Campaign for Kidney Cancer Drugs
· I, together with many others all around the country, have advanced kidney cancer, a dreadful terminal illness, which can strike anyone at any time.  There is no cure.  Retirement has not worked out as I had expected after a lifetime of work.  My tumours continue to grow untreated.  I cost the NHS very little!

· Every day is a challenge to remain positive when one is faced with the fact that the only only effective life-extending drug, Sutent (sunitinib), has been denied us.  Some are still being treated with a twenty five year old drug, Interferon, which at the most is only 10% effective and can have severe and unpleasent side effects.

· On 7th August, NICE announced their interim decision NOT to recommend that four modern kidney cancer drugs (Sutent, Nexavar, Toricel, and Avastin) be made available on the NHS.  They were not considered to be cost-effective, and yet they were found to be clinically effective.

· Sutent is considered globally to be the most effective first line treatment for advanced kidney cancer and is available in many other countries (including Romania).

· We can only wait in the hope of a positive outcome from NICE when they reappraise new evidence on 14th January.  However, we will then have to wait until March to be told the outcome and, if recommended, we will have to wait a further three months, until June, to get treatment. Meanwhile more will die prematurley!

· Sutent is a licensed drug, and as such, NHS Primary Care Trusts (PCTs), are able to fund the drug is they so wish, pending the final guidance from NICE.  This has led to the so-called “Post Code Lottery” of cancer drug availability.  If I lived within the Birmingham group of PCTs then Sutent would be routinely available.  It has been widely reported in the media, that each PCT has a different criteria for this.  Most have given the availability of Sutent a “low priority” status.  This means that patients have to prove that they are “exceptional” (whatever this means) to be even considered for the drug.  I have seen many heart-rending appeal letters from dying patients to PCTs pleading to be given the chance of a few months more to see say, the birth of a grandchild, or a family wedding.  This is all so cruel when the drug is available for the rich and wealthy despite our paying into the NHS for all our lives!

· We now have a two tier NHS.  The wealthy will live longer than the ordinary taxpayer who will die prematurely.  There have been reports of patients going into remission in other countries.  Why is this being denied us?

· I was so incensed with the gross unfairness of all this that I set up Justice for Kidney Cancer Patients which has now grown into a nationwide network of patients, families and carers.  On 27th August I led a demonstration to NICE HQ in London to hand in our letters of objection in person, as the NICE website was so difficult and confusing for many to post their comments.  This was very successful and I am still being asked for media interviews as to progress.  I have even been interviewed by a Japanese newspaper, and our action has been reported in USA where they just do not understand the appalling way we are being left untreated.

· We have been campaigning locally to try and persuade the Oxfordshire PCT to change their policy, as already 7 of our number have died haviing been denied Sutent.  We attend all their public meetings, lobby our MPs, and have written a stream of letters and yet they refuse to change their minds.

· The Oxon PCT have admitted that they had no clinical specialist Oncologist present when they made their decision not to normally fund Sutent in a meeting of their Priorities Forum of 19th December 2007.  They confimed to me, on 11th September 2008, that they have since funded only 2 requests from 25 applications.  This was considered to be the worst place to live in the country for cancer patients (BBC News Survey September 2008)!

· The Oxon PCT is also spending £1 million on incentivising GPs NOT to refer patients to hospital consultants to save money.  This is just not acceptable as our cancers would not have been found if we were not referred!  

· The Oxon PCT is in surplus funds of forecast £2 million!

· The NHS has a forecast surplus of £2.1 BILLION which is to be clawed back by the Treasury – this should be spent on front line patient care as it has already been allocated from taxpayers pockets!

· I am also Chair of a support group of approx 40 kidney cancer patients based in Oxford called Friends of Renal Oncology Group (FROG).  Some patients who are fortunate enough to have their own private health insurance and one or two others, are being treated with Sutent and their tumours are shrinking and their lives extended.  We try to keep our spirits up with a monthly meeting with visiting speakers and the odd social function – e.g. a recent skittles match against patients with head and neck cancer, a good night out.

