
Overall Learnings
Rare Disease Awareness, Education, 
Support and Training (RArEST) Project

Overarching takeaway: The key to tangible outcomes in rare 
disease is authentic multi-stakeholder co-design.

The Value of a Stakeholder Reference Group

The Stakeholder Reference Group (SRG) was appointed in 2022 and guided 
work on the RArEST Project. The SRG consisted of Australians living with a 
rare disease representing a breadth of rare diseases and communities.  

Key Learnings by Project Principle

1. Co-design: Engaging and empowering 
people with lived experience. 

� Co-design with Australians living with a 
rare disease strengthened every deliverable.

� Consultations with interdisciplinary health 
care professionals and rare disease groups/
organisations emphasised the value of flexible 
resources and communities of practice to 
sustainably grow workforce capacity.

2. Collaboration and capacity building: 
Coming together for shared learning and 
knowledge translation. 

� The combined expertise of a peak body, rare 
disease groups/organisations, clinicians and 
academics led to more comprehensive outputs.

� Established networks added strength to rare 
disease activities across the country.

3. Equitable access: Tailored engagement  
with priority populations.

� Building authentic partnerships with 
priority populations takes time and requires 
tailored approaches. This is essential to reducing 
inequity in access to high-quality rare disease  
care for all Australians.

4. Person-centred and strengths-based care: 
Refining and promoting models of care that 
recognise the experiences and needs of the 
whole individual and their support systems.  

� Consultations with stakeholders throughout the RArEST 
Project highlighted important gaps in improving 
outcomes for Australians living with a rare disease.

� Consistent themes included the need for 
integrated models of care that include primary 
care and recognise the challenges faced by 
Australians living with a rare disease.

� Consultations with clinicians highlighted a lack 
of confidence in managing uncertainty, including 
regarding new and emerging therapies. 

� Tailored approaches are required to ensure priority 
populations receive culturally appropriate and 
accessible rare disease care. 

Share the RArEST Project 
resources with your 
networks far and wide. 
With a strong, unified 
voice together we can 
achieve the best possible 
health and wellbeing outcomes for 
Australians living with a rare disease.
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