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[bookmark: _GoBack]AUSTRALIAN CHILDREN’S CANCER CHARITY ANNOUNCES FUNDING FOR EXCITING NEW GROUNDBREAKING RESEARCH PROJECTS
· World-first Australian research project to find cure for neuroblastoma, a rare toddler cancer, wins bid for funding
· No progress in 10 years in finding a cure for specific high-risk neuroblastoma children 
· “We have to invest today in research to find ways of tackling these diseases better so all babies and toddlers get the chance to survive.” Lucy Jones, Neuroblastoma Australia president 
· “High-risk neuroblastoma is like a wildfire, it is extremely hard to contain, let alone beat, and this is why more research is needed. No family should have to endure Christmas without their 22-month-old daughter.” Rebecca Tooney-Parrish, mother of Indianna, diagnosed with neuroblastoma at 12 months old, and whose tumour regrew despite extensive chemotherapy, transfusions and surgery
December 12, Sydney: Neuroblastoma Australia has announced which ground breaking research projects will be receiving funds from the organisation dedicated to finding a cure for the rare and deadly children’s cancer.
Two projects - one a world-first - were considered to be outstanding by the Neuroblastoma Australia Scientific Advisory Board and have been recommended for grants of $125,000 each.
One of the two winning research projects 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 that 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 Neuroblastoma Australia president Lucy Jones.

“This is a new therapy which has not before been developed in vitro, in mouse models or in patients anywhere in the world, and as it proposes using a drug already being used in clinical trials we should be able to see the results sooner rather than later.”
“The funding from Neuroblastoma Australia will allow our team at Children’s Cancer Institute to identify the specific drivers of high-risk neuroblastoma with TERT oncogene rearrangement and demonstrate a novel therapy that specifically target these drivers,” said Associate Professor Tao Liu.
 
“We hope that, if successful, the novel therapy can be taken into clinical trials, leading to better survival rates and better quality of life for children with this devastating childhood cancer.”
The second successful project, led by Dr Alla Dolnikov at the Children’s Cancer Institute, is researching a new way to make CAR T therapy more effective in treating neuroblastoma tumours by suppressing the MYC oncogene. Currently CAR T therapy which is seen as a promising way of using the body’s own immune system to tackle cancer cells has not worked on neuroblastoma tumours.  But the award-winning research looks like there could be a way of changing this.
This is the first time Neuroblastoma Australia in its 10-year history has operated a formal application process.  Applications were submitted from ten research teams during the bid-for-funding process which opened during Children’s Cancer Awareness Month in September.  The charity’s recently appointed international Scientific Advisory Board, comprising three of the world’s preeminent neuroblastoma specialists independently reviewed all research proposals.
“We are honoured to have exceptional experts in the area of neuroblastoma to assess the requests we receive for funding research projects. With their expertise, we can ensure the charity funds are used to support the most promising meaningful research in line with our mission, developing better and safer treatments for children diagnosed with neuroblastoma,” said Lucy, who lost her own daughter at two and a half years old, nine years ago.

“Some types of neuroblastoma are incredibly aggressive, and no progress has been made over the last 10 years in targeting these specific high-risk types of disease. We have to invest today in research to find ways of tackling these diseases better so all babies and toddlers get the chance to survive.”

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 Christmas without their 22-month-old daughter,” said Indianna’s mother Rebecca Tooney-Parrish, from Marayong in western Sydney.

For more information on Indianna’s story and images see further details attached.
To speak to either Indianna’s mother, Associate Professor Tao Lui or Dr Alla Dolnikov, please contact Jane Owen on 0407936005 or jane.owen@nb.org.au.

Editors notes

Background on Neuroblastoma Australia research project grant recipients

Project 1
by Tao Liu, BMed, MMed, PhD
Associate Professor Tao Liu, BMed, MMed, PhD
Group Leader – Gene Dysregulation Group
Children's Cancer Institute Australia
Lowy Cancer Research Centre, UNSW Australia

High-risk neuroblastoma cases with TERT oncogene rearrangement

Neuroblastoma is the most common solid tumour in early childhood and accounts for 15% of all childhood cancer death. Approximately a quarter of high-risk neuroblastoma is caused by TERT oncogene rearrangement. Children with this subtype of neuroblastoma have less than 40% survival rate and are typically treated with surgery and toxic chemotherapy, meaning those that do survive often suffer life-long side effects.
 
