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White
Good evening.  Age Related Macular Disease or AMD is the most common cause of sight loss amongst older people in this country; it's estimated that the number of people developing the condition each year is somewhere around 40,000, considerably more than we used to think.  That's the bad news.  The good news though is that there are already a number of treatments for this condition which can stabilise sight loss and now there even seems to be a new treatment which could, for some, bring about small improvements in sight.  So today we're going to be looking at a range of developments and trying to sort out fact from fiction and what this could all mean to those who already have or are developing macular disease.

Most people, at the moment, will be receiving treatment with drugs, most likely Lucentis, possibly Avastin, and there's also a new drug recently on the market, we'll be finding more about.  But there's also a potentially exciting treatment which could in the future make drug injections less frequent.  It's a form of radiotherapy, which closes the lesions behind the eye caused by leaking blood vessels.  Tim Jackson is a consultant ophthalmologist who's been closely associated with the trials for this treatment.  He told me more about it.

Jackson
Well the idea of radiation is that it kills off the blood cells that are causing a problem in the back of the eye and macular degeneration.  So whereas the injections are designed to suppress the disease the idea of radiotherapy is that it may - it can kill off the blood vessels that cause such a lot of problems in the back of people's eye.

White
So how exactly does it work?

Jackson
It works by targeting cells when they're proliferating and in the case of macular degeneration there are new blood vessels that grow in the back of the eye and when they're growing they're in a slightly vulnerable state; the radiation comes in it hits their DNA and because they're growing dividing cells they're unable to repair the DNA as well as the mature cells that are in the rest of the retina.

White
So from the patient's point of view what exactly happens?

Jackson
They sit with their head on a chin rest and then a robotically controlled system fires the radiation through the outer coats of the eye.  The eye's held in position with a contact lens just to make sure it keeps in the right orientation during treatment.  The treatment takes maybe 10, 20 minutes, it varies a little bit but it's a one off treatment and then they go home pretty much on the same day.

White
So really quite a gentle experience?

Jackson
Yes it's not too bad, I think everybody probably has a degree of anxiety when they say they're going to have radiation shone into their eye and I can understand that but the reality is that the treatment itself is relatively benign.

White
And what are the claims for it?

Jackson
Well I think you've got to discriminate the claims from perhaps the facts but I think in terms of the data that we've seen so far essentially it reduces the number of injections that patients require by about a third.  Now there's quite a spread - there are some patients who really have a dramatic response and they need virtually no further injections once they've had the radiotherapy, there are other patients in whom it doesn't work quite so well.  But on average patients reduce their injections by about a third.

White
Now you're talking about its achievements in terms of cutting down injections, you're not talking about it there in terms of what it will do to your sight.

Jackson
Well that's a very sensible question.  The study that was set up was designed in such a way that it could demonstrate a reduction in the number of injections which it did, the study wasn't actually designed to look at vision which seems unusual for an eye treatment.  Having said that what we've done is we've looked at the visual outcomes within the trial, which was one of the outcome measures, and that showed a fairly similar vision to injections.  However, if you target the patients with the most suitable disease then we did find that the visual acuity or the visual function was significantly better than it was with the injections alone.  So knowing what we know now if we target the right patients we're expecting would probably see a slightly better vision than they would have with the injections.

White
And I mean can you define exactly who the right patients are?

Jackson
So the patients that were enrolled on to the study were patients requiring regular Lucentis injections and the ones that responded best were the ones where the lesion wasn't too large in the back of the eye.  So in terms of the patient perspective I think if you're not having on-going Lucentis injections it's probably not going to be the treatment for you.  If on the other hand you are needing Lucentis injections you may be suitable for treatment.

White
Well one man who's already been receiving this treatment privately is Jonathan Gathorne-Hardy, author of well over 20 books and still writing in his 80s.

Gathorne-Hardy
Well I first got AMD - macular degeneration - in my left eye about three years ago and they'd just brought in or as far as I was concerned just brought in Lucentis which they inject, as you know, inject the eye with a very, very expensive substance about every three months and I suppose I've had about 13 of those in my left eye.

