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

Dear <Insert MP Name>
Petition: Fund research into pediatric brain cancer & earlier access to experimental drugs
As your constituent I am requesting your support for Children’s Brain Tumour Research in the UK. 

There is a clear unmet need to develop new effective treatment strategies for brain tumours, including the childhood brain tumour ‘Diffuse Intrinsic Pontine Glioma’ or DIPG, which accounts for around 15% of all childhood brain cancer diagnoses each year. 
This represents approximately one UK family every 9 days.

Despite the incredible advancements in care for childhood cancer and improvements in survival, there are still children’s cancers today that remain incurable and untreatable, and DIPG has a virtually zero per cent survival rate worldwide. 
Average survival is nine months and it strikes at the most heart breaking time of life usually between the ages of 5-9 years. This prognosis remains unchanged for more than fifty years.

There are no proven effective treatments available for children with DIPG -   in most cases, children will be administered with six weeks of ‘palliative’ radiotherapy without any adjuvant protocols to prohibit tumour growth or progression. Currently each child sadly will die with complete certainty. 

Research into this devastating disease is vital in order to develop new effective treatment strategies specifically for these young DIPG patients.  Translational research cannot be converted into clinical benefit for these children fast enough and intervention is required. 
A position statement obtained from The Institute of Cancer Research states: 

“The ICR would like to see an expansion of early-stage paediatric clinical trials – including for brain tumours such as DIPG – in order 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.

We would like to see additional measures to support the basic scientific research which feeds the delivery of novel drugs and treatments for children to the clinic as early research into paediatric drug targets is currently underfunded.

There is a shortage of early-stage clinical trials testing new cancer drugs in children, and this acts as a major barrier to efforts to improve survival rates from paediatric cancers. 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. The lack of paediatric cancer trials restricts or delays access for children to the latest drugs, some of which could be of significant benefit to them.”

I know that the issue of brain tumour funding has recently been taken up by the House of Commons in a debate in April 2016, where DIPG was highlighted as particularly devastating; with numerous accounts from affected families who had all lost a child to the disease.

We can be encouraged by this increase in awareness and discussion, but feel that there is much more to do, and I am asking for your support for this specific issue. 

There are many key issues that still need addressing.

· A ‘Right To Try’ emerging therapies with cost equivalent support to NHS care , including trial, radiotherapy, scanning, drug and palliative services.  Once diagnosed DIPG progression is swift and terminal - access to emerging treatment should be automatic and immediate whilst a glimmer of hope still remains. It is also wholly inappropriate for parents to spend time and expense fighting a regulatory ‘system’ when time is of the essence and they should be caring for their child.

· New funding models are needed to support research to help better understand the          disease and to discover and develop new ‘targeted ‘treatments.
· Wider use of biopsies as part of clinical trials design to make tissue available for research and inform ‘personalised’ options in real time for the patient.

· Adaptive clinical trial designs suitable for smaller groups of patients and at all stages of disease. (Currently ‘newly diagnosed’ patients only are eligible and also resigned to single agent’ treatment arms when research shows this will not be curative)

· Earlier adoption of new drug delivery methods and systems, with adequate funding for their development and pre-clinical testing. Marrying  technology with latest scientific biological advances

· Greater flexibility in regulatory process that expedites new treatments in a timely fashion, and enables compassionate care with access to approved drugs for their mechanism of action.
There are very few DIPG specific brain cancer research charities in the UK.  Those that exist such as ‘Abbies Army’ work as ‘parent-led’ organisations raising awareness of the condition and are solely dependent on funding streams that are often delicate and certainly not sustainable.

There is currently a petition circulating which calls for additional funding for DIPG research in this area:

https://petition.parliament.uk/petitions/200017 
Write a few lines about your own personal interest in this current petition here…..

Families receiving this diagnosis today have a bleak outlook with very few options and little hope for the future of their child. 

I would welcome your support for this petition and in the event of any further debate on this topic, for you to attend on my behalf. If you would like to meet for further information I would welcome the opportunity to discuss further.

Yours sincerely

<Your Signature>

<Your Name>
