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White
Good Evening.  Tonight, hundreds of patients are losing sight because of long waits for follow-up appointments: the claim not just from pressure groups but from eye specialists themselves.  And with the first hint of spring sunshine, minds turn to music festivals. But just how easy is it for visually-impaired fans to get the information they need to enjoy them?

Clip - Kent 
Disabled customers! Da da! I’ve found something!  Now, to find that link was relatively easy. Whenever a link like that jumps out at you, you just think: Wow! They’ve thought about this, and immediately I’m beginning to feel a little bit included.


White
We look at a new report on the accessibility of festivals and venues. 

But first, eye specialists say that hundreds of patients in England suffer irreversible sight loss each year because eye services are overstretched and under-resourced.  The President of the Royal College of Ophthalmologists, Professor Carrie McEwan, says that a combination of an ageing population who develop eye problems, with the ability now to treat eye conditions such as Age-Related Macular Disease, means that although people are being diagnosed, they aren't getting the follow-up treatment they need quickly enough to prevent sight loss. 

Malcolm Johnson from Shropshire is a case in point. He has the form of Macular Disease, which if treated quickly with injections can be controlled, but although he was referred and diagnosed quite quickly, he then found himself on a waiting-list with no clear information about when he would be seen.  

Johnson
I was beginning to get quite panicky because the time was going on.  We were hitting 21 days since I’d had the loss of vision with the distortion.  And so I booked into go privately and that was 27 days after I first experienced the distortion and vision loss.  My sight has worsened because I am quite convinced that had I had the injection within the two week guideline it would have steadied, but as a result, when I went in 27 days after the loss of the vision or the start of the degeneration, went into that first injection and privately, I said to the consultant: My sight has gone worse.  And he said, “Well, it will do because the bleed in your eye will have bled through and damaged the macular and the damage to the macular is irreversible”.

White
Malcolm Johnson.

Well I've been speaking to Professor Carrie McEwan who published these initial findings. I asked her first how typical Malcolm Johnson's case is. 

McEwan
Well, that was a case where the patient attended – was waiting for a first injection and largely we like to think that that particular problem has been identified, in that patients should get their first injection relatively quickly, although perhaps not within the timeframe that would be ideal.  The main concern that we have is that patients are beginning their treatment and at that point then they are falling off the treatment ladder because there’s no target and therefore no penalty for any hospital or Trust if the patient doesn’t get treated in subsequent visits.  And that’s not just for Age-Related Macular Degeneration. Glaucoma is in fact the commonest cause of blindness or loss of vision that we’ve identified in our study, followed by Age-Related Macular Degeneration, so it affects a number of different conditions.

White
So you’re saying that because there is a target for referrals they’re getting done but because there isn’t a target for follow-ups that’s being delayed. And how long is it being delayed for?

McEwan
Well, that’s exactly the problem and the study that we have done, which is not yet complete, has identified that of the patients who lost vision because the appointment was delayed or postponed were waiting for an average of 18 weeks beyond when they should have been seen.

White
And what would be the effect of that?

McEwan
Well, it depends on the condition. Obviously we’ve discussed Age-Related Macular Degeneration and in that case we’re aware that if somebody needs an injection they do need it within a relatively short period of time, probably a few weeks.  People who have glaucoma it may be that they don’t get an intervention that is needed and that can again happen quite quickly.

White
But to say there are hundreds of people suffering irreversible sight loss in a year, it’s quite emotive. How convinced are you of the evidence for this?

McEwan
Well, the reason that this was raised in the first place was because members of our college, who are all front-line clinicians, were consistently reporting to us that they were seeing patients who were losing vision because their appointment had become lost in the system.  And there have been studies done by the Macular Society which has identified that most departments were concerned or had witnessed the fact that people had lost vision.  Our study is a study which is dependent on people reporting in, so therefore we think it’s just the tip of the iceberg because not everybody has the time or the energy to report the cases that they’ve seen.  So yes, we’re fairly convinced that this is a problem.

White
So why is this happening now? Is it just about money or is there more to it than that?

McEwan
Well these things are never one dimensional.  There has been a huge demand on eye services and ophthalmology is a very high volume specialty. Nearly 10% of all patients who come to an outpatient clinic in a hospital will come to see us in the eye clinic.  And if we add into that the increasing age of the population, along with the changes that have been occurring in people with chronic disease, then that has added, over a five to six year period, about 30% of the patients who are coming to our clinics.  So we’ve had to address various different aspects of that – targets, and new patients need to be seen and therefore that has a sort of Newtonian effect where we concentrate on the new patients. But because the system hasn’t quite got the capacity then other aspects of it start coming to problem and that is really what we’re seeing here.

