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White
Good evening.  We start with apologies for absence last week due to a little bit of business down the road at Westminster.  Glad to be back and pretty confident there won't be a change of government in the next 20 minutes.  So on with the show.

Tonight:  The debate about which is the best and the most cost effective treatment for macular disease and whether that's necessarily the same thing, looks set to reopen.  We'll be finding out why.  And news about the eye condition which may make you cleverer and the hobby that can make you happier.

First though, if you thought the argument about the treatment for AMD or Age Related Macular Degeneration was over well think again.  We reported on the campaign to have the drug Lucentis recognised by NICE, that's the National Institute for Health and Clinical Excellence, as an effective treatment for what's known as wet AMD.  That battle, orchestrated by the RNIB and the Macular Disease Society, appeared to have been won, despite the fact that a related drug - Avastin - was held by some ophthalmologists to achieve the same results and to be far cheaper.  Now just before the Election the Department of Health indicated that it wants to take another look.  Cathy Yelf, of the MD Society, explained what was happening.

Yelf
The NHS has commissioned a trial itself, funded by the NHS, happening within the NHS, it's called the Ivan Trial.  And it's trying to recruit about 600 patients into this trial, directly comparing Lucentis and Avastin.  Now at some point the NHS would need a way of appraising the results of that trial and of course NICE is the government - is the NHS's appraising body for drugs and so it sort of makes sense that they would then come on to do that.  And we know of course that NICE processes can take an absolutely excruciating amount of time.  Lucentis, the appraisal for that, took nearly two and a half years.  And so we're quite pleased really that they're going to get their act together sort of well in advance, it seems a bit prudent and a bit sort of commonsense really to make sure that everything is in place in good time.

White
Pleased despite some of the safety concerns that are expressed by some members of the Royal College of Ophthalmology and the RNIB?

Yelf
Well we're pleased that the process is being put into place.  We want Avastin to be appraised properly.  The last thing we want is for an unsafe drug to be given to people with macular degeneration, that is absolutely the last thing that we want to do.  But if these trials are going on there has to be a proper way of appraising the results of them and NICE is the body that does that.

White
Is there a danger that the cost of Lucentis, over £10,000 a year for treatment, is making it unsustainable?

Yelf
Well certainly I'm sure the cost is part of the thinking behind this.  I mean the numbers are mind boggling.  So it's not entirely the reason but clearly the costs of Lucentis are enormous.  And that's not just affecting our health service, it will affect everybody's health service around the world.

White
Are all the people who need treatment, people who have wet AMD, are they now getting what they need?

Yelf
Most people with AMD are - do have access to treatment.  There are some difficulties and one - the main difficulty I think is the sheer capacity in eye clinics and one of the reasons for this is that it was widely supposed, thought, postulated that people would not need treatment after about perhaps two years, that they would either give up the treatment or the treatment would have worked and their condition would have stabilised or given the population age range that actually quite a lot of people would die.  But of course actually the treatment is clear needs to given, as far as we can tell, forever.  And so the numbers attending the clinics is rising all the time and if it's 26,000 new cases of wet AMD in 2009 then it'll be another 26,000 2010 and another 26,000 in 2011.  So the capacity issues are quite considerable.

White
And doesn't that suggest that a cheaper drug, like Avastin, is going to be really necessary if we're going to sustain the treatment of this eye condition?

Yelf
Well I can only imagine it might help although whether any savings that were made by not using Lucentis would stay within the AMD service, of course the NHS doesn't entirely work that way does it but that would remain to be seen.  But certainly I'm sure that the difference in costs is part of the Department of Health's thinking.

White
Just one final thing:  What effect do you think a new government, pledged to addressing Britain's deficit problems as quickly as possible, will have on this?

Yelf
Well I don't think they'll reverse the decision to ask NICE to look at it, that's for sure, I think they will only want to make sure that any good housekeeping, as the Royal College called it the other day, is done.

White
Cathy Yelf, thank you very much indeed.