White
Really and what's that experience like?

Gathorne-Hardy
Not at all nice, I don't think you can say it hurts but you sort of feel your eye has been bruised, which it has to a certain extent and they put an anaesthetic in.  It's just very frightening.  I mean the first time I had it done they prop your eye open with sort of clips and then the needle comes towards you and the first time it happened the consultant said you're not helping matters, Gathorne-Hardy, by jumping.  And then my right eye developed AMD and I think I had three of the horrid Lucentis injections and I managed to get on the trial with Tim Jackson.

White
Now just before we talk about that, so what level of sight loss were you experiencing?

Gathorne-Hardy
Well my left eye, which had had it a certain amount, I mean discovered actually that I wasn't really using my left eye for anything like writing or reading, it could see but I could see quite often sort of blank bits in the middle but it was alright, I could drive.  But my right eye was essential really.  And when I developed AMD in that I did get a bit nervous - that was going to have two lots of injections.

White
Right, and presumably the problem for you is as a still working writer your eyesight is perhaps even more crucial to you than it is to most people?

Gathorne-Hardy
Well I'm not sure about that, I mean I think anyone who has sight and then loses it is pretty appalled.  I mean it would be worse for a taxi driver.

White
Now tell me about the new treatment.

Gathorne-Hardy
You just sit in front of one of those eye machines and look into darkness, your head clamped, for about 10 minutes, quarter of an hour, you don't feel anything or see anything and then you're unclamped and that's it.  And in my case it was amazingly successful - I haven't had Lucentis in my right eye ever since and this is two years ago.  And apparently my sight has slightly improved, I can't say I notice it, I think one line of those charts you look on I can see which I couldn't see before.

White
So you wouldn't claim that it had made a huge difference except insofar as your sight hasn't got any worse?

Gathorne-Hardy
If you have the Lucentis injections not having them is a huge difference but yes as far as my sight goes it's not getting any worse.

White
And is there any question of you having it in the other eye - this treatment?

Gathorne-Hardy
Yes, they've said they will let me have it in the other eye.  At the minute it would be private and it would cost £4,000, well writers don't make that sort of money unless they're not me, as it were, but they have agreed to do it free.

White
And what prognosis have you been given for your own sight?

Gathorne-Hardy
Well I think they're not certain but at the minute the prognosis is that my right eye is effectively cured but you'd better to talk to Tim about that, Tim Jackson.  I don't think he would go so far as to say that but certainly the number of injections I have well so far I've had none but I suspect I may get round to having one every six months or something.  The left eye is pretty hopeless but at least I'm not going blind in it.

White
Jonathan Gathorne-Hardy.

So what is the prognosis in Jonny's case and how typical is he?  I asked Tim Jackson.

Jackson
He's done very well, I mean he required injections before it and had had really minimal treatment since then, so he's been one of these patients where the radiation treatment seems to have really shut off the disease.  I'm always anxious about using the word cure but in terms of his requirement for on-going injections he seems to be very good.  If we were to treat his other eye then we may well see a similar reduction in the number of injections but no two eyes are exactly the same and without getting into very fine details we can't be 100% certain in any prediction.

White
And what's quite interesting about Jonny is that he says that although he's been told that there is a discernible improvement in his sight it's not an improvement that he can actually define or say he can do this rather than that, does that suggest that the actual improvements are really pretty slight?

Jackson
Well I think again it's one of these difficulties between sort of making generalisations and talking about individuals.  We would consider stable vision as actually a very good outcome because of course if you didn't treat patients the vision would tend to decline, so if somebody notices no difference we'd actually consider that to be a success.  Having said that if we look at the subset of patients who are most suited to this treatment then on average their vision is about one line better on an eye chart and that is a meaningful amount, that is something that could affect people's quality of life.

White
So how available is this treatment because of course Jonny was part of a trial and what people will be wondering is if I am in this category what would be my chances of getting it?

