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White
Good evening.  Tonight:  Why good news for visually impaired people with one eye condition could put another group's treatment at risk.  And we celebrate a piece of impeccable timing, as snow begins to fall on parts of Britain the call goes out to budding blind and partially sighted cricketers.  Well the ones who've already bloomed certainly seem to be enjoying themselves.

Clip
Out in India I experienced something that every kid out there should want to experience, it was extraordinary - the set-up, the games I took part in, the atmosphere, the people you meet - and just to be in a different country playing for your country, it's just an amazing feeling, I never thought I'd reach that, it was a dream of mine ever since I was three.

White
England International cricketer Hassan Khan, we'll hear more from him later in the programme.

But first, the drug Lucentis has been effective if rather expensive treatment for one of the commonest forms of eye disease amongst older people - Age Related Macular Degeneration or Wet AMD.  And now the National Institute for Health for Health and Clinical Excellence has produced draft guidance to say it can also be used for a sight threatening side effect of diabetes known as diabetic macular oedema.  So cause for celebration by the Macular Society presumably, which has been campaigning for its use for some time.  But there's a snag - can eye services throughout the country cope with the increasing pressure this is likely to put on staff and budgets?  A recent survey, conducted by that organisation, suggests not.  Well I've been talking to the Macular Society's Cathy Yelf, who began by explaining exactly what diabetic macular oedema is.

Yelf
Well it's an eye condition which occurs in many people with diabetes when abnormal blood vessels grow into the retina at the back of the eye and these leak and bleed blood and fluid and this causes scarring of the macular and eventually loss of vision.

White
So what's the significance of these NICE guidelines which says that these patients could now qualify for Lucentis?

Yelf
Well until Lucentis came along the only treatment for diabetic macular oedema really was laser treatment for diabetic retinopathy and of course when the macular is involved then it makes laser treatment very difficult because laser causes some sort of collateral damage, it repairs the blood vessels or it stops the blood vessels leaking by sealing them with the laser but this can cause residual damage, so of course in the macular you do more harm than good.  And so for very many people there was no treatment for this condition at all, so Lucentis is an absolute breakthrough for diabetic macular oedema.

White
So obviously this, as you say, is very good news for this group of patients but you have concerns about the implications of this when it comes in?

Yelf
It is very good news because it has taken quite a long time for NICE to come to this conclusion, so we're very pleased that there's been a reduction in the price of Lucentis, which has enabled NICE to reassess this in their fast-track reassessment programme, so we're thrilled to bits about that.  What we've said though is that we know that already clinics where Lucentis is being given for Age Related Macular Degeneration, and these will be the same clinics that treat the diabetic macular oedema patients, are chock-a-block with patients and we know that already in many clinics patients are not getting the regular follow-up in the timely way that's recommended by the Royal College of Ophthalmologists.

White
You say you know I mean what is the evidence that this is happening?

Yelf
Over the summer last year we did a survey of ophthalmologists and it was quite clear then that the Royal College recommends that new patients with Age Related Macular Degeneration should be seen within two weeks of first diagnosis and we know that fewer than half clinics manage to see patients within two weeks.  And then the college guidelines say that patients should be followed up every four weeks to see if they need further treatment and we know that 80% of clinics cannot meet that timeframe.  So half of them are having to run extra clinics at weekends and the evenings and so on to try to cope with demand.

White
And what are the implications?

Yelf
All these retinal conditions can cause very serious irreversible vision loss within a very short period of time - in a matter of weeks it's possible for somebody with Age Related Macular Degeneration to lose a significant part of their central vision and you need central vision for very basic things like reading, recognising faces, driving - all the fine detail of what we see is done by the central vision and the macular, the part of the retina which processes central vision.  So the onset of macular disease is an emergency, in a sense, it is something which has to be treated quickly otherwise people will have irreversible sight loss.

White
And I believe a small percentage of your survey of the ophthalmologists suggest that some people may be losing more sight than they need, which is a very alarming finding.

Yelf
Yes about 45% of the people who responded to our survey felt that their service could be improved; 35% said they felt that some patients were not receiving an optimal level of care; 6%, more than 6%, said they thought their service was poor and that significant numbers of patients do not receive optimal care and some may be losing more sight than is necessary as a result and 3% said very poor, and they thought significant numbers of patients may be losing more sight than is necessary.

White
That is the most alarming news you could give, why is this happening, was this not anticipated?

Yelf
Well I don't think it was always in every area anticipated.  When Lucentis was first approved for Macular Degeneration, which was in 2008, there was a rather optimistic view that patients perhaps might need a year's worth of treatment or two years' worth of treatment or something and then either they would get better and they wouldn't need any further treatment or because a lot of people with Age Related Macular Degeneration are old, older, that other things would interrupt their treatment, they wouldn't want to come back for treatment anymore - you have to have an injection into your eye and that's very off putting for a lot of people to begin with.  And it was rather thought optimistically that they would be discharging patients after a while.  And what's now clear is that patients are incredibly keen to have this treatment, they are desperate to retain their vision and they do keep coming back for injections, sometimes 30, 35 and more injections have been given to some people.

