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White
Good evening. Tonight: what started as a small, grass-roots self-help group of visually-impaired people 30 years ago, is now taking on government departments, quangos, and the medical establishment.  Its chief executive looks back on seven eventful years as he prepares to clear his desk tomorrow. 

We start though, and finish, with Mani Djazmi, who is sprinkling like stardust his roundup of news of special interest to visually-impaired people across the programme; and first, Mani, I understand there's "trouble" at iPlayer. 


Djazmi
There is.  We've had a number of e-mails from concerned listeners like Bob Sweet, Roy Styles and Brian Gaff who are wondering why the real audio stream on the BBC iPlayer has been switched off. This has meant that WebIE, a piece of software which simplifies iPlayer for blind and partially sighted people, can no longer play radio programmes from the last seven days, though it can still be used to listen to live radio. Well we contacted the BBC's Head of Audience Experience and Usability, Jonathan Hassell, and he's with us in the studio.

So why has the audio stream been switched off?

Hassell
We have a number of alternative methods of delivery of our streams at the moment, one of which is Real Audio, the others being Windows Media and flash, so effectively we've had three ways for people to be able to get streams in the past.  And when we've been evaluating these services recently we came to the decision that the real media was something we needed to phase out.

Djazmi
Because?

Hassell
Because simply having three methods of delivery was becoming more and more expensive for us and we felt that it would be better to turn one of those off than to not be able to support it all the way going forwards.

Djazmi
The key thing here seems to be the difference between accessibility and usability because although iPlayer is accessible many people who aren't particularly internet savvy or can't afford the latest version of the popular screen readers, which can be pretty expensive, they struggle to use it with their existing screen readers which is where WebIE has been so helpful, so how can these people now listen to radio from the last seven days?

Hassell
WebIE, whilst being an incredibly good bit of software, it's not actually something that is created by the BBC, so it's not something we provide or officially support.  We know it's there, we know it's doing a good service.  What we do, at the BBC, is to try and make sure that the interface that we provide to people is as accessible and usable as we can make it and I think we've done a very good job of that.  However, having said that we are talking with the developer of WebIE, someone called Alisdair King, and we've been doing that over the last couple of weeks to see how we can assist in getting his application back fully functioning again.  So I guess at the moment people are feeling a little bit frustrated on the BBC if they're using WebIE and whilst, if you like, the short term news is not brilliant in terms of it's going to take a little while to get everything sorted with our new streams, the great news is that now we working together with the WebIE creators when we make any changes to technology or whatever that will be able to be reflected in WebIE miles more quickly.

White
Do we know what a little while actually means Jonathan?

Hassell
I don't - I don't have that information with me at the moment.  Alisdair is a guy who does this in his spare time, this is not something I understand that pays him at all, it's a free tool, so part of this comes down to his time in changing things for the way things happen now.

White
But I mean the BBC has made an undertaking to make all its equipment as accessible as possible, you'll remember the fuss there was when iPlayer was introduced originally, so this can't be a situation you're very happy with.

Hassell
No I'm not happy.  I think the difficulty that we have here though is that there's a - there is I think a big difference between us trying to make sure that everything that we do within the BBC is accessible and making sure that programmes that other people create that use things from the BBC are accessible.  I think in reality where the law pushes things is that we have to do everything that we should be doing on our site and actually on occasions if there is a tool out there which provides a good service but isn't actually our tool we have to get our act in order at home first and that's where we spend our time and effort.  To a certain extent what you're seeing here at the moment is a lot of people who've been using a tool which does things, if you like, under the surface of iPlayer, that we're not in control of, it's a little bit difficult then to say that what we're doing at the moment, which is actively trying to help that developer in improving that tool so it can work with the way things are working now, that that's not pretty much going above and beyond the call of duty.

White
Okay, well we will be keeping an eye on things, as you would expect, and we'll probably be hearing from you in the fairly near future.  Thanks very much and thanks Mani and Mani will be back with more news in about 10 minutes time.

Now Macular Degeneration is the most common cause of blindness in Britain; it affects mainly, though not exclusively, older people; but it's also an exciting time it has to be said: drug therapies, laser, stem-cell growth, all offer potential solutions or at least things which will alleviate the condition. The problem is politics and money get involved too. The drugs are expensive and NICE, that's the National Institute of Health and Clinical Excellence, has the job of judging their cost-effectiveness.  Laser is very new, and stem-cell surgery too is controversial. 

Well Tom Bremridge is the man who for the last seven years has been running the Macular Disease Society, an organisation originally set up by people with the condition, to give mutual help and support. And yet he's found himself in the centre of many controversies, taking on all-comers. Well as he prepares to leave the office for the last time, I've been talking to Tom about the highs and lows of that past seven years and I began by asking him how he'd originally become involved.  