One problem which does seem to have been resolved though is that raised by listener Susannah Hancock a few weeks ago.  She was indignant at being asked to submit to having her signature to a mortgage deed witnessed by an independent solicitor to ensure, as she was told, that she had understood the document properly.  Feeling no less competent to understand a mortgage deed than anyone else Susannah felt this was unwarranted.  Quite a number of you contacted us to say that you had had similar experiences.  One or two suggested this might have been done to protect her from the risk of signing the wrong document.  Well whatever the truth of this things moved pretty swiftly as Susannah told me.

Hancock
Well after that broadcast I finally got into discussions with the solicitors of the mortgage lender and we agreed in the end that what should have happened is what I originally requested which was that the mortgage lender had all the documents Brailled, so that everybody could feel happy that I'd read them and then I could sign the deed without having to have a solicitor as witness.  And that's what I did.  About a fortnight later I received everything in Braille - a great truck load of it - and I read it and I signed the deed.  And that was fine, that was what I call a bit of a victory really.

White
Now we got quite a lot of response from people who had similar experiences to you.  We also had a couple of responses - people who said - we think this might have been done to protect Susanna, in the sense that even if she had an accessible document she couldn't be sure that she was signing a print document because she couldn't check it.

Hancock
I wouldn't sign a document unless I knew exactly what it was, so I'd have a sighted person with me to show me where to sign.  I don't mind having the signature witnessed, it was that I didn't see why it should be witnessed by a solicitor.

White
And for you to have to pay for it.

Hancock
Yes exactly.

White
Susannah Hancock.  Your comments please.

Now Retinoblastoma is a form of eye cancer which usually occurs in children under five.  It's distressing of course but with prompt action, sometimes the removal of the eye but there are other treatments, it can be successfully dealt with.  But for many years there's been speculation that people made blind by Retinoblastoma are in some ways different and have distinct qualities.  

Dr Michael Tobin, who for many years has studied the education and welfare of visually impaired children at Birmingham University, has been looking at the condition and has just issued his second report on it, which has produced some startling findings.  He told me what it was about Retinoblastoma which had fascinated him for so long.

Tobin
Throughout the course of my working career at Birmingham University I would come across children in schools for the blind with this and there was always this rumour among their teachers - oh well if Mary has Retinoblastoma she's bound to be bright - and - oh we've got a new boy John and he's Retinoblastoma, he's very bright.  So when I retired I decided I'd use my time to follow up to see if there was any truth in it by getting some objective data on it.  Because it's a matter of curiosity on my part, I suppose, why should this rumour be bruited so often for so long and see if I could see whether there was any truth in it.

White
And is there - what have your findings revealed?

Tobin
Well it certainly looks like it because in this group of 85 people from early teens up to their 70s, whom I managed to test, their average IQ, their mean IQ, was way above that of the sighted population upon whom the tests were standardised.  We're talking about averages here, so if the average IQ of the sighted population is 100 we're finding this group of 85 people with Retinoblastoma - the average IQ is over 130, which is massively superior.

White
Yeah, it's not just a little blip is it.

Tobin
Well it doesn't appear to be so.

White
So I suppose we shouldn't be surprised at what your research shows that they perform better in all sorts of areas, I mean it isn't just about IQ is it, it's about what they do?

Tobin
No, that's right.  It may well be of course that their high IQ fits them to do lots of other things because so many of them, for example, have been to university and they're superior in many other ways too - they're above average in their Braille reading speeds, they're certainly above average in how many of them are in paid employment.

White
Can we stop right there because that was the thing that really hit me in the face really because it was so startling?  Just remind us what the figures tell us about the number of people of working age who are employed and have got Retinoblastoma.

Tobin
Yes, well if we exclude the 13 children from the 85 we're left with 72 and eight of them were retired from work, only four were out of work and the proportion really is about 94% of those in work if we exclude those who are still in education or who have retired, which is amazing when compared with the kind of data that RNIB and other surveys have produced over the years.

