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MEDIA RELEASE

Thousands of Australians with a complex genetic condition, neurofibromatosis, can’t access necessary health care.

Up to 90% of kids and adults living with the incurable condition, Neurofibromatosis (NF), cannot access coordinated care, despite the condition impacting almost every part of the body and being a cancer predisposition syndrome.

Sydney, Australia (2026): For NF Awareness Month this May, the Children’s Tumour Foundation (CTF) is advocating for better care for Neurofibromatosis, including standard models of care and greater access to specialists, centres of excellence and coordinated care centres. As Australia’s leading charitable authority existing to support all people impacted by NF, the CTF supports families navigating a fragmented health care system that often lets down the people who need it most. 
NF is a lifelong genetic condition that causes tumours to form on the nerves throughout the body, which can lead to serious complications like vision and hearing loss, chronic pain, mobility loss and cancer. The condition affects multiple body systems, is highly variable, progresses over time, and requires specialised care. Despite this, coordinated care centres are limited, which play a crucial role in how people manage their condition. Families are left to face the symptoms, risks and appointment schedules on their own, managing long wait lists, time off work and school and distant travel. 
The complexity of NF means some families see up to a dozen specialists and children with a rare condition can have up to 240 health care visits per year. This can also come at a huge financial cost to a family, with a recent Health and Social Impact Study uncovering that almost 30% forgo treatment altogether, due to financial pressures.
Andy Moore, Chief Executive Officer at the Children’s Tumour Foundation is well aware of the complexity of NF, and the need to simplify the path to diagnosis, treatment, and multi-disciplinary care.
“When coordinated care is out of reach, caregivers are forced to take on the role of a medical researcher, nurse and advocate, all while still bearing the responsibilities of everyday life.”

Kirsty Whitehead, who cares for two children with Neurofibromatosis Type 1 knows firsthand how the gaps in healthcare burden parents.

“After my two children were diagnosed with Neurofibromatosis (NF), life became a series of high-stakes decisions: monitoring tumours, weighing up surgical risks, navigating fragmented services, and living with ongoing uncertainty that most people never have to contemplate.”

Unlike other conditions, there is no formalised care pathway or prognosis for how symptoms will develop. Families struggle to access specialists and support, are fatigued from juggling appointments, medical jargon and risk-laden decisions, and stressed by the cost, travel and disruption of managing a complex condition.

The CTF will run awareness initiatives throughout May, culminating on World Neurofibromatosis Awareness Day (May 17) where buildings, monuments and landmarks will be illuminated in blue and green. Australians, as well as schools, pre-schools and businesses looking to get involved with NF Awareness Month, can visit www.nfawarenessmonth.com.au to find out more.  

How to get involved?
· Shine a Light: Culminating on May 17, over 210 Australian monuments and landmarks light up blue and green to shine a light on NF. 
· Show your support all month by wearing a blue and green ribbon, available for purchase here
· Dress in blue and green to spark conversation about NF. 


ENDS


About The Children’s Tumour Foundation Australia:
The Children's Tumour Foundation (CTF) is a not-for-profit providing hope for everyone impacted by Neurofibromatosis in Australia by advocating for change, advancing research and empowering this community with the knowledge, connections and support at every stage of their journey. NF is a term for multiple conditions, including those living with Neurofibromatosis Type 1 and all forms of Schwannomatosis, including NF2. 
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