All

 

Just to let you know that Jan and I, and a group of kidney cancer patients and supporters from Oxfordshire, and hopefully other parts of the UK, will be going to NICE HQ in High Holborn, London, on Wednesday 27th August at 12 noon, (with placards and t-shirts) to deliver our letters of objection to their appalling recent draft guidance not to recommend four KC drugs, including Sutent, on the NHS.

 

We will of course welcome any further support from all around the country.  Let's hope that someone is in at NICE!

 

We do not feel that the NICE website is transparent or easily accessible, therefore, if you find the NICE website comments form too confusing or difficult to use, then please write a letter directly to the following address. Please make sure that you ask for an acknowledgement and a response to the points that you make. You could also copy your letter to the media, local and National and to your own MP.

 

National Institute for Health and Clinical Excellence
Renal cell carcinoma -  appraisal consultation
MidCity Place
71 High Holborn
London
WC1V 6NA

 

Thanks for all that you are doing in the way of support, it is greatly appreciated by all of us.  This action is not only for us with KC, but the same may apply to every new cancer drug that comes along.  Why should this drug only be available at present, in certain parts of UK and not South of Birmingham?  Alan Johnson will soon hit his post code lottery target at a stroke, as the drug will not be available anywhere in the UK when NICE make the final decision in January 2009.

 

Sutent is presently available in most of western EU including Rumania, Ireland, USA, Mexico, Argentina and has been shown to extend life by some 2 yrs (with reports of longer life in USA where the drug is given more widely).  There is so much wrong with this decision.  Just read the comments made by leading cancer specialists, they are appalled by the decision.  The NHS spends up to £300million a year on tattoo removal etc...etc...

 

I would remind you that we are challenging the NICE process that is non transparent as we have no idea how they arrive at their bizarre calculations. 

 

We are trying to take on the D of H and are challenging the government and as expected we are faced with a wall of smoke and mirrors.  This has to stop and our elected representatives must be brought to account when they eventually respond to our letters and return from holiday - but by then it will be too late as the 29th August deadline will have passed.  Me cynical?

 

Read tomorrow's Sunday Times we will be in it.

 

We all have a Right to Life 