White
It’s all very well to talk about it in kind of calm clinical terms but this will seem quite shocking to people: that people can have irreversible sight loss as a result of avoidable delays.

McEwan
I completely agree. It’s shocking to us as well.  The problem is that they’re not noted in any way. Patients are given an appointment to come in a few months. If that has to be delayed or postponed, nobody recognises that.  So what we’d like is a flag to identify when a patient should be seen and if they’re not seen within that timeframe then somebody should be acting on it.  This is a problem that is across all home four nations – four home nations.

White
What can patients do? Because I know that one of the things you’ve said is that you want patients, as it were, to be more involved and know about their condition, possibly to have sharper elbows. But that’s asking for a lot, isn’t it, for somebody who’s really worried about what’s happening to them and may not have somebody else as an advocate?

McEwan
Yeah, I completely agree. This is a problem and many patients also think that if an appointment is cancelled they think it’s the doctor that’s cancelled it because they don’t need to see them.  But in fact the first thing we want to do is to make it very clear to patients that if an appointment is postponed at a clinic, despite the fact they expect them to be attending, it’s for them to say, well, why has that happened? Is it because there’s no space for me to be seen or is it because I really don’t need to be seen? And the answer is almost certainly going to be the former.

White
Who do they say that to, because often the problem is actually finding the right person to talk to, isn’t it?

McEwan
I know, I completely agree with that.  So what we’re trying to do as well is try and get hospitals and patients to say when they’re leaving a clinic or they get an appointment sent, who can I contact if there’s a problem, and try and make it essential that each appointment card has a number that somebody can be contacted on.

White
President of the Royal College of Ophthalmologists, Professor Carrie McEwan. 

Well, in a statement NHS England told us that waiting times for NHS eye clinics and operations have fallen dramatically over the past decade.  They say it’s right that clinicians should decide which patients need treatment fastest and NHS guidance is both clear and unchanged on that point.
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Now the music festival has become an integral part of the British summer.
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And it’s certainly no longer just for the young, if it ever was. Indeed, so high is the demand for tickets that you have to be pretty quick off the mark to actually get them for the most popular festivals.

BBC Glastonbury Coverage

And that's where blind and partially sighted music fans can find themselves at a disadvantage. We want to look at access generally at music events, but first we asked keen muso, Dave Kent, to do a little shopping online, to see how easy it was to go to the gig of your choice. 

Kent
I’m thinking of packing me festival kit. It’s ages since I’ve been to a gig but before we even get there I’m looking at a couple of festival sites and seeing how easy it is to look at their access provision.

Synthetic voice

So I’m on the Cambridge Folk Festival website now and I’m just having a look down, navigation…

Synthetic voice

I’m navigating the site on a Microsoft Surface Pro and I’m using JAWS for Windows for the techies out there.  I’m reasonably confident at using a site. I suppose I would call myself an intermediate JAWS user.  Bear with me.  Sponsorship, news, tickets, gallery, information.

Synthetic voice

Disabled customers! Da da! I’ve found something. Now to find that link was relatively easy.  Whenever a link like that jumps out at you – disability, accessibility, disabled customers – you just think: Wow! They’ve thought about this! And immediately I’m beginning to feel a little bit included.  So I’m going to click on this link.  And it’s saying that there’s a leaflet available and should you require any more information then there’s an email address or even good old fashioned terrestrial phone number.  Information for blind and visual…! Wow! There’s a link here! I sound so surprised don’t I? But if you require information and email in a Word format – okay so they’re offering you the opportunity of having it in large print or in audio format and also in Braille.  What I’ve found already, just by visiting this site in the couple of minutes I’ve had with it, is that this site is very user-friendly for a blind person and I would think that I would have not much problem gleaning the information that I need to make this trip to Cambridge. I’m already looking forward to going to the Cambridge Folk Festival now.  I’m much encouraged.

Shall we have a look at the Green Man site now and compare?

Synthetic voice

Let’s see how easy it is to navigate my way round this site then.

Synthetic voice

News, info, explore. Nothing yet to do with accessibility. Navigation….

Synthetic voice

Still nothing as yet to accessibility.  There may well be information secreted somewhere in this site but as yet Kento has not managed to find it.

