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O’Donoghue
Good evening.  Tonight we’ll be hearing from people with Nystagmus, frustrated by the lack of awareness about their eye condition.

Clip
My dream is that one day I will be able to say to somebody – I’ve got Nystagmus – and them say – Oh yeah I’ve heard of that, I’ve got a friend who’s got that or I understand that – rather than – What?

O’Donoghue
I’m also joined in the studio by Chris Holmes, one of Britain’s most successful Paralympians with nine gold medals to his name and who’s now been made a Member of the House of Lords.  Did your elevation to the Upper House come as a surprise Chris?

Holmes
A complete surprise and a real honour.  And obviously I’d studied politics at university, I’ve always had an interest in the number of the organisations I’ve been involved with so to get this nomination was just tremendous and I look forward to carrying on a lot of the work that we do with the Paralympic Games last summer and broadening that out in the House.

O’Donoghue
We’ll be hearing much more from Chris later on.

But we start with an update on the RNIB’s bus campaign, designed to improve the lives of the visually impaired bus travellers among us.  For blind and partially sighted people travelling by bus can present a unique set of challenges, whether it’s hailing the right bus, finding a seat or knowing when to get off.  Bus travel can be one of the most stressful things people do and that’s before you get to the office or that crucial job interview.  Our reporter Tom Walker is in Liverpool and has been looking at the effectiveness of the campaign to date.  Tom, first of all, what’s your experience as a blind bus traveller?

Walker
The main problems I experience, Gary, are hailing buses and being on unfamiliar routes.  Like yourself my solution to the hailing the bus problem is to stand very near the kerb, so as to make myself as visible as possible.  I find being on unfamiliar routes probably one of the most stressful things I ever have to do.  And the way I deal with that is to involve the bus driver and any other passengers who are happy to help and usually when I get to the right stop I get a chorus of – You’re here now.

O’Donoghue
Tom, I know you’ve been speaking to some VI – visually impaired – passengers but before we hear from them what’s the aim of the RNIB’s Stop for Me, Speak to Me campaign?

Walker
The idea, Gary, behind the RNIB’s campaign is to bridge the gap in understanding both the bus drivers and their blind and partially sighted passengers.  The RNIB’s campaign has been running for a fortnight now and they’ve been gathering evidence in support of mandatory disability awareness training for bus drivers.  I went to Stock on Trent to an event at the First bus depot and talked to blind passengers and sighted staff.  Charlotte Proctor from Leeds and her guide dog travel regularly around the city on the bus.

Proctor
At Christmas time going from college to my home I had to get a bus into Leeds city centre and a bus out.  Getting the bus into Leeds city centre I asked for Primark, which was the stop where I got off to catch my other bus, and the bus driver shouted out Primark and I got off and it wasn’t.  So I was then stranded at about six o’clock at Christmas time, so it was dark, it was busy, in the middle of Leeds city centre, totally reliant on strangers, which obviously puts me in a very dangerous situation.

Walker
I also spoke to Nina Davies, another blind passenger, and Nina’s from Birmingham and she had some very clear advice for bus drivers.

Davies
If you’re not sure that someone looks like they need to get on the bus or not just ask them because that’s the thing with the visually impaired we can still speak to you and we’ll be able to explain what our needs are because we know.  So yeah it is just to speak to people and to ask questions and the worst that can happen is someone can say I’m fine thank you and that’s not really a bad outcome is it.

O’Donoghue
Tom, you also spoke to some of the drivers, I know, and they were trying out those Sim specs – those spectacles that try and emulate sight conditions. 

Walker
I did.

Okay, so the bus has now pulled up, so I need you to get on board the bus, ask the driver for a ticket to where you would like to go, take your ticket and then find yourself a seat.

That was Andrew, one of First Bus’s drivers finding out for himself how difficult it can be to hail a bus and get on while blindfolded.  And as a result of his experience he’s clear about how things should be made easier for visually impaired people.

Andrew
I think more information like talking timetables on the bus stop and things.  

Walker
And what will you take away from this experiment today?

Andrew
I’ll be more patient and be understanding with the person what gets on the vehicle.

O’Donoghue
So Tom how did First Bus themselves respond to the RNIB’s campaign?

Walker
I talked to David Ibbs, general manager for the bus company in the Potteries, and David was very conscious of the need to have announcements on buses.

Ibbs
In the last couple of hours I’ve learned so much that if I’m honest – and I’m very honest – I’ve never even thought about in the past and that’s good, that’s learning, that’s training, that’s development.  And I think the key for talking buses is the development of where we need to be.  Now I do know however obviously that concept is in trials in certain areas, be it with newer buses etc., but what we need to do is we need to somehow try to fast-track that through – yes?  It’s all very well saying well we’ll have them in another 10 years, 20, we don’t want to wait that time, we need to find some way to get that on a more fast-track basis.

O’Donoghue
David Ibbs there talking to our reporter Tom Walker.