Bremridge
Well I just applied for a job.  I had been working in London and was keen to change direction and coming into the not-for-profit sector was one of the things I wanted to do and so yes I simply applied for a job and was interviewed and they took me on at a time when the society was ready for some change.

White
I'm interested in how much you actually knew about Macular Disease because although it's the most common cause of blindness in this country there's still a fact that it isn't that well known, it's mainly known by people who've either got it or know someone who's got it and even quite often GPs look at you rather blankly when you mention it.

Bremridge
Well when I started I knew nothing about it at all and other people, who one would meet, would say what is this organisation you're working for.  But now things have changed completely, largely through the problems we've had with introducing new treatments and NICE and that's all been very difficult and scratchy but it has raised the profile of Macular Degeneration enormously.  And now if I meet people and say I work for the Macular Disease Society they will say - oh that's eyes isn't it.  So that's a step forward.

White
So we're getting somewhere.

Bremridge
Yes we are getting somewhere.

White
As you say you have been involved at a time of enormous controversy, when you could say the scientific ability to prevent this disease and for some halt it has outrun the political will to do it.  Does this frustrate you?

Bremridge
Well I think the political will to do it is still there but the procedures are terribly cumbersome.  The NICE review of Lucentis, which came through with approval last October, took nearly two and a half years and that's absurd.  If you compare that with the streamline procedures they have in Scotland where the Scottish Medicines Consortium vowed to have their review done in 18 weeks, we have a very different situation in England and it really is not good enough, it's got to be streamlined.

White
I mean does that - I was going to ask you - what are the things that have made you angry in the seven years that you've been doing this - is that one of them - how long that whole process of trying to get the drug Lucentis approved and decide how it could be used and by whom - has that angered you?

Bremridge
Yes, well when NICE reviewed photodynamic therapy, back in 2003 and just before then, they came up with the bad judgement that patients should not be treated until their second eye had gone.  And as a result of pressure from the society and from the RNIB and others that was changed.  When they came to review Lucentis they didn't learn the lesson and they came up with their first judgement, after 18 months work, was exactly the same - patients will not be treated.  Now that was really infuriating and it delayed it - the whole process - it meant that patients were stopped being treated.  Then the second thing that annoys me is that having approved Lucentis there are a number of patients with conditions which are not AMD but which react perfectly to Lucentis which the Department of Health and NICE have washed their hands of and said that decisions must be made at local level.  And as a result all over the country with 152 primary care trusts patients are having to fight individual battles to get treatment which works, is thoroughly effective but their particular condition, like myopic maculopathy, was not reviewed by NICE and this is scandalous in my opinion.

White
So those sort of things - that's still going on?

Bremridge
It is going on now and we're running an advocacy service for patients, as we speak, trying to get really obstinate PCTs, who will not just go that extra mile to save the sight of these few patients.

White
You've taken on some pretty big political entities in your time - primary care trusts, PCTs, as you mentioned, the Department of Health, you've become embroiled with NICE, you deal with the drug companies - did you expect this when you started?

Bremridge
No not really. [Laughter]

White
Were you equipped for this when you started?

Bremridge
I don't think I was equipped as such but you know throughout one's career one's had to take on new challenges and adapt to new environments, so this was just another thing to get to grips of in a fairly methodical, logical process driven way.  So it wasn't rocket science, because the cases we were dealing with were so obviously unjust, that it just invokes a little ire in one in order to get things sorted out.

White
There is of course optimism in amongst all this - there are now drug therapies, you've mentioned Lucentis, there's laser and of course there's stem cell technology.  As you step down what do you think are the best hopes for making MD if not a thing of the past a thing that can be treated quite successfully?

Bremridge
Well the first thing we've got to do is to try and find a treatment which will replace Lucentis so that people don't have to keep going back to eye clinics every month for an eternity, maybe for the rest of their lives.  Now this is a really serious problem for the NHS.  And therefore the two things in regenerative therapy are looking optimistic - there's stem cell replacement, which is being done by Professor Pete Coffey at the Institute of Ophthalmology and UCL and also Professor John Marshall is working on a pulse laser treatment which is going to attack Dry Macular Degeneration.  And also there are other gene therapy treatments which are still quite a long way off but they offer the best hope for the future because they're going to stop these recurrent visits to clinics.  And don't forget that at the moment we only have a treatment for Wet Macular Degeneration and we've got to give hope to people with the dry sort.

White
And presumably why you feel you need these new kinds of therapies is because of the whole issue of cost of having a solution that is a permanent solution rather than a temporary solution?

Bremridge
Yes, a re-treatment and continual monitoring visits to clinics is a huge cost, not only on the NHS but it's a huge burden on the patient as well because if you're elderly and you have difficulty with transport and you haven't got anybody to take you going to an eye clinic once a month in perpetuity is a horrendous prospect.  And so that side is very important.  But the sheer cost to the NHS in producing these treatments on a regular basis is going to wear everybody down.