Synthetic voice

Think I’ll try the Glastonbury site.

Synthetic voice

Because Glastonbury was the first ever festival that I went to I’d kind of like to recreate that experience again in my 56th year.

Synthetic voice

Okay, so it’s telling me that there are paths and metal walkways around the site.  We ask that anyone requiring access to any of the disabled facilities on site register with us in advance. Ah, there are provisions on site for people with disabilities. Fantastic!  So having had a little looksee around the site, very helpfully there was the deaf and disabled site, but nothing on the Glastonbury site that I can see pertaining to vision impairment.

Synthetic voice

This hasn’t put me off going to Glastonbury. Try and book anyway.  

After all of that, guys, I’ve just found a little thing now that I must have missed that tells me that the bloomin’ festival is sold out!  So all of that for absolutely nothing!

White
Dave Kent.

Well, Attitude is Everything is an organisation which was founded to check out just how accessible music festivals and venues are for disabled people, and they've produced regular surveys over the past 10 years or so. Their latest is just out. Its Chief Executive, Suzanne Ball, joined me earlier, and she told me about the general trend. 

Ball
The trend that we found in the State of Access Report 2016 was actually the patchy availability of access information online where it might be kind of hard to access, navigate around web pages not compatible with screen readers but also in general that the access information for all disabled people was not really there.  The statistics showed that 60% of disabled people if they don’t get the right access information aren’t able to make informed choices about where they’re going to go and it put 60% of people off even going in the first place.

White
Indeed, there comes a point when you think: oh for goodness sake!

Ball
Yeah, so I think there’s such a variety now of venues and festivals out there that if people are providing the correct information you’re just going to, kind of, vote with your feet, aren’t you?

White
Why do you think that festivals and music venues have trouble with accessible websites?

Ball
I think it’s because they might perceive that it’s something quite complex to do and something that might be quite time consuming.  I also think that they might be diverted, so they might start to focus more on, maybe, staff training or on accessible toilets or ramps but they don’t necessarily think about the first point of call.  And I think maybe that goes back to the same thing in the 2014 State of Access Report where we identified about the issue of online accessible booking and booking tickets that you need with access facilities.

White
And if you can’t actually book the tickets, I mean how easy is it, for example, to book tickets without going online, is that an option?

Ball
Yes that’s true and what we found disabled people were asking and visually impaired people too was why can’t we book in a variety of ways, that that is a reasonable adjustment, that’s an equality of service? We shouldn’t just have a phone line that’s only open a certain amount of time or charges us a premium rate. You should be able to book your tickets in a variety of ways like everybody else does.

White
Nonetheless, one in three venues didn’t provide specific information for disabled people and visually impaired people at all. Are you surprised by that given how long you’ve been going with this campaign?

Ball
No, no! I have to be honest and say I wasn’t because it’s going back to that idea that I think they don’t realise the impact of not providing that is and they’re focusing on actual facilities rather than information.  So to make it easier for them we’ve created a template in which they can just drop the access information in.

White
Now of course when you first started physical accessibility was in a sense the main driver but that’s still important isn’t it and I guess for visually impaired people that’s as much about steps, where there are decent sight lines if you have some sight but not very much.  How are they doing on that?

Ball
I think all the time that they’re improving. Sometimes there is still this kind of drive that we have to do to get people away from just thinking about people who are wheelchair users and that people have got other physical impairments.  We’ve done a lot of work to say that if visually impaired people want to go on the viewing platform and have a safer place to be at a large crowd or large venue then that’s a really important thing to do.  We’ve also been pushing for things like access to the performance and also like the ways in which people can navigate around the venue or festival.

White
Suzanne Ball, thank you very much.  Do tell us your experiences of festival and music venue-going, good or bad.  We'd also very much welcome your experiences of waiting for eye treatment. 

You can contact our Actionline for 24 hours after the programme on 0800 044 044 or you can email intouch@bbc.co.uk.  

And by the way, don't think that we've missed the fact that there has been quite a storm in the political village about Personal Independence Payments, it’s just that despite all the huffing and puffing, we feel there's little to add to what we've been telling you in our recent reports on PIPs which will affect visually impaired people waiting to be transferred from Disability Living Allowance to Personal Independence Payments. When there is any more information rest assured, we'll bring you news of it. 

If you are comfortable going online there's more information there about tonight's programme. You can download the programme from there as well. From me Peter White, producer Siobhann Tighe and the team, goodbye.    

