TEMPLATE LETTER TO PARLIAMENTARY CANDIDATES

[Your address]
[Date]
[Candidate’s name]
[Candidate’s address]
Dear [Candidate’s name],
I am writing to request your urgent action as a Parliamentary Candidate hoping to represent my constituency following the General Election, regarding the appeal of NICE’s decision not to recommend the use of azacitidine to treat Myelodysplastic Syndromes (MDS) in the NHS.

MDS are a complex group of malignant diseases that cause the bone marrow to malfunction and produce too few or poorly functioning, blood cells. Most MDS patients have to rely on frequent blood transfusions to manage anaemia and extreme tiredness. While the average survival of patients with MDS is about twenty months, nearly a third progress to a very aggressive and resistant form of leukaemia with an average survival period of only 6-12 months.

[ADD YOUR EXPERIENCES OF LIVING WITH MDS HERE].

Azacitidine is the first and only licensed drug available specifically to treat MDS and has been proven not only to slow the progress of the disease and extend life but also to vastly improve patients’ quality of life. 
In their final recommendations published on 4th March 2010, NICE recognised that azacitidine is clinically effective but concluded that it “would not be a cost effective use of NHS resources”. Considering that only 700 patients a year in England would require treatment with azacitidine this does not constitute a large burden on the NHS budget.

If NICE’s recommendations become final guidance, the only other treatment option for MDS patients who are not well enough to undergo chemotherapy is palliative care. This ruling would deny patients access to a treatment that can provide upwards of 9 valuable months with their families at the end of their lives. Patients like me that have such a poor prognosis and few treatment options, should be able to access the best treatments available that are already routinely provided in Europe and North America.

Ensuring patient access to treatments for rare cancers such as MDS is a big challenge in healthcare policy currently, as is the issue of providing cancer care for our increasingly aging population. Should you be elected to Parliament in May, it is important that you are aware of the national importance of these issues but also how they impact on constituents such as me.

MDS UK are appealing NICE’s decision and this will be our last chance to gain access to azacitidine in the NHS. I would be very grateful if you would write to the Secretary of State for Health, Andy Burnham MP and Mike Rawlins, Chair of NICE to explain the impact that negative guidance on azacitidine will have on people with MDS and their families and call on them to support a positive appeal outcome. 

With thanks, in anticipation for your support 

Yours sincerely
[Name]