White
It does seem surprising that people wouldn't have realised, health professionals wouldn't have realised, that people would be desperate to keep their vision, doesn't all the work on this suggest that?

Yelf
It does, it does and it is surprising in retrospect that that wasn't assumed.  The other factor is though that we think that the number of patients themselves actually altogether were underestimated...

White
These are people with macular disease, with Wet AMD?

Yelf
With Wet AMD.  When NICE was discussing Lucentis for Wet AMD this figure of 26,000 new cases of Wet AMD a year was the sort of currency, that was what everybody spoke about and we always suspected that perhaps when we started to see the volume of patients coming through clinics we began to wonder whether that figure was right.  So we commissioned some research, which was published last year in the British Journal of Ophthalmology, which looked again at all the data and came to the conclusion that a more likely figure is about 40,000 new cases a year.

White
Clearly you wouldn't want to deny treatment to this new group of patients with diabetic macular oedema, so what are you suggesting needs to happen?

Yelf
The NHS is about to move into a new era, in the spring, with new ways of commissioning health services and what we want to make sure is that the government and the Department of Health and all these new NHS commissioning groups are aware of this situation and understand the importance of properly planning for these conditions.  By the end of this decade it is likely to be more like 650,000 patients and if commissioners and the health service do not plan for these patients properly then they will not be treated properly and that is an utter tragedy when there is good medicine available now.

White
So clearly as you say more patients than has been expected but where are the shortfalls as far as people who treat the disease [indistinct words]...

Yelf
Well we asked doctors in our survey what they thought would improve the situation and about half of them said well we need more doctors and it is true that compared with lots of European countries, for example, we have far fewer ophthalmologists per thousand populations, I mean we do in some parts - other parts of Europe and other parts of world.  So more doctors would help and I think there perhaps are moves to try to address that to some extent.  But about 70% of our respondents said that they thought that perhaps we needed to change the way in which the clinics work, so increase assessment capabilities, for example, of patients because all the patients have to be assessed before they're injected with these new drugs - Lucentis - and that is what takes up a lot of clinic time but actually if they had different staff, other than just ophthalmologists, doing that assessment then they might be able to treat more patients faster.  So that's one way of doing it.  And perhaps using other staff other than ophthalmologists actually to administer the injections.  So actually change some working practices.  Now obviously these are fraught with safety issues and training issues which all have to be addressed but I think it's clear that just sort of demanding more money is thrown at this problem is an unimaginative solution to it and perhaps we need some innovation as well.

White
Well we did ask for an interview from the Department of Health, no one was available but this is part of the statement that they sent us:

Department of Health Statement
Patients have a right to medicines and treatments that have been approved by NICE and are clinically appropriate for them.  It is completely unacceptable if this is not happening.  The local NHS is responsible for making sure it provides the right services and treatments for its patients.  Health Education England has organised a meeting with the Royal College of Ophthalmologists to discuss training numbers within ophthalmology.

Now Cathy, listening to that statement, part of what they seem to be saying is that they are looking at training and numbers, what do you take from that statement?

Yelf
Well it's difficult because it's quite vague isn't it, it could mean virtually anything but if they're recognising that there is a shortage of ophthalmic staffing because there is a growing demand for these sorts of treatments then that is good, that is a step forward and we would welcome that very much indeed and hope that that bears fruit down the line as well.

White
Cathy Yelf of the Macular Society.

And now it's over to you for a couple of responses to last week's programme which featured the chief executive of the Royal National Institute of Blind People and the Guide Dogs for the Blind Association and the challenges they were facing in 2013.  John Nixie was not happy with the approach of the RNIB and here are just a few of his concerns:

Nixie
Welfare rights - I am still waiting for a phone call from their welfare rights department to help me claim benefits, even though I was assured someone would get back in touch with me and even now I don't know if I'm getting what I'm rightfully entitled to.  Campaigns - I tried tackling the problem of internet verification codes and I contacted the RNIB a few times regarding this issue and got not one solitary reply.  I had to contact the companies concerned, nothing was achieved and RNIB did nothing.  Money - the CEO of RNIB stated, on your programme, that their bank balance has been quite stable over the past several years, even though Peter clearly stated just a few moments before that they had had a drop of £2 million - who do we believe?  My money is on Peter.

White
But neither did Guide Dogs get off scot free.  Dr Paul Jarman is concerned that the right given to local authorities to restrict the places where people can legally run their dogs poses a threat to guide dog ownership.

Jarman
While this legislation threatens to undermine the very existence of guide dog owning in the country Mr Leaman continues to peddle the GDBA's apathetic view that it does not need challenging at the highest level.  He offered instead the ridiculous idea that the problem could somehow be dealt with at local level, according to where each guide dog owner lived.  It may surprise him to learn that we guide dog owners do not just spend everyday wandering around our own environments but regularly visit other areas either for business or pleasure.  Presumably prior to setting off on such a visit we are now expected to telephone the GDBA in advance to ensure that they have already negotiated permission with the relevant local council to allow us to free run our dogs when we get there.

