Rt Hon Matt Hancock MP
Secretary of State for Health and Social Care
Department of Health & Social Care
Ministerial Correspondence and Public Enquiries Unit
39 Victoria Street
London
SW1H 0EU
August 2020

Dear Minister
We are writing to you as a group of UK families offering a personal perspective of a devastating condition, the specific childhood brain cancer ‘DIPG’ or Diffuse Intrinsic Pontine Glioma. 

DIPG tumours are the most aggressive of all childhood cancers, the prognosis is always ‘terminal’. Due to their location in the brainstem they cannot be surgically removed, they do not respond to chemotherapy and palliative radiation is the only ‘front-line’ validated standard of care. This offers just a temporary respite of symptoms (in approximately 70% of cases) before the tumour progresses and the child dies in a truly short space of time.
We would implore you to act urgently to assess the vital contribution needed to commission or support necessary medical research to help overturn this uniformly fatal cancer affecting our children. 

There have been numerous mentions in the House regarding ‘brain stem tumours’ ranging from previous debates in 2016 through to the most recent during PMQ’s on July 15th, 2020.
The Prime Minister was tasked by Kirsten Oswald MP on behalf of her constituent Daniel Caplan to which he replied “I will do what I can to ensure that the hon. Lady is able to make representations to the Department of Health about ensuring that childhood brain stem cancers are properly understood and properly tackled by this country.”
Whilst medical advances in the past 40 years have greatly improved the survival rates for children diagnosed with most types of cancer, these advances have done nothing for children with DIPG. There is no survival rate and the average life expectancy is just 9 months.
· Brain tumours remain the most common cause of cancer-related death in children, and DIPG is the leading cause of death from paediatric brain tumours. 
· A child diagnosed with DIPG today faces the same prognosis as a child diagnosed over 50 years ago. 
· There is still no effective treatment and no chance of survival. Only 10% of children with DIPG survive for 2 years following their diagnosis, and less than 1% survive for 5 years. 
This is unacceptable. This represents one devastated UK family every nine days. 
Can you imagine being told there is no cure, no available or effective treatment, and no hope?
We are deeply dedicated to achieving change, despite our personal losses and devastation. We are all acutely aware of the constant source of anger, despair and frustration within our ‘community’ that remains with the complete lack of clinical options available within the NHS. Currently there is no National trial for children diagnosed with DIPG in the UK.
Evidently until we have some therapeutic success this can and will only continue to be a source of devastation and painful loss for many more families.
Small patient cohorts and the fact that specific experts in this field are spread around the world make any research difficult, all ‘rare’ cancers require global collaboration, and we understand that moving forward with data in a ‘meaningful’ way for children is highly complex.

We advocate that the UK has the necessary scientific advisory specialists that can help, and that they should be convened as soon as possible and directed to answering the extremely specific questions of how we might do better and challenge the current outcomes.

This is not only in translating the ‘science’ and knowledge that we do possess into new available treatments for our children, but also in accessing the most progressive studies and clinical trials elsewhere with new models of ‘shared care’ for patients.
The ‘Tessa Jowell Brain Cancer Mission’ is not supplied directly with Governmental funding but as conveners of change has the goal (among others) of building capacity, infrastructure, and excellence in the ‘brain tumour research’ field, however this takes time and is centred on adults. We feel there is significant ‘unmet need’ to do much more in the shorter term with greater precision and focus addressing the mitigating circumstance and severity of DIPG disease. With such a short clinical course many more children will die waiting for longer-term efforts to pay off.
We understand the current funding process, highlighted and themed calls with ‘peer review’ via NIHR is a principal based on ‘competition’ for those available funds, and that should be a stimulant for quality. As with other funders NIHR does not generally allocate funding for specific disease areas, clearly however this process may just not be conducive or a stimulus in such a specialised area as DIPG research.
Most researchers are actually unaware of these themed calls’ and an historical lack of funding generally pushes them in the direction of other ‘funders when major consideration is the ‘wider-impact’ use of public funds.
We believe that programs of sufficient quality with notably prolific UK experts who are collaborative with international groups in this specific DMG/DIPG field should be utilised.
We would urge you to convene and appoint UK experts directly to make centralised efforts and bring forward a new prioritisation strategy for DIPG based on this collaboration.
We understand the current climate is economically challenging for all, many conditions are being side-lined in favour of research for the Covid-19 response. 
The demand for attention however for DIPG is unchanged! Still marginalised, and disproportionately affected for too long, the urgency if possible is even greater.
At a date to be advised post recess, DIPG will be part of the subject matter for debate of the Petition ‘Fund research for childhood cancers with the worst survival rates’ currently this has gained 108,925 signatures.

With our correspondence we do hope that you will now provide greater scrutiny to DIPG as a ‘research’ area and in an evidence-based way substantiate how Government is directly supporting or may do so in the future.
Any charities funding specific research are predominantly parent-led in this area, they are very few and they can only do so through public generosity. The severe impact on income streams from the pandemic now means significant instability and long-term consequences for these charities, for any potential to save children’s lives…for any hope.

Please ask whether this should be the burden of parents and families that have already paid the ultimate price.