White
Is there any danger that with all this talk of prevention and cure that the society could lose sight of its original role, which I remember very well because I remember meeting one of the founders - Elizabeth Thomas - and that was to help people lead full lives, despite the condition, in other words the whole business of coping if you like?

Bremridge
No we're still very much involved in the support business.  Our helpline and our counselling service are busy all the time and will continue to be so and our wonderful network of 190 self-support groups, volunteer led, all round the country, provide emotional support and mutual support for newly diagnosed patients.  And all that side of things is going to go on.  And we're involved also particularly in providing help for people through our eccentric viewing programme, which is enabling people who thought that they couldn't read to train their eyes, to use their peripheral vision to read.  So that whole programme is all part of the ethos of providing support to patients.

White
You've told me what has made you angry while you've been doing the job, what's given you the most satisfaction do you think?

Bremridge
Well I think it's from getting response and letters from people saying how much they've been helped.  So and so on your helpline was wonderful, they really brought me out of the trough of despair.  Your counselling service has brought me round and I can now face the future.  Your group network has given such wonderful support.  Those really make one happy because you realise that through relatively low key things we're able to bring support and alleviation and morale raising activities to people.

White
And we wish Tom Bremridge and his successor the best of luck.

And now back to Mani, and the ongoing story of a young man we first met on this programme two Christmases ago. 

You may well remember his story; Craig Lundbergh, who lost his sight early in 2007 after a fire-fight and a sniper on an Iraqi rooftop. Well Mani, bring us up-to-date with Craig.

Djazmi
Well he's just conquered the summit of Africa's highest mountain - Mount Kilimanjaro. He was part of a team of wounded ex-soldiers raising money for Help for Heroes, the charity which supports servicemen and women who are wounded in Britain's current conflicts. Since losing his sight, Craig has become an international blind footballer and run the London Marathon but Kilimanjaro, which stands at 5,895 metres, is the first significant mountain he's climbed.

Lundberg
Yeah it was tough but I just enjoyed it and when I got to the top I just felt very relieved that I got to the top, because after all it was five days trekking up there and it was another tick of the box really, like the mountain couldn't defeat me type of thing.

Djazmi
A lot of sighted people say when they reach the top of mountains they have a look around and you know it's an amazing view for hundreds of miles in every direction, what was it like for a totally blind person?

Lundberg
The views weren't that good that morning, the cloud was in, so a lot of people didn't see much anyway but we managed to see the ice glaciers and the ice fields and I asked loads of people their view of it, so I don't make me own opinion through me own eyes, I get everyone else's view, which is really good sometimes because different people see different things.  And then I make me own image of what it looks like.  So 10 times out of 10 it's probably better in my head than what it actually looks like.  And I get to feel it, do you know what I mean, I get to touch things - touch the rocks, touch the snow - and I can feel it's cold, so I know that - when people say there's ice there then they're not lying because it's minus 15.  So just taking all them into consideration I make me own picture up.

Djazmi
Craig Lundberg, who's just climbed to the top of Mount Kilimanjaro.

Now over the last few years on In Touch it's become something of a tradition to announce the results of the Blind Gardener of the Year competition, which is run by the gardening charity Thrive and RNIB. This year's Blind Gardener of the Year is Jeremy Scott from East Sussex. Fifteen-year-old Jack Barnes from Nottingham is the Young Blind Gardener of the Year.  And the award for Blind Gardening Club or Group of the Year has gone to Swale Pottage Group from Surrey, which came second last year. The group's members live in a residential complex and its coordinator Carole Sharpe told me what they've done to merit the award.

Sharpe
We started the group in about 2007.  I joined in 2008.  And with the help of community service volunteers we literally opened up the ground at the back and we now have a bed about 60 by 20 foot, an old greenhouse, which initially was patched up with bits of old wood, we've now actually got plastic to replace what glass was missing.  And we have a small orchard, where there's some very old cooking apple trees and a greengage and we've now put soft - or about to put soft fruit in there.  Our disability just means it's a challenge to take up what we do and try and do it in a different way and get round some of the hurdles that are placed in our way.  We use a special RNIB plastic label and we write on big print in it to say what's there and then I Braille across it, so that people with some sight, who don't read Braille, can read it and also I can read so I know exactly what's in each row.

Djazmi
Carole Sharpe.
 
And finally Scotland's Neil Fachie, who's partially-sighted, marked his conversion from athletics to cycling with two gold medals at the Para-cycling track World Championships in Manchester at the weekend.  He and pilot, Barney Storey, broke the world record in the tandem's sprint and also won the time trial. Fachie's compatriot Aileen McGlynn and Ellen Hunter also broke the world record, that was in winning their tandem time trial.

White
Mani Djazmi, thanks very much indeed. 

And that's it for today; but do call us with your comments and your queries; the number, 0800 044 044, that's for the action line.

From me Peter White, my producer Cheryl Gabriel, and the rest of the team, goodbye. 