White
Because the figures that the RNIB regularly produce and which we often quote on this programme is about 33% of blind people of working age.

Tobin
Yes.

White
So actually comparing 33% with 94%.

Tobin
Exactly.  Mind you, of course, the 33% will be based upon thousands, whereas our 90% is based upon a sample but then given what a low incidence impairment it is it's very difficult to know just how many people there are with Retinoblastoma.

White
And these things are reflected in other areas as well aren't they - things like mobility, like independent living, almost like - about things rather more ordinary, like being part of a family?

Tobin
Exactly, in every other way they seem to be like the rest of the population - they're in work, they often have long journeys to and from work, they participate in all sorts of other events, they're very independent when it comes to mobility - they get around, about 35% of them use guide dogs, although they also use canes, the symbols.  There's no doubt about it that in all the areas they themselves report, like independence and mobility, they are, if you like, like the normal population of sighted people.

White
I've been saving up the killer question really as I've built this up but I mean do we have any idea why?

Tobin
I speculate in my paper that it may be something to do with the faulty gene - the mutated gene - that causes the eye condition and it may well be that it also encodes for some perhaps neurotransmitter which speeds up the flow of information around the brain.  We know how important it is these neurotransmitters that enable information to get round the brain more rapidly and it would be interesting to know whether the faulty Retinoblastoma gene is responsible in some way for encoding for something like an important neurotransmitter.  But that's what I want somebody now to follow up, some geneticist to follow up because if it's some other reason we'd also like to know that.

White
Well I was going to say could it be anything to do with the treatment which people with what after all is a form of cancer have to receive, could that have anything to do with it?

Tobin
Well there's so many different forms of treatment, I mean some have had their eyes removed - enucleated - some have had laser, radiation, chemotherapy - so there are different kinds of treatments and it's hard to see why any of these should in particular lead to higher intelligence scores.  So we're in an area of ignorance here and it's one that needs further exploring.

White
Because obviously what people would like to be able to get from this is can this be replicated in any way.

Tobin
Well I think the study should be replicated, both here and abroad, the numbers are so small but you might like to know the story of one of the Retinoblastoma volunteers who when I was telling him the results of this he said - well the simple thing is to get this faulty gene injected into the brains of the sighted population isn't it and raise the intelligence of the whole population.  When I said well what about the blindness itself, if this gene gets put into the population at large to prove their intelligence, what about the fact they would be blind as well.  And he said - Oh don't worry about that!  Which I thought was lovely - blindness doesn't matter.

White
Dr Michael Tobin - deeply intriguing, I'm sure you'll agree.

Now one of the great annual social occasions takes place later this month, around the perfectly manicured borders of the Chelsea Flower Show.  And one of the show gardens on display will feature, hopefully, plants which have been nurtured by the clients of the gardening charity Thrive.  Thrive believes that gardening is not only useful and fun but can also restore confidence and purpose to people finding it hard to cope with the disability.  You may recall Mani Djazmi meeting some of the blind and partially sighted gardeners working with Thrive a month or so ago and now he's been back to see how both the plants and the plans for Chelsea are germinating.

Kevin
Hi Mani.

Djazmi
Hi Kevin,

Kevin
Hello mate how are you doing?

Djazmi
How are you doing?  Nice to see you. 

Djazmi
Well Kevin used to be an inspector on the London buses but his sight began to deteriorate about - just over a year ago, that's right isn't it Kevin, and now you're partially sighted.  Tell us about what you've been doing then with these plants, what kind of work has growing them involved.

Kevin
Well basically you start off with a little tiny plug plant, which is where the seed grows, and it's very, very high nutrition and they're tiny, tiny little plants, about as big as your thumb.  We potted those on into two inch pots, which are slightly bigger, we don't want to give it too much room because the roots can't soak up the water.  They're growing on now and it's basically keeping them watered and feed.  And so they're all growing at the same pace, so they'll all be ready for Chelsea.  It smells lovely in the greenhouse now.  It's all wet and fresh and nice.