Jackson
At the minute the device is only available in the private sector, which tends to be how these devices are rolled out, people can often buy them before the NHS will fund them on mass.  It may be that the NHS wants to see more results before they make a final decision, they'll have to be very cautious with this because it is such a common condition and any decisions can have huge ramifications.  On the other hand we may see that the - as the data emerges at a local level people may start to adopt it.  In many ways we have to wait and see.

White
But could it be cost effective along the argument that if it made quite a number of injections not necessary that would in itself save money?

Jackson
I think it's very, very likely to be cost effective.  The injections, although they are in fairness, coming down in price and they're good injections but having said that they are also very, very expensive and you don't have to reduce the number of injections by a huge amount to potentially realise some significant savings.  And based on the costs in the private sector of course it may be less than that in the NHS we don't really have to sell the device too hard on cost because it does look like it will be cost effective.

White
But on the issue of having less injections I mean Jonny says he hasn't had any for two years but you're saying that isn't a prognosis that would be the same for everybody.

Jackson
No that's right, I mean there will be other patients like Jonny whose disease effectively shuts down following treatment but there will also be some patients who don't respond as well.  What's quite interesting is if we look at the results that spread is in a way quite interesting in that some of the patients, maybe about a third to a quarter depending on which group we're treating, have no need for further injections, so they're patients like Jonny, and for those patients it's not just about cost saving, it may mean that you can then start to attend the hospital less frequently, so it's not just about saving money in fewer injections, it's about having some kind of quality of life back in terms of not having to visit the hospital every four to six weeks.

White
Right, now as we've indicated there's a lot going on in this field of AMD, macular disease, for example there seems to be another treatment called brachytherapy which is related to radiation, is that - that's not the same is it?

Jackson
No it's based on the same principle and the idea that radiation may be able to shut off blood vessels rather than just suppress them but that's quite a different technology - it involves an operation and then a radioactive probe is held on the back of the eye over the macular area to try and shut down the blood vessels, so although the principle's the same the delivery is quite different.  And at this stage I think we're still waiting for further data on brachytherapy to see really which patients are the best ones to treat.

White
And of course there is another drug treatment as well in addition to Avastin and Lucentis that people know quite a lot about and that's Eylea, where does that fit in?

Jackson
Well you're quite right, I mean there's a lot going on isn't there but Eylea is really a competitor drug to Lucentis which is really the mainstay of treatment in the UK at the minute and this was brought in by another drug company who hope that the NHS will shift over to their treatment.  The real selling point they have is that the patients may not need to visit the hospital as frequently, so rather than a sort of standard monthly appointment they may be able to extend that to a two monthly visit.  But it's a very dynamic time, there's a lot going on in terms of research and although that might make it a little bit more confusing I would celebrate the fact that we do now have a lot of new treatments on the horizon.  And generally speaking I think patients should rely on their doctor in terms of getting information but the decisions must be their own of course.

White
And just to return finally to the technique you've been trialling and describing to us, how exciting do you think that is?

Jackson
I think it's a very useful step forward, there's no doubt that the option of reducing the number of injections is something that patients are crying out for and although we can't say it gets rid of injections for everybody, for those in whom it works well it is a significant change.

White
But it's not a cure?

Jackson
It is not a cure.

White
Tim Jackson.

Well we contacted the Department of Health about the possibility of innovation funding.  Lord Howe, the health minister, said patients should be able to get innovative treatment they need, he said we can't comment specifically on Oraya therapy but money is available to help clinicians provide new treatments.  There are local funds currently available and clinical commissioning groups or CCGs are developing new ones.

Well also joining us is Cathy Yelf of the Macular Society, they broadly welcome these developments but they don't want people's expectations to be raised falsely and they do think that the long term money saving possibilities here are a big consideration.

