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YOUR ADDRESS

[INSERT MPs NAME]
House of Commons 
London

SW1A 0AA

[DATE]
Dear

RE: MDS UK and MDS Forum Parliamentary Lobby 26.10.10 

I am writing to inform you that I will be attending the MDS UK and MDS Forum Parliamentary Lobby on Tuesday 26th October. The Lobby calls on MPs to support access to the best available treatment and care for patients with myelodysplastic syndromes (MDS).
Myelodysplastic syndromes are a complex group of malignant diseases that cause the bone marrow to malfunction and produce too few or poorly functioning malformed blood cells. MDS patients suffer from chronic, severe fatigue and are at risk of progressing to acute myeloid leukaemia (AML), a more aggressive form of leukaemia with a life expectancy of only 6-12 weeks. 

[ADD YOUR EXPERIENCES OF LIVING WITH MDS HERE. Include specifics about when you were diagnosed, what challenges you faced accessing treatment and the impact it has had on your life and your family.
Azacitidine is the first and only licensed drug available specifically to treat MDS, and has been proven both to slow the progress of the disease and vastly improve patients’ quality of life by freeing them from repeated cycles of blood transfusions that necessitate frequent hospital visits.

On 22nd July 2010, NICE upheld the appeal against the Appraisal Committee’s decision not to recommend azacitidine for use in the NHS. Despite concluding that azacitidine is a clinically effective treatment that can give patients an additional nine months of life, NICE initially gave a negative recommendation because it was not considered sufficiently cost effective for use in the NHS. With only 700 patients a year in England requiring treatment with azacitidine, we do not believe that this constitutes a large burden on the NHS budget. However, an additional nine months of quality life would make an enormous difference to MDS patients and their families. 

We now face a reappraisal that could last until March 2011; two years after the process began. As many as 1,500 patients will have missed out on a crucial opportunity for treatment, some patients seeing their condition deteriorate severely and their life expectancy significantly reduced. Measures such as the Cancer Drugs Fund and the emergency £50m fund available from October 2010, while welcomed by MDS UK and the MDS Forum, will not be accessible until NICE has made its final recommendation and even then, patients will have to go through exceptional cases hearings at their PCT and pass the new SHA clinician panel before getting treatment. This is time that MDS patients simply do not have. 

On the 26th October, MDS patients, carers and clinicians are coming to Parliament to call on MPs to support a swift and positive appraisal of azacitidine. This will ensure that MDS patients get access to treatment that can provide them with valuable months of quality life with their families at the end of their lives.

I will be in Central Lobby at xxx and would be delighted if you could find a time in your diary to arrange to meet with me. Should you have any questions about the lobby and to discuss a convenient time to meet on the 26th October, please contact me at/on INSERT PHONE/EMAIL.
I look to meeting with you on the 26th October.

Yours sincerely, 

[Name]