Djazmi
And do you have a picture in your mind's eye of the kind of thing that you want them to turn out to become?

Kevin
Well I've not actually seen the garden design yet so I'm hoping - I'm looking on it as I'm doing part of a jigsaw and I haven't seen the whole picture yet.  It sounds like it's going to be a good design, it certainly smells like a good design because of the herbs and that but I know when we're planting out I'll see the whole thing as one big picture.  I can't wait, I'm so looking forward to it.

Djazmi
Thrive has two projects working on growing plants for the Chelsea Flower Show, one is at Trunkwell which is outside Reading and the other one's here in Battersea Park in South London underneath all the planes flying to the airport.  And it's here where Kevin came face to face with the woman whom he must ultimately impress with his work, garden designer Jo Thompson.

Thompson
Kevin, I was really intrigued, when I picked up this fennel you said oh that's the bronze one, how did you know that, how much can you see?

Kevin
When I was sighted I used to do a lot of gardening, I'm just feeling it and I push it right up to my face and the smell and you know by the feel - it's kind of like feathers, it's the only way I can describe it, as feathers, and I thought well it's - and I do like fennel anyway, it's one of my favourite vegetables - oh yeah I love it.  I can see reds and yellows quite well, blues are a bit kind of electric, the salvias in there are lovely but I had to put them right up close to my face, I get the blue then.  But if you were doing reds and yellows I'd be alright - nasturtiums, something like that, that would be nice.

Thompson
Next time.  This is fantastic.  As I said, you know, I've given the list and these guys have done all the work, it's just incredible, I'm thrilled to see all of this.

Djazmi
Just remind us about this garden that you're designing because it's tailored towards a particular taste isn't it.

Thompson
Yes it is, I mean the client that I dreamt up, I guess, is an older guy who although he's finding it a little bit more difficult to get around doesn't really want to compromise his design choices, so still wants a contemporary garden.  And it was about making that easy to get around, easy to garden and a nice place to be at the same time.

Kevin
We're just going into the greenhouse now, I don't know if you can feel the temperature difference.

Djazmi
Yeah.

Kevin
To our left is a lot of the plants that we're going to be using, they're all in trays.  This one - it's very, very wet, so we're bringing this one on, I think this is marjoram but I'm not absolutely certain.  And then we've got - on this one we've got salvias which are a beautiful blue, they look like blue soldiers, they're lovely.  And we've got fennel over the back there.

Thompson
They have got fantastic flavour, I mean fennel - I've got a bit here - has got the most - it's got a real distinct flavour and it's great with fish.

Djazmi
Well let's have a taste, so I've got a whole - gorging myself on this fennel.

Thompson 
What do you think?

Djazmi
Oh wow it's very - yeah.

Thompson
Good, imagine that with a little sea bass.

Djazmi
Well I have to say I'm personally scared of fish so the thought of this with fish actually petrifies me but I'm sure to the normal palette this would taste great.

Kevin
What we find in a greenhouse - if they're growing too quickly we take them outside where it's cooler, we've got some cold frames out there and we put them out in that.  And then the cooler air gets in and slows them down.  But if they're not growing fast enough we put them in the warmth, we close the windows and warm it up.  They've all got to be a kind of uniform size, that's the thing, because it's a show garden, it's not ...

Djazmi
Yeah so what you do for one you do for all do you?

Kevin
That's it.

Djazmi
Well good luck between now and the next time I see you which will probably be when Jo's selecting her plants.

Kevin
Yes with a bit of luck, looking forward to seeing you again, it'll be nice.

White
Kevin Smith ending Mani Djazmi's report.  And we'll be finding out how it all went at Chelsea, hopefully, in the edition of In Touch following the Whit bank holiday.

That's it for today, our action line number is 0800 044 044 or you can e-mail bbc.co.uk/radio4/intouch.  A podcast will be available tomorrow.  From me Peter White, my producer Cheryl Gabriel and the team, goodbye.
  