Yelf
Lucentis injections are expensive, the cost of the drug has come down quite a lot we understand in recent months, we don't know for sure because the price is a secret.  Nevertheless it's still an expensive drug, it costs hundreds of pounds for each injection.  And of course for the NHS almost a bigger issue really is the fact that macular clinics, retinal clinics, are absolutely full fit to burst, they really are and there are more and more patients - and this is wonderful news - there are more and more patients for whom these drugs are becoming useful.  So patients with diabetic macular oedema, for example, have recently got the go ahead for NHS treatment with Lucentis by NICE and there's another group of patients with another retinal condition called retinal vein occlusion and they too may soon get access on the NHS to Lucentis.  And the cost of treating these patients, apart from the drug costs, are enormous so the potential savings for the NHS I think must be quite significant.

White
Right.  Now we also have this new drug Eylea, where does that fit in?

Yelf
It's a similar drug to Lucentis and it works in a similar way.  It's given in the same way as an injection into the corner of the eye and the great thing about it is that the trial results seem to suggest that it lasts longer, its effects last longer than Lucentis.  And the hope is that this too therefore will reduce the number of injections that people need to have.

White
So those two drugs in a way are going to go head to head, they're going to be in competition with each other?

Yelf
Yes they are and that is of course part of the reason why the cost of Lucentis has come down recently.

White
This is all very - potentially - exciting for people, especially for those with the wet form of AMD but it's also confusing isn't it, what advice are you giving people about this increasing range of treatments?

Yelf
Well it's difficult to give clear advice at the moment other than to say if you think that Eylea would be a useful drug for you, some parts of the NHS are already looking at introducing it, it is still in the middle of the NICE appraisal process but in spite of that some areas of the NHS, some parts of the country, are looking at introducing Eylea even before NICE has come up with its decisions.  So there is a little bit of the old infamous postcode lottery applying here.  Nevertheless, we would say to people if you - particularly people who find going every month for injections very burdensome then it is certainly worth talking to your consultant to see whether he or she would be able to get it for you sooner rather than later because in some areas of the country, as I say, they're very keen to use it.  Whether it actually does mean that patients will need far fewer injections slightly remains to be seen and so it'll be some time, I think, before it really becomes clear how Eylea is behaving in clinics rather than in trials, that's always quite an important thing with new drugs.  But nevertheless it has some promise and it is quite exciting as a result.

White
Right and do you recommend to people - I mean this sounds quite complicated in a way but presumably it's still best, if you can bear it, to know as much as you can and talk to your ophthalmologist and ask awkward questions?

Yelf
Yes it certainly is, I think all the research suggests that informed patients do better than uninformed ones.  And although there's certainly no doubt that consultant ophthalmologists no best in the end probably it certainly does no harm at all to go to your appointment armed with some information.  And if people want information about Eylea or Oraya then - before they see their consultant - then they're very welcome to call our helpline, which is genned up absolutely with all the information that people may need, so they're very welcome and we encourage people to phone our helpline for further information.  People are very often very frightened at the prospect of having an injection into their eye, some people imagine that the injection's given through the pupil so they see the needle coming into the eye, that's not actually true, it's given to the side and you look to one side and the injection is given into the corner of the eye and many people say that they're unaware that it has actually happened, so it's not as bad as people think.

White
A bit like sometimes with injections in your arm that you don't notice it.

Yelf
Yes that's right, no that's absolutely true.  But nevertheless it is quite a frightening prospect and we've found that it often helps people if they're preparing for an injection for the first time perhaps if they talk to somebody who's already had it done, so we have a number of volunteers who've been through Lucentis treatment who are sort of treatment buddies and we can put people in touch with experienced patients who can give them some information and some reassurance about what it's like.  Our helpline can put people in touch with these buddies.

White
Cathy Yelf and you'll be able to find more information on our website and through our actionline, which you can reach on 0800 044 044 for 24 hours after the programme.  You can also get a free download of tonight's programme from the website.  Next week:  How to get in shape and keep in shape in you're visually impaired.  But for tonight, from me Peter White, producer Cheryl Gabriel and the team, goodbye.



