 10 years

2 years 4 years 5 years 6 years 7 years 8 years 9 years1 year 10 years

FIRM FOUNDATION 
AND KEY SUCCESSES

INTERNATIONAL 
RECOGNITION AND 

CHANGED AUSTRALIAN 
LANDSCAPE

 9 Progress and build momentum across all three 
Pillars of the National Strategic Action Plan for 
Rare Diseases (the Action Plan) with the lives of 
people living with a rare disease being changed 
for the better.

 9 High impact areas of the Action Plan have been 
identified and are delivering at scale.

 9 Outcomes are being captured to enable further 
learning and improvement.

 9 Nationally recognised, strong reputation.

 9 Strong state presence and influence.

 9 Recognised as having played a strong role in the 
implementation of the Action Plan.

 9 Running at a financial surplus, funding sources 
secured and diversified.

 9 Recognised partner in the sector – actively 
working with, and sought out by researchers, 
other peaks, centres of excellence, rare disease 
organisations and governments.

In 10 years, people living with a rare disease in Australia will:

 9 Have equitable access to timely diagnosis.

 9 Be provided with the best care possible for their condition.

 9 Have access to researchers in their field.

 9 Be connected to the right people who can help them.

 9 Be listened to and have their voices respected by 
clinicians, governments, and researchers.

 9 Have families and carers who are informed, supported, 
and understood.

 9 Recognised as a world leading national rare disease 
peak body, internationally recognised as providing 
best practice.

 9 Actively driving investment into research.

 9 Strong and respected influence on national policy.

 9 Sustainable funding streams from multiple sources.

 9 Partner of choice in the sector.

RESULTS FOR PEOPLE LIVING WITH A RARE DISEASE

GOALS FOR RVA



2023 STRATEGY

3

RVA will act as steward of the Action Plan over the next 
three years. This role has a number of elements:
• RVA will monitor and report implementation progress 

against the Action Plan.

• RVA will ensure that key supports for the initiatives for the 
Action Plan are put in place. These include the national 
rare disease workforce strategy and the digital repository.

RVA will undertake a 
range of initiatives to build 
organisational sustainability.

RVA has two roles to play in each of these 
three Action Plan pillars:
• Firstly, RVA itself will implement chosen 

initiatives in each pillar.

• Secondly, RVA will advocate for the 
delivery of the other initiatives in each pillar 
that it is not itself undertaking.

Over the course of the next three years, RVA will continue 
to build itself as the recognised peak body in the sector:
• RVA will continue building active partnerships with 

rare disease organisations (both advocating for these 
organisations and building their capability), government, 
researchers, pharmaceutical companies, and centres of 
excellence.

• RVA will establish a strong presence in key states  
and territories.

These six focus areas for RVA will deliver the goals 
and aspirations outlined on the previous page…

FOCUS AREAS 

AWARENESS AND EDUCATION

CARE AND SUPPORT

RESEARCH AND DATA

+ORGANISATIONAL 
SUSTAINABILITY PEAK BODY

STEWARDSHIP 
OF THE  

ACTION PLAN


