Learnings: Stream e

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

Stream 2: Health professional education, support and training.

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 2 Deliverables

. 9 National Recommendations for Rare Disease
Health Care

. 9 ‘Rare Disease 101 Australia’ e-learning modules
for health professionals

= The 9 Lyfe Languages Universal Medical Translator,

available via the Lyfe Languages 9 web application,
which features a purpose-built rare disease module

. 9 Rare Disease Project ECHO® Community of
Learning Practice

Learnings While Working with the Stakeholder
Reference Group: Stream 2 Deliverables

* Integrated care and navigation support are important.

= Multidisciplinary clinics help to reduce the burden
of care.

= Care frequently is not strengths-based or culturally
safe — there is a need for safety, validation, trust and
people living with a rare disease to be believed.

* There is a preference for care to be delivered close
to home and supported by rare disease expertise.

Learnings from Other Stakeholders: Stream 2
Deliverables

» Support and clinical care pathways for people with
suspected but undiagnosed rare diseases are difficult
to find.

= ‘One stop’ sources of information and resources are
highly valued.

» The intent to deliver quality rare disease care exists,
but existing systems make such care hard to deliver.

* Authentic partnerships with priority populations, as
well as targeted interventions, are required to deliver
resources to support all Australians equitably.

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

» Rare Disease Project ECHO® and 'Rare Disease 101
- Australia’ better equip health professionals with
specific rare disease resources and supports.

» Australia’s first-ever National Recommendations for
Rare Disease Health Care (the Recommendations)
outline how Australian health professionals can
provide high quality care to people living with a
rare disease, their families, and other carers. The
Recommendations were co-designed through an
extensive multi-stakeholder consultation process.

» Lyfe Languages will enable implementation of
culturally safe and appropriate rare disease care for
Indigenous people across Australia.

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


https://rarevoices.org.au/national-recommendations/
https://rarevoices.org.au/national-recommendations/
https://learn.m4rd.org/mod/page/view.php?id=440
https://lyfelanguages.com/
https://app.lyfelanguages.com/users/sign_in
https://rarevoices.org.au/rare-disease-project-echo/