White
And now if you enjoyed our interview with cricket commentator Henry Blofeld at the New Year how would you fancy being one of the players he commentated on?  Bit of a long shot perhaps but the fact is that the Metro Sports Club, based in London, is looking for blind and partially sighted people to take up the game and they're staging three days at the iconic home of cricket - Lords - beginning at the weekend where you can find out how people with little or no sight can play.  So fancy having a go?  Don't worry it is indoors and I've been talking to England International cricketers Hassan Khan and first, Rory Field, who explained the kind of people they're looking for.

Field
We are looking to recruit players for Metro Blind Cricket or the Metro Club...

White
They're based in London - the Metro Club?

Field
Yes and when you say London most of us come from the outskirts of London into London.  We have got three days where we are having sessions at Lords, at the indoor school at Lords.

White
So I mean what kind of people are you looking for and do they need to have had any experience?

Field
No we have two teams, we have a team that's very competitive in the top league and then we have a more of a development team.

White
So I mean are you happy to have people who've never picked up a bat just come along like the idea and want to find out more about it?

Field
Absolutely yes.

White
Are you looking for men and women?

Field
We are, yes absolutely, we have got some very skilled women in our cricket team as well, so absolutely.

White
Also with us is Hassan Khan who plays for the England team and in fact has recently been with the squad in India.  Just before we talk about that we've often talked about the rules on the programme but for those who don't know just give us a picture, in a nutshell, of what blind cricket is like - how it differs from mainstream cricket.

Khan
Well I don't think there are that many differences apart from the ball.  I mean I play two different games, and Rory's played two different games - the international ball and the league ball.

White
One is much smaller than the other isn't it?

Khan
Yes, the league ball is size three and the international ball is like a tennis ball size but plastic, hard plastic material.

Field
It has 16 ball bearings inside so it sounds a little bit like a baby's rattle.

White
So it rattles, right.  You mention a size three ball, how big is that?

Khan
It's the size of a small football.

White
I guess the ball has to bounce for totally blind people?

Khan
Yeah if you're a B1, which is totally blind, the ball has to bounce twice.  You bowl overarm just as you would in the mainstream game, whereas you bowl underarm with the international ball.

White
And so the whole thing in a way for players who can't see at all is based on sound?

Khan
Yeah and there are visually impaired people who have very low sight but they use both sight and hearing to gauge where the ball is.

White
Now as I say you've been in India with the team this winter playing the world cup, so while the full England test team was having a famous victory how were you getting on?

Khan
Ah it was a phenomenal experience.  The whole important thing about playing for Metro, it's like a stepping stone but a brilliant stepping stone.  The league games helps our social side and also helps to reach that level of where I wanted to be, which is the England blind cricket team.  And out in India I experienced something that every kid out there should want to experience, I mean it was extraordinary - the set-up, the games I took part in, the atmosphere, the people you meet.  And just to be in a different country, playing for your country, it's just an amazing feeling.  I mean I was born in a village of 200 people, so for me I never thought I'd reach that, it was a dream of mine ever since I was three to be honest with you, to reach that it was just amazing.

White
And I gather there's quite a lot of razzamatazz attached to blind cricket isn't there?

Khan
Oh it's amazing, I mean they love cricket - they eat, sleep cricket basically.  I actually recorded the opening ceremony on my phone:

Opening Ceremony clip

White
Did you get big crowds?

Khan
Yeah the opening ceremony we had 5 or 6,000 people and now that is extraordinary, I really don't envisage that in this country at the moment.

White
And so you didn't answer my question - how did you get on though in the game itself?

Khan
We - we got on very well, we reached the semi-finals which is an amazing achievement by us because we had a bad start, to be honest with you, we lost our first two games to the top teams in the world and then we lost to the rain, we played the easiest game but it rained after two overs.  So we had to win four on the trot and we did it and I was - I took part in the best game that blind cricket has seen apparently and it was against Australia and we won in the last over.

White
Look, as far as people in England are concerned if you beat Australia nothing else really matters.

Khan
Exactly, that's what it's all about.

White
So that's fantastic.  So really what we're saying is you could go along to one of these recruitment days, you could find it was the game of your dreams and you could end up touring India, South Africa, Australia?

Khan
Yeah and not only that, can I just add?  It enhances your independence, you learn over time to travel on your own on tubes, you make friends - it's more than just cricket.

White
Right.  And Rory if I can just come back to you to end with.  Just explain when these recruitment days are.

Field
So the first day is this Saturday 19th January at Lords Indoor Centre.  The second one is the 16th February and the third one is 23rd of March - all of them are Saturdays.

White
So if people want to come along what should they do - what's the simplest thing to do?

Field
Just get in touch with me either by e-mail or by phone, I can give you my phone number now, it's 07742323224.

White
Rory Field and Hassan Khan and all the details about how to get in touch are on our website, which is where you can also get a download of tonight's programme.  We'd also welcome your comments about anything we've talked about tonight and your suggestions about things you'd like us to cover in the future.  You can e-mail intouch@bbc.co.uk or you can call our action line up to 24 hours after the programme on 0800 044 044.

That's it from me, Peter White, producer Cheryl Gabriel and the team, goodbye.