One of the issues the RNIB has been campaigning on is the implementation of new EU rules that would force bus companies to put drivers through awareness training.  Michael Wilson is one of the RNIB’s campaign managers and he’s disappointed with the response he’s got from the transport minister Norman Baker.

Wilson
Last March Norman Baker had the chance to implement a regulation that would make mandatory disability awareness training for all bus services, he chose to opt out and go with a five year exemption, which was troubling, especially when countries such as France and Slovakia implemented it immediately.  But actually if you think about the wider context this government’s sort of encouraging more and more disabled people to get back into work – on the one hand the government’s saying one thing with jobs but then on the other it’s not matching up with its commitment to getting operators to make travel accessible.

O’Donoghue
Well we asked to speak to Norman Baker about the government’s decision to take the maximum five year opt out from the new EU rules, particularly as around two-thirds of other EU member states have signed up straight away.  However, Mr Baker was not available.  Instead the Department of Transport sent us a statement in which it said the coalition government is committed to ensuring that disabled people have the same access to transport services and opportunities to travel as other members of society.  However – it went on to say – that it was delaying the implementation of EU regulations in order to give businesses more time to prepare.

Well we’re joined on the line now by Chris Nice from the Confederation of Passenger Transport, which represents bus companies.  Chris, why do you need another five years to tell bus drivers that they need to tell blind people where to get off at their stop?

Nice
Well I’m sure our member operators will say they don’t need another five years and in fact a lot of them are doing the work today.  The Driver CPC, which comes into effect on the 10th September, this September, will see all bus drivers on our roads having completed 35 hours of compulsory training and an element of this compulsory training may be disability awareness…

O’Donoghue
Maybe – maybe?

Nice
Well the flexibility lies with the operators, they select their drivers for elements of the Driver CPC which are most relevant to their working practice.

O’Donoghue
But this CPC – this certificate of professional competence – it’s not in any way uniform is it and the bus companies don’t have to put their drivers through disability awareness training as part of that do they?

Nice
No it’s down to the individual operator to decide which elements of the Driver CPC that their drivers complete but we are aware that a lot of our members are telling us that the courses that their drivers are going on are the customer care courses, are the disability awareness ones and since these have been introduced in the last five years over 180 additional courses have been added to the [indistinct word] approved scheme.

O’Donoghue
The RNIB found that – I mean astonishing numbers of people find it difficult to get the bus driver to answer a question, to tell them what number bus they are or where the bus is going.  What on earth is going on?

Nice
Well I’m not aware of these problems but we like to hear from the RNIB and our members are working closely with a lot of disability groups to try and improve these things and I’m sure our drivers’ awareness of the requirements of elderly and less abled passengers is improving and these courses are helping us to do that.

O’Donoghue
How long is it going to take for your members to implement what we are lucky enough to have in London which is talking buses, buses that tell you what number they are, tell what stop you’re coming up to?  It’s not much to ask – when is the rest of the country going to do it?

Nice
Well certain areas of the country are introducing these buses and as operators replace their fleets and upgrade their fleets the majority of modern buses are fitted with this technology.  It isn’t something that we can do overnight but we’re certainly moving in the right direction.

O’Donoghue
How long is it going to take?

Nice
I can’t answer that for the whole industry but it’s certainly within the next five years you’ll see more buses on our roads with this sort of technology.

O’Donoghue
And that was Chris Nice from the Confederation of Passenger Transport.

Chris Holmes is still with me here in the studio.  Do you use the buses much Chris?

Holmes
Very much yes, very interesting listening to that, I know I’m lucky enough to be in London and the 65 and the 391 that I use regularly have the iBus system on board and also have incredibly helpful drivers and I’d really like that to be the case right across the country wherever you happen to live.

O’Donoghue
Would you use them if they didn’t have that?

Holmes
I think it would be a lot more difficult, no question.

O’Donoghue
Now Nystagmus is one of those diseases that’s little understood, even among members of the medical profession.  But it can be highly stigmatising, particularly as the effect of it can make sufferers appear to squint or tilt their head when trying to look at something.  The Nystagmus network is now trying to raise awareness of the condition and I’ll be speaking to someone from the network in a moment.  But first here’s Vicky Wildbore – a drama graduate who’s had the disease since birth.

Wildbore
If I was describing my eyesight to somebody else I’d say I was partially sighted and it mostly affects my distance vision but also my close up vision.  But the main thing that I try to get across to other people is that Nystagmus changes throughout the day or depending on how you’re feeling.  If you’re ill or tired your eyesight dramatically decreases.  So although people will say well you can read that small print in the newspaper, I’ll say yes but if you ask me to read the whole article I can’t do it because it’s too much.  I’ve found that as a coping mechanism confidence is key and just not to be ashamed of who you are and what you’ve got.  My dream is that one day I will be able to say to somebody - I’ve got Nystagmus - and them say – Oh yeah I’ve heard of that, I’ve got a friend who’s got that or I understand that – rather than - What?

O’Donoghue
Now the Nystagmus network has had a boost recently with a premier league footballer becoming its patron.  Steven Reid plays for West Bromwich Albion and his four year old son Harry has the disease.