· Most of us are in our fifties and sixties, have paid a lifetime of taxes, many have donated blood to the NHS and contributed to society and yet we continue to remain untreated and simply left to die by the NHS.  We have done nothing wrong.  Even a murderer is entitled to a fair trial and yet no one wants to listen to us.  This government is quick to maintain the Human Rights of prisoners.

· What has happened to the Human Rights of the basic taxpayer/citizen of this once great country?  

· What is the point of all the excellent drug research in this country if we are not to reap the benefits?

· Cash has been poured into the NHS system much of which has been wasted.  Do we need 152 PCTs with their top heavy management/administration costs and job duplication?

· The surplus of £1.75 BILLION in the NHS is to be clawed back by the Treasury which should have been spent on patients. It is our money after all!

· One has to ask if the NHS is really "fit for purpose", and is NICE cost effective at £35 million per annum (now £70 million)?
· I am afraid it does look as though we have completely lost sight of common humanity for our fellow man/woman as we are now too tied up with systems of due process rather than the Duty of Care for patients who just happen to have this cruel illness.
· Where is transparency & accountability in all this?
· Hooray! – 4th February 2009.  NICE recommend Sutent (for first line treatment only) subject to four weeks Appeal process (which should present no problems) to enable PCTs to end delays for terminal patients.  In the second appraisal bevacizumab, sorafenib and temsirolimus are not recommended as first-line treatment options for advanced and/or metastatic renal cell carcinoma. In addition, the two drugs also licensed for second-line treatment of advanced or metastatic renal cell carcinoma, sorafenib and sunitinib, are not recommended for this indication.

· Guidance on bevacizumab, sorafenib and temsirolimus for first-line treatment and sorafenib and sunitinib for the second-line treatment of renal cancer is available for public consultation on the NICE website until 4 March 2009. Comments received during this consultation will be reviewed by the independent appraisal Committee at their meeting on 11 March 2009.

· Hooray! – 25th March 2009.  At long last NICE publish final guidance to recommend Sutent (for first line treatment only).  Oxon PCT is giving patients Sutent.  NICE is also appraising the use of bevacizumab, sorafenib and temsirolimus for first-line treatment options for advanced and/or metastatic renal cell carcinoma and the two drugs also licensed for second-line treatment of advanced or metastatic renal cell carcinoma, sorafenib and sunitinib, guidance is expected to be published later this year.

· We must now continue fighting for a positive decision on this second appraisal as a significant number of patients will still require these alternative drugs if they cannot tolerate Sutent.  These drugs will give clinicians the opportunity for introducing additional treatment options especially with regard to sequential treatment as seen in the USA and other countries.  Those patients with rarer sub types also need an effective treatment options other than palliative care. 

· Sadly – NICE Appeal 13th July 2009.  It looks as though NICE will not be recommending any of the above kidney cancer drugs even though considered to be clinically effective.  They are not considered cost effective and it appears that the QALY is not as flexible for end of life drugs, as we were led to believe by Alan Johnson when he addressed the House of Commons.  So it does look as though this country will continue to linger at the foot of the cancer survival tables compared to many others.  Clinicians and oncologists will still only be able to offer limited treatment options once Sutent has stopped working.  Unlike other countries, sequential treatment will not be available on the NHS.

· 26th August - Very Bad News.  NICE have rejected ALL the remaining kidney cancer drugs.  This means that clinicians will not have the option to sequentially treat patients as they do in other countries.  Some patients cannot use Sutent so now they will be left to die untreated.  All this when NHS made a recent surplus of £1.75 BILLION – representing taxpayer’s investment, which has not been spent on patient care.  

Clive Stone – email: clive@stone47.freeserve.co.uk.

Founder - Justice for Kidney Cancer Patients – 27th August 2009

We all deserve the right to life!

