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JW: The National Institute for Clinical Excellence – NICE – is to announce today that a drug that treats bone marrow diseases, Vidaza, is not going to be made available on the NHS in England and Wales. Eight cancer patient support groups have come together to lobby for that decision to be reversed.
Professor Rodney Taylor is a retired consultant and is himself taking the drug. Good morning to you.

RT: Good morning

JW: Why are you taking it and what effect does it have?

RT: I am taking it because I have this condition MDS- myelodysplastic syndrome- and I’d become increasingly anaemic, I’d had a reduction in all the different cell lines produced by the bone marrow and I was needing regular blood transfusions. I was profoundly debilitated by it at the time.

JW: And what effect did the drug have?

RT: It’s transformed me -a considerable difference. I’ve become much more active, much more mobile. I’ve got my energy back.

JW: And you’re sitting here in the studio apparently completely healthy.

RT: That’s exactly the way I feel. It has been a considerable transformation.

JW: And you are convinced that is down to the drug? I mean there’s no coincidence here? 

RT: Yes, nothing else has happened. And I haven’t needed a blood transfusion for eight months now so it’s made a big difference.

JW: And it’s not a large group is it of people who are taking the drug but it is a group of, what, under a thousand people who are, you think, most of them feeling the benefits?
RT: Yes, it’s about 700 people a year in the UK who would need this drug so it is a very small number and in terms of the total drug budget it’s very small.

JW: So when you look at what NICE is saying – the appraisal committee concluding –this is a statement they have made: ‘relative to the benefits the price the NHS is being asked to pay for this drug is still too high for it to be recommended as a cost effective use’.
RT: Yes, NICE has this threshold of about £30,000 as being the what it – the cost it puts on one quality adjusted life year and this is worked out as part of that threshold.
JW: Yes, this is the mathematical formula isn’t it that they use that we have been into before. But how much actually is the drug – to get it in sort of bald terms – what does the drug cost?

RT: A full year’s course of treatment would be something like £45,000 but there are ways of softening that blow. One is what’s called a patient access scheme whereby the manufacturer shares part of the cost and there is also a discount offered. And our particular concern is that NICE is – the whole formula that NICE uses is not sympathetic to these rarer conditions and less common drugs so it does need to review those and look at things in a rather different way. And this may be suitable for a large-scale drug like a statin reducing cholesterol levels but for these rarer disease and orphan drugs, the procedure is not appropriate. We’re lagging behind the rest of the world. Throughout Europe now this drug is available, in North America it is, but NICE has rejected it.

JW: Rodney Taylor, Professor Rodney Taylor – thank you very much.

