[YOUR FULL ADDRESS]
[YOUR POSTCODE]
[DATE]

Dear [MP’s name],
My name is [Your Name] and I live at [Your Full Address with Postcode]. I am writing as your constituent and as the parent/carer of a child affected by high-risk neuroblastoma, a rare and aggressive childhood cancer that primarily affects very young children.
Children with high‑risk neuroblastoma endure some of the most intensive cancer treatment used in the NHS, often over many months. Even after completing frontline treatment, the risk of relapse remains high, and there are no standard NHS maintenance treatments available in the UK to help reduce that risk.
For some families, a medicine called DFMO (also known as eflornithine or Iwilfin) had offered hope as a possible maintenance option at the end of frontline treatment. DFMO is not licensed in the UK and is not part of routine NHS care, but until very recently it had been available to eligible children free-of-charge through a company‑run Expanded Access Programme (EAP) while regulatory approval processes were ongoing.
Very suddenly and without warning, this company closed the programme to new patients.
This change has occurred because the company that holds the licence for DFMO, US World Meds, did not provide additional clinical trial data that was requested by UK and European regulators. As a result, the European partner company, Norgine, withdrew its regulatory applications. Once that approval route ended, the Expanded Access Programme could no longer continue.
Children already enrolled on the programme will be supported to complete their treatment free of charge, but children who were approaching the end of frontline treatment and expecting DFMO as a next step are now left with no clear, equitable route to access.
The only option currently being suggested is an international private supply route, assessed on a case‑by‑case basis and paid for entirely by families, with no NHS reimbursement mechanism for an unlicensed drug.  Many families feel they are being placed in an impossible position: either lose access entirely or attempt to fundraise vast sums while caring for a seriously ill child.
Solving Kids’ Cancer UK, the leading UK charity for children with neuroblastoma, has been closely involved throughout and has strongly advocated on behalf of patients and families. Working in partnership with the UK neuroblastoma clinical community, they contributed to the regulatory process, pressed for data to be made available to regulators, and repeatedly asked the companies involved to provide families with advance notice and a transition period. Despite these efforts, the programme closed overnight, without warning, and without adequate consideration of the impact on families, or indeed the clinicians who had been prescribing DFMO to families in good faith. For further context, please see their public statement here.
I understand that DFMO is not currently approved in the UK and that the regulatory process is complex. However, the sudden withdrawal of access, the lack of transition planning, and the prospect of families being pushed towards private fundraising for an unlicensed medicine raise serious concerns about fairness, transparency and patient‑centred decision‑making.
I am therefore asking for your help in:
· raising this issue urgently with the Department of Health and Social Care and NHS England;
· seeking clarity on whether any equitable interim solutions could be considered for affected children;
· and supporting greater accountability and transparency when commercial or regulatory decisions suddenly affect access to medicines for children with cancer.
Families like ours feel powerless in this situation. Your support could help ensure that children with neuroblastoma are not left without options simply because the system has failed to manage this transition safely and transparently.
Thank you very much for taking the time to consider this. I would be grateful for any response you are able to provide.
Yours sincerely,
[Your name]
[Your postcode]