[bookmark: _Hlk8225042]“The funding from Neuroblastoma Australia will allow our team at Children’s Cancer Institute to identify the specific drivers of TERT oncogene rearrangement in high-risk neuroblastoma and demonstrate novel therapies that specifically target these drivers.”
 
“We hope that, if successful, these novel therapies can be taken into clinical trials to see the first targeted therapy for patients with neuroblastoma due to TERT oncogene rearrangement, leading to better survival rates and better quality of life for children with this devastating childhood cancer.”

Project 2
By Dr Alla Dolnikov, PhD
Principal Hospital Scientist
Blood and Marrow Transplant Laboratory, Sydney Children's Hospital
Associated Investigator, Children's Cancer Institute Australia
Senior Lecturer, School of Women's and Children's Health
Faculty of Medicine, UNSW, Australia  

Using MYC inhibitors to potentiate CART cell therapy for neuroblastoma

Current therapies for high-risk neuroblastoma are ineffective and leave devastating side effects due to the toxicity of the treatment. There is an urgent need for novel therapeutic approaches to more effectively treat these children.
 
A promising new approach is Chimeric Antigen Receptor (CAR) T-cell therapy, currently used in some types of leukaemia, which programs a child’s immune cells (known as T cells) to destroy the cancer cells.
 
“This strategy has traditionally proved to be ineffective in children with neuroblastoma as the MYC oncogene (a gene that leads to poor patient survival), which is activated in high-risk neuroblastoma, acts to suppress the immune cells,” explained Dr Dolnikov.
 
Dr Alla Dolnikov and her team at Children’s Cancer Institute have identified a drug that acts as an inhibitor to the MYC oncogene, opening up the potential of the immune cells to fight the tumour.
 
“This is an exciting discovery that that will hopefully lead to the development of a novel therapy using this drug that will mean that we can apply CAR-T cell therapy more effectively in children with high-risk neuroblastoma. It will provide a more effective and less toxic way to treat this devastating childhood cancer.”  

Neuroblastoma Australia Scientific Advisory Board 

Professor Andy Pearson is a former Cancer Research UK Professor of Paediatric Oncology, at the Institute of Cancer Research and the Royal Marsden Hospital NHS Trust in London.  He is an eminent figure in the fields of drug development and neuroblastoma research and was awarded a Life Time Achievement Award from Advances in Neuroblastoma Research in 2016.

Dr Juliet Gray is an Associate Professor in Paediatric Oncology at the Cancer Immunology Centre, University of Southampton. She leads a translational research group focused on novel antibody immunotherapies for neuroblastoma, including preclinical evaluation of novel combinational therapies as well as early phase clinical trials.
Dr Steve DuBois is director of experimental therapeutics at Dana-Farber/Boston Children’s Cancer and Blood Disorders Center. He is a paediatric oncologist with an active clinical and translational research program focused on patients with advanced neuroblastoma and Ewing sarcoma.

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.

“The organisation raises critical funds that will move us closer to finding a cure and help to develop better, safer, treatment options for sufferers,” said Neuroblastoma Australia President Lucy Jones, who lost her own daughter to the disease in 2010.

About Children’s Cancer Institute

Originally founded by two fathers of children with cancer in 1976, Children’s Cancer Institute is the only independent medical research institute in Australia wholly dedicated to research into the causes, prevention and cure of childhood cancer. Forty years on, our vision remains unchanged – to save the lives of all children with cancer and to eliminate their suffering. The Institute has grown to now employ nearly 300 researchers, operational staff and students, and has established a national and international reputation for scientific excellence. Our focus is on translational research, and we have an integrated team of laboratory researchers and clinician scientists who work together in partnership to discover new treatments which can be progressed from the lab bench to the beds of children on wards in our hospitals as quickly as possible. These new treatments are specifically targeting childhood cancers, so we can develop safer and more effective drugs and drug combinations that will minimize side-effects and ultimately give children with cancer the best chance of a cure with the highest possible quality of life. More at www.ccia.org.au

For more information please contact Lucy Jones at lucy.jones@nb.org.au or Jane Owen, PR Manager on 0407936005, and jane.owen@nb.org.au
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