
[image: ]                
CHILDREN’S CANCER CHARITY FUNDS RESEARCH AS #2LITTLE IS BEING DONE FOR NEUROBLASTOMA BABIES
· Neuroblastoma Awareness Day – February 2
· #2little campaign kicks off to highlight lack of funding for rare toddler cancer
· #2little funding goes to childhood cancer research (6% of Government cancer research funding goes to childhood cancers)
· Children diagnosed with neuroblastoma are #2little represent themselves with the average age of diagnosis being just two years old
· “No family should have to endure what we went through,” Rebecca Tooney-Parrish, mother of Indianna, diagnosed with neuroblastoma at 12 months old, and whose tumour regrew despite extensive chemotherapy, transfusions and surgery
2.2.2020: Neuroblastoma Australia has launched its #2little campaign to highlight the lack of government funding for childhood cancers, in advance of Neuroblastoma Awareness Day on February 2.
Less than 6% of Government cancer research funding is given to children’s cancer research according to figures from the National Health and Medical Research Council and Cancer Australia.*
This, says Neuroblastoma Australia president Lucy Jones, is unacceptable, ten years after her own daughter’s loss to the devastating rare cancer which affects babies and toddlers.
“Little progress has been made in the last decade in targeting these specific high-risk types of cancer in children. We have to invest today in research to find ways of tackling these diseases more effectively,” said Lucy.

Despite the charity which she founded in 2010 having contributed over $2million to research into neuroblastoma, more funds are needed to try to pinpoint better and safer treatments for affected children.

“Too little is being done too late and we are losing too many children,” she said.
 
“Government research funding is clearly based on numbers – this provides a totally unfair situation for children diagnosed with rare cancers such as neuroblastoma. How can it be ethical to allow young children – who no fault of their own – have a devastating disease and who could be cured if more funding were invested over time to develop more effective and safer treatments?”

Neuroblastoma Australia announced two ground-breaking research projects to receive funds from the organisation in December.  One of the projects is a world-first and will use an existing drug to treat a group of high-risk children with an extremely rare TERT oncogene rearrangement in their neuroblastoma, who currently have a less than 40% chance of survival.  This research will be undertaken by Associate Professor Tao Liu at the Children’s Cancer Institute.
“This proposal was seen as the most exciting of all the projects submitted to be reviewed by our expert panel as it currently addresses an area where there is very little progress,” explained Lucy.
One of the most heart-breaking outcomes for neuroblastoma babies is after having been subjected to very toxic and relentless treatments over many months, they still relapse and lose their battle within the first few years of diagnosis.
Indianna Martin was diagnosed with high-risk neuroblastoma at just 12 months of age. She passed away only ten months later. Indianna had a particularly aggressive type of neuroblastoma called M-NYC amplified.  After five rounds of high dose combination chemotherapy, 18 blood transfusions, 12 platelet transfusions, more than 100 blood tests and finally an 18-hour operation, her tumour looked as if it had responded and shrunk. However, just three months later - just before a planned stem cell transplant was due to start - a CT scan revealed the disease had returned and had spread throughout Indianna’s little body.

“High risk M-NYC amplified neuroblastoma is like a wildfire, it is extremely hard to contain, let alone beat, and this is why more research is needed to be able to give children like Indianna a higher chance of survival. No family should have to endure what we went through,” said Indianna’s mother Rebecca Tooney-Parrish, from Marayong in western Sydney.

For more information, please contact Jane Owen on 0407936005 or jane.owen@nb.org.au.

About Neuroblastoma Australia
National charity Neuroblastoma Australia funds research into neuroblastoma – the leading cause of cancer deaths in children aged under five years. Neuroblastoma is a greatly underfunded form of cancer. The average age of children diagnosed is just two years, and those with the most aggressive form of the disease have only a 50 per cent chance of survival.

https://www.neuroblastoma.org.au/
https://www.neuroblastoma.org.au/Event/neuroblastoma-awareness-day
https://www.neuroblastoma.org.au/grant-recipients 
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*see attached pie chart showing cancer spending breakdown
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