
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.

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.

Learnings: Stream 1  
Rare Disease Awareness, Education, 
Support and Training (RArEST) Project

Stream 1: Support for individuals, including mental health and wellbeing resources.

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 1 Deliverables

	�  Applying Mental Health First Aid in a Rare 
Disease Context 
Mental Health First Aid training for rare disease 
group/organisation personnel 

	�  Living with a rare disease digital mental health 
resources fact sheets, including Easy English and 
Plain Language versions

	�  Mental health and wellbeing support for 
Australians living with a rare disease  
Rare disease mental health and wellbeing lived 
experience case studies and resources

	�  Supporting the mental health and wellbeing 
of people living with a rare disease (for health 
professionals) 
Rare disease mental health and wellbeing lived 
experience case studies and resources

Input From Working with the Stakeholder Reference 
Group: Stream 1 Deliverables

	� Mental health impacts are significant for the entire family, 
not solely the individual living with a rare disease.

	� Mental health supports must be integrated into 
specialist clinical care.

	� Rare disease groups/organisations help to support 
mental health and wellbeing. 

	� Cost and burden of care are barriers to Australians 
living with a rare disease, including their families and 
carers, accessing mental health support and care.

	� There is often a lack of understanding regarding the 
specific challenges faced by people living with a rare 
disease among mental health professionals.

Learnings From Mental Health Professionals

	� There are gaps in resources, information and 
knowledge about the specific needs of people living 
with a rare disease.

	� Information, education and awareness about rare 
diseases are helpful to mental health professionals.

	� Resources for mental health professionals that 
signpost reliable information, peer and social 
supports are helpful.

Long Term Outcomes That Will Benefit Australians 
Living with a Rare Diseas

As part of the RArEST Project, Rare Voices Australia 
partnered with Mental Health First Aid (MHFA) Australia 
to offer rare disease group/organisation personnel MHFA 
training. Those who completed the training reported 
feeling better equipped to have conversations with their 
rare disease communities about mental health  
and wellbeing.
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