<Your Name & Address – as all letters should be read and a reply returned>

Dear <Insert MP Name>
Petition 300027 - ‘ Fund research for childhood cancers with the worst survival rates’ 
As your constituent I am requesting your support and representation for the above Petition that has now been put forward for debate by the Petitions Committee. 
Most specifically I wish to urge investigations into the childhood brain cancer, Diffuse Intrinsic Pontine Glioma ‘DIPG’
· Cancer is the leading cause of death in children aged 1-14 in the UK.

· Disease biology in children is known to be different to adult cancers and as such demands specific research
· Brain tumours whilst not the most common are the most prevalent cause of cancer death (34%), they are recognised as an area of clear ‘unmet need’ in research.
· The frequently used statistic that 82% of children will be cured from childhood cancer hides great disparities in outcomes for subsets of patients with the most ‘difficult to treat’ disease.

· The cure rate ‘statistic’ for childhood cancer is based  on a five-year survival, some children however face a lifetime of debilitating side effects from treatment if indeed they do survive, some do still relapse (and die) sadly after this time.
DIPG is a paediatric high-grade glioma that has seen no improvement in a 0% survival rate for more than five decades, the average life expectancy of a child diagnosed is just nine months.
Affecting around 40 children each year it accounts for 15% of all the brain tumour diagnoses made and devastates one UK family every 9 days.
Only 10% of children with DIPG survive for 2 years following their diagnosis, and less than 1% survive for 5 years
Despite all the incredible advancements in care for childhood cancer and improvements in survival, there are no proven effective treatments available for children. This situation is forcing UK families to fundraise for hugely expensive options to access trials and private treatments both here and abroad.
Standard of care is usually six weeks of ‘palliative’ radiotherapy and no National trial options are available.  Currently each child sadly will die with complete certainty. 

The current petition is relevant to me because….

YOUR STORY

Write a few lines about your own personal interest in this current petition here…..

Research into this devastating disease is vital to develop new effective treatment strategies specifically for these young DIPG patients.  

These are some of the issues I would like addressed.

· Government, through the National Institute for Health Research (NIHR), should ringfence funds and possibly ‘commission’ in areas of mitigating circumstance in childhood cancer research. More specific ‘Themed calls’ are required.
· The funding figures quoted in response must be transparent as must the government’s answers about the lack of progress in curing these diseases. How much has been given for childhood cancers and DIPG specifically via the TJBCM? (Tessa Jowell Brain Cancer Mission)

· An expansion of early-stage paediatric clinical trials – including brain tumours such as DIPG are needed to accelerate development of safe, effective, innovative treatments for children. Paediatric cancer medicine needs to incorporate advances seen in adult cancer treatments such as molecularly targeted drugs and the use of biomarkers, and this can only occur through more trials. Clinical research must be suitable for smaller groups of patients being resigned to single agent’ treatment arm when research already shows this will not be curative is unethical.
· Few cancer drugs are developed specifically for children, and when drugs are developed for adults, they are often either not tested in children at all, or not for some years afterwards. This restricts or delays access for children to the latest drugs, some of which could be of significant benefit to them

· Support for new technologies and drug delivery methods and systems, with adequate funding for their development and pre-clinical testing. Marrying technology with latest scientific biological advances will be key to treating DIPG disease.

· Greater flexibility as seen in relation to the Covid-19 pandemic in regulatory process that expedites new clinical treatments in a timely fashion and enables more compassionate care with greater access to approved drugs for their mechanism of action.

The issue of ‘brain tumour research’ funding has previously been debated by the House of Commons where DIPG was highlighted as particularly devastating. Since that debate any funding announcements have not been of relevance or beneficial to DIPG patients.
DIPG brain cancer research charities in the UK are very few, those that exist often work as ‘parent-led’ organisations and are solely dependent on community fundraising streams that are delicate and currently unsustainable. Most if not all pre-clinical research is funded by charities.
I would welcome your help with this petition and support in the event of any further debate on this topic.
If you would like to meet or further information, I would welcome the opportunity to discuss.

Yours sincerely

<Your Signature>

<Your Name>
