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TX:  05.07.10 - Parkinson's Drug

PRESENTER:  JULIAN WORRICKER


WORRICKER
Now thousands of people with Parkinson's are having difficulty getting some vital drugs they need.  Many use a drug called Sinemet but there's a global shortage of it, leaving sufferers in pain and feeling vulnerable and what's more we've been told that this shortage is likely to go into next year.

The drug is made by the pharmaceutical company Merck Sharp and Dohme, they told us that according to their latest figures over 33,000 people in the UK were taking the drug, that was last year.  They've told us the short supply has arisen because they've changed the supplier of one of the active ingredients of Sinemet and as a consequence they have to go through time consuming approval procedures.  But one You and Yours listener, Bryony Cook from Reading, told our reporter Siobhan Tye that she's only got 30 days of tablets left.

COOK
I take three tablets in the morning and I take two tablets three times after that.  I am drug dependent, in other words I have to take medication every four hours in order to get about and function normally.

TYE
What does it involve taking Sinemet?

COOK
Well I've got four different drugs I take, there are two types of Sinemet, this is the most effective drug of all and it's the one that makes a great difference to me.  And one of the drugs I take during the day, this is known as Sinemet plus and it acts fairly quickly and I have to wait about half an hour after taking the drugs and then I begin to feel the effects.

TYE
How does it help you exactly?

COOK
Well it enables me to move, to control my movements, to balance.  Without it I mean I would fall over, I wouldn't be able to stand up and in fact I wouldn't be able to get out of bed.  When the drugs start to wear off, which for me is every four hours, my muscles start to seize up and they become very cramped and it all becomes very painful.

TYE
And now there's a problem in getting Sinemet.

COOK
Yes, you know I go to the - I've been to the chemist with a prescription and waited for it to be developed and he said there's nothing available, so you go back to the GP and ask for an alternative and you get another prescription and you go to the pharmacist and he hasn't got that one either.

TYE
What does the chemist say about this, what's their explanation?

COOK
Well he said they're not really sure what's going on, I think that's the real problem is the lack of information.

TYE
And what does your GP say about it?

COOK
Well she said right at the start, she said you know you tell me what you want but the problem is if you change your prescription you have to go through the consultant in the hospital, so getting a different prescription is always going to be a problem for everybody.

TYE
If the worst came to the worst and you couldn't get Sinemet what would happen?

COOK
Well it would be like it feels when I go off every four hours but that would be just permanent, in other words I would be in permanent pain, unable to move, unable to look after myself, unable to stand up or walk.

WORRICKER
Bryony Cook.  Well with me now is Graham Philips, a pharmacist from Letchworth, who's also a member of the Royal Pharmaceutical Society and Val Buxton from Parkinson's UK.  Val Buxton what concerns have you heard about this?

BUXTON
Well I think very much reflecting what we've just heard from Bryony, that we're having a number of people calling our helpline each day and posting on our online forum about the difficulties that they're facing getting Sinemet and even getting some of the alternatives that are also available for the condition.  The people themselves are actually having to phone around looking for supplies and driving in and out of different places to try and get the medication that they need and that just doesn't seem appropriate.  Obviously, as we've heard, people are really dependent on this drug to help them manage their symptoms and the anxiety that this poor communication is provoking is really unnecessary.

WORRICKER
What reassurances, if any, are you able to offer people at this point?

BUXTON
Well I think the reassurances that there are alternatives available but because the communication from the manufacturers has been poor the reality is that people feel that they don't feel reassured that they will be able to get those alternatives.  And so what we're calling for is for the manufacturers to communicate directly with people's [indistinct words] Parkinson's and to give a sense that they're actually managing this situation actively.

WORRICKER
Let me just read to you part of what the suppliers of Sinemet have said specifically on that.  They acknowledge that tablets containing the same active ingredient as Sinemet are available from other manufacturers and they say the NHS has issued guidance on how patients can be transferred on to them and that's via one of the NHS websites.  They say this will require the prescription to be re-written and patients should discuss this with their doctors but that, for you, isn't sufficient?

BUXTON
Well I think that the problem is that of course they want to be careful not to generate panic and to involve people in stockpiling drugs that will just make the situation worse but now that the situation is that people know that there is this shortage, that they don't feel reassured that the situation is being managed effectively and I think in the vacuum of information from the drug manufacturers all sorts of conspiracy theories abound and then people get more anxious which is clearly not helpful.

WORRICKER
Let me bring Graham Philips in at this point.  From the point of view of a pharmacist based, as you are, in Letchworth presumably people are coming in to your pharmacy many times, Graham, asking for this, are you able to supply it?

PHILIPS
Yes good afternoon.  I'm very keen to pour some calm on troubled waters here actually because what I don't want to do is sew the seeds of panic, which won't help.  I have every sympathy with the patient that you interviewed at the start because the simple fact is people's reaction to Parkinson's and the treatments is very, very individual and once you've found the combination that suits you you're very anxious about any change.  But actually as pharmacists we're familiar with dealing with these sorts of problems, it's in some sense every day for us.  We are pretty much able to manage the situation well.  Knowing that I was coming on this programme I spoke to a number of colleagues over the weekend and in no case have we failed to supply a patient with either the drug or a perfectly suitable alternative by discussion with their GP or with their consultant.  So there are numerous alternatives out there and I think it's a question of us working together with the patients and with the prescribers to find the best results.

WORRICKER
Well let me just concentrate on that for a moment, you talk about the perfectly suitable alternatives.  As you know people, when they change from one drug to another, are naturally concerned about doing that, despite the assurances they're given, can you give them a cast iron assurance in this instance that there are, as you put them, perfectly suitable alternatives?

PHILIPS
Yeah, I mean I cannot guarantee that any particular patient - their individual control might be a little bit affected and I completely understand the anxiety that people have but what I wouldn't want people to have the idea is that they're going to end up with no drug at all and no control of their symptoms, that's absolutely not the case.  In every case that we've dealt with - and it's quite a few - we have provided alternatives and sometimes there's been some rebalancing.  Now obviously we don't want to be in those circumstances and we don't want the patient to have to go through any of that but in all cases we have been able to provide them with alternatives and re-stabilise them.  It may take a bit of time and it's not ideal - I'm not trying to justify the situation or heap praise upon the manufacturer - but what I can say is that pharmacists can provide alternatives if we work with the patients and work with the prescribers.

WORRICKER
We're talking here about one specific drug but if we look more broadly are you seeing other examples of important drugs not being as available as perhaps they should be because of situations like this arising?

PHILIPS
Yes I mean these situations aren't that unusual, I mean to some extent it's like any other form of supply, if the regulatory authorities visit a manufacturing site and they're unhappy then they'll shut it down or if, as is happening with increasing consolidation in the industry, some of these things do fall down the cracks.  And pharmacists spend quite a lot of time in fact making sure that patients are reassured.  And behind the scenes everything - on the surface it all looks quite calm but like the swan we're peddling furiously and making sure that we smooth these problems over.  So they very rarely actually get to the attention of the problems - the problems very rarely come to the attention of the public because we work so hard in the background smoothing the problems over, talking proactively to the doctors and lending each other products if we need to.  So we usually find a way to deal with it.

WORRICKER
Thank you both very much.  Graham Philips and Val Buxton from Parkinson's UK.  And just to reiterate one other line from the manufacturer/supplier:  MSD is doing everything it can to resume normal supply quantities and expects to be able to provide full stock levels sometime in 2011.


