
Background
In 2022, Rare Voices Australia (RVA) published the Rare Metabolic Workforce White Paper
(White Paper). The White Paper, together with sector consultation, informed development
of the National Strategy for Australia’s Rare Metabolic Disease Workforce (the Strategy).

The Strategy is an evidence-based, expert-backed framework of goals, recommendations
and priority actions that address current high levels of unmet need through a nationally
consistent and sustainable workforce. 

Scan the QR codes to read more about the White Paper and the Strategy.

Why is the Strategy important for the broader rare disease sector?
The Strategy’s goals for a recognised, connected, consistent, sustainable and innovative
rare metabolic disease workforce, should be further leveraged to respond to broader rare
disease workforce challenges in Australia.     

     
This aligns with Priority 1.3 of the Australian Government’s National Strategic Action Plan for Rare Diseases,
‘Develop a national rare disease workforce strategy that responds to current and future demands, including the
impact of genomics’.

Rare metabolic diseases
• Affect an estimated 12,700 Australians
• Are a highly heterogenous group of complex, multisystemic conditions
• Place overwhelming medical and social burden on families 
• Require multidisciplinary team care overseen by specialist metabolic expertise

White Paper findings
• Australians living with a rare metabolic disease have high levels of unmet need, and the care they receive
depends on their postcode
• Critical workforce shortages are preventing best practice care for these patients
• Insufficient resources in specialist metabolic services are preventing access to innovative new treatments and
clinical trials

Implementing the Strategy
A person-centred approach to implementing this Strategy is essential and is the responsibility of all
stakeholders, including governments, hospital administrators, healthcare providers, specialist physician groups
and policymakers across states and territories, and at a national level.  

     

Visit Rare Voices Australia's website: www.rarevoices.org.au

National Strategy for Australia’s Rare Metabolic Disease Workforce 
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