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“I think there's huge value In just bringing people together”
A community of practice supporting health system Q&%ﬁ

RArEST

Improvement and advocacy In rare disease care

Yvonne Zurynski!, Lauren McKnight?, Christina Rojas!, RArEST Project Investigators Group*

1. Australian Institute of Health Innovation, Macquarie University, Sydney, NSW, Australia

2. Discipline of Paediatrics and Child Health, School of Clinical Medicine, University of New South Wales, Sydney, NSW, Australia

Introduction: The value of health consumer involvement and advocacy in health system

and policy improvement is well understood. However, there are capacity constraints,
especially among organisations advocating for people living with rare diseases. Although

individually rare, collectively the >7000 known rare diseases impact approximately 6% of the

population globally.

Delayed diagnosis, limited treatment options, and disease complexity are commonly
experienced. Building capacity among rare disease organisations is a priority of the Australian
National Strategic Action Plan for Rare Diseases.(1) We aimed to understand the capacity

needs of rare disease organisations when advocating for improved services and outcomes for

their respective communities.

Methods: Semi-structured interviews with 11 rare disease organisation leaders were

recorded, transcribed verbatim, and inductively thematically analysed in NVivo. Using
evidence from the interviews, the Australian Rare Disease Organisations Community of
Practice (ARDO-CoP) was established with 11 inaugural members. Formal and informal
feedback was collected and analysed to understand the perceived value of the ARDO-CoP to
members according to Wenger-Traynor’s Cycles of Value Framework (2). Network expansion,
discussions, learning sessions, and resources shared, were collected as key metrics.

Although no health professional can be an
expert in all rare diseases, partnerships can
be formed between health professionals and
patients and patient support groups to learn
more about the condition. You can do so via
the QR code below to the RARE Portal.
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What is a rare disease?

A rare disease is a chronic and complex
condition that affects less than five in
10,000 people!

How many rare diseases are there?

Over 7,000 known rare diseases exist
with more yet to be named. Unknown
or unclassified diseases are referred
to as undiagnosed diseases.’

What are the types of rare diseases?

80% are of genetic origin, however,
other non-genetic rare diseases
include rare cancers, infections,
and autoimmune disorders!
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An estimated two million Australians
currently live with a rare disease which
is approximately 8% of Australians!

Scan to visit

the RARE Portal

Results: over1.5 vears it grew to 19 members. The CoP is focussed on advancing systemic advocacy for rare diseases to influence systems (health,
disability, social care and others) to better respond to the rare disease community. A variety of topics were discussed over seven sessions which were either

online or hybrid online and face-to-face.
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Orienting Value Aspirations
“The surprising outcome occurred with the expanded

understanding of the sector. | did not realise how
each patient support group was experiencing similar
issues, difficulties, and rewards from their work.

There is great strength in sharing this knowledge”

Enabling Value
“Meeting others and working with them has given

me a lift to continue."

Realised Value

“It helps me figure out what | needed to know and
disseminate within my organisation to build our
capacity.”

Strategic Value
“It helps me figure out what | need to know and

disseminate within my organisation to build our
capacity”

Immediate Value

“I leave each session feeling more connected and
having learnt something”
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Conclusions:

* ARDO-CoP members found the sessions
valuable and consistently expressed the
desire to continue the ARDO-CoP beyond
the span of the RArEST Project. They
valued having direct input into
governance and decisions about topics
for discussion.

* Growing the member base will be
important to ensure the consistent
presence needed for productive
discussions and learning.

* As the ARDO-CoP continues to adapt and
expand, they will be challenged to
maintain a balance between inclusivity
and manageability.

* Ongoing adaptations and refinements
are inevitable and encouraged to
maintain a robust and valued community
of practice.

Contact: Yvonne Zurynski yvonne.zurynski@mg.edu.au
Australian Institute of Health Innovation, Macquarie University,
New South Wales, Australia
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