
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.

Stream 3: Adopting a co-design approach to awareness and education for systemic 
improvement in rare disease care and support.

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.  

Stream 3 Deliverables
	�  Taking Action Together Toolkit: Improving Health 

and Wellbeing Outcomes for Australians Living with a 
Rare Disease (the Toolkit)

	�  Three interactive Health System Simulation 
Workshops

	�  The Australian Rare Disease Organisation 
Community of Practice (ARDO-CoP)

	� A suite of one page fact sheets 
1. 	 What does it mean to live with a rare disease? 
2. 	 Co-design and the person-centred approach 
3. 	 The importance of collaboration 
4. 	 A shared purpose – hearing from the rare 		
	 disease community

Key Learnings While Working with the Stakeholder 
Reference Group: Stream 3 Deliverables

	� People living with a rare disease do not have adequate 
access to suitable health and disability services. 

	� Access to care outside of major cities is often 
extremely challenging. 

	� Continual co-design and consultation is vital to design, 
deliver and evaluate health care that meets the needs 
of people living with a rare disease. 

Learnings from Other Stakeholders: Stream 3 Deliverables

	� Three Health System Simulation Workshops in Sydney 
and Perth convened stakeholders across the rare 
disease sector to share knowledge and experiences with 
the goal of improving rare disease care. Participants 
emphasised the need for interdisciplinary service 
integration, the strengthening of primary care services, 
and continuity of care across the lifespan for people 
living with a rare disease, regardless of where they live.  

	� The ARDO-CoP was established in November 2021. 
The seven sessions were a valuable forum for members 
and guest speakers to share knowledge, resources, 
and their experiences with systemic advocacy.  

	� Using a co-design methodology to develop the 
Toolkit helped incorporate the voices and priorities of 
the rare disease sector.

Barriers and Opportunities in the Provision of Systemic 
Improvement in Rare Disease Care and Support

Limited data systems, limited sharing of information and 
medical records, systemic entrenched siloed ways of 
working and complicated funding mechanisms create 
barriers to the provision of coordinated and integrated 
care and support. One clear, evidence-based solution 
is to implement integrated models of care that bring 
interdisciplinary teams together while enabling cross-
sector collaboration (e.g. with the disability, social care, 
and education sectors). Perth’s Rare Care Centre is an 
example of an integrated model of care. 

Learnings: Stream 3  
Rare Disease Awareness, Education, 
Support and Training (RArEST) Project

The RArEST Project was an Australian-Government funded collaboration 
between the University of New South Wales, Rare Voices Australia, the 

University of Western Australia and Macquarie University.
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