Reid
Kathleen, my wife, she brought Harry along for his next check-up at about three months and one of the nurses said pretty much immediately oh has Harry got Nystagmus and obviously I think, as most parents’ first reaction would be, would be what’s that, we had no idea what it was, what the condition was about and how he’d be affected.  We went on Google and the Nystagmus network was one of the first listed.  We went on there, we learnt a lot about the condition and one of the main things that they do is the yearly open day.

O’Donoghue
That was Steven Reid.  Well I’m joined on the line now by John Sanders from the Nystagmus Network.  John, I gather you’re having something called Wobbly Wednesday, this coming November, what’s that?

Sanders
Wobbly Wednesday, yes it’s our first ever awareness day for Nystagmus.  We just want to get people talking about it, raise awareness of the condition but also perhaps challenge a couple of the myths that you referred to there earlier on.  One is that there’s nothing we can do about Nystagmus - there’s a lot we can do about Nystagmus.  And the other one is that it’s a lot more than just short sight and that the simple test you have in the opticians doesn’t really capture all the problems that are caused by Nystagmus.

O’Donoghue
Is it misdiagnosed often?

Sanders
It’s not so much misdiagnosed as poor diagnosis are the words – the underlying associated cause isn’t always spotted.  It’s more of a question really that people are given very little information at the point of diagnosis.

O’Donoghue
What’s the sort of prevalence of it at the moment – is it possible to say what the prevalence of it is?

Sanders
Yeah the figure’s now somewhere about one thousand – one in 800.  That’s another reason that we want to have this awareness day because it’s a lot more common than people think.  Obviously it’s my job to go around talking about Nystagmus and I’ve noticed that when I do talk to people they’ll come back to me perhaps a day or a week later if I meet them again and say you know John you were right, I do know somebody else with Nystagmus, it’s just that you never talk about it do you.

O’Donoghue
I was talking there about the – before – about the stigmatising element of it, do people feel very self-conscious about it, does it make them look a bit weird?

Sanders
It does because you can’t hide the fact that your eyes are moving involuntarily, you might have a head posture, as you referred to earlier, you might hold your head to one side or up and down, you might even shake your head or nod your head, particularly when you’re tired or anxious if you have Nystagmus.  So it’s not something you can hide very easily.  We also miss out on a lot of visual cues when we’re in social situations are work situations or in school, so it can be a major problem in those respects too.

O’Donoghue
And that means I suppose educating the public but also people with the condition must have to develop a pretty thick skin mustn’t they?

Sanders
You do and one – I mean there are several strategies, I think very often in the past because so many people felt that they were the only ones in the world with it people would try and pretend they didn’t have it.  Increasingly what we’ve found is that if you’ve got it it’s better to be open about it.  So we’re trying to give people the information so they can in effect take ownership of having Nystagmus and say look I’ve got this condition, it’s not the end of the world but I do need help with some things or there are some things I’m going to struggle with.  And also to simply be able to answer those questions because it’s hard to believe us but although you might be born with the condition you don’t necessarily know how it affects you and you don’t know all the answers to the questions.

O’Donoghue
What’s the state of research on it at the moment?

Sanders
Well as with anything we’d always like to see a lot more research but here in the UK we’re holding the third international research workshop on Nystagmus next month, in September, so we’re bringing 30 odd people from around the world.  But there’s still some very basic problems still to answer, like simply how do you measure Nystagmus?  So much emphasis is put on that simple – how far could you read down the eye test chart, so-called visual acuity score, I’m sure a lot of your listeners are familiar with - the trouble is with Nystagmus that’s like taking a ruler to measure your waist – you wouldn’t measure your waist with a ruler, you’d get a tape measure.  With Nystagmus we don’t have the equivalent of a tape measure so we can’t measure its effects, so that has to be one of the next steps.

O’Donoghue
I’m guessing Steven Reid becoming your patron is a pretty big boost for you?

Sanders
That’s helped a lot, yes, I mean simply on my way here today talking to the taxi driver, telling him what Nystagmus was, the usual thing – blank look – I said we’ve got a premier league footballer, he said who?  Steven Reid.  Know him – immediately becomes more realistic.

O’Donoghue
John Sanders from the Nystagmus Network, thank you very much.  

And there’ll be more details on the actionline about Nystagmus and I’ll give you contact information for the actionline at the end of the programme.

Well there aren’t that many disabled members of the House of Lords, even fewer of them are blind people, but as of the beginning of this month there’s one more.  Chris Holmes is Britain’s most successful Paralympic swimmer, winning nine gold medals and an MBE to boot.  And Chris is with me in the studio, welcome back.

So you’re going to be a member of the House of Lords sitting on the Tory benches, what are you going to bring to the party?

Holmes
Hoping to carry on a lot of what we’re able to start with the Olympic and Paralympic Games last summer really, the sense of bringing to life what’s possible.  We had a Paralympic Games where we sold all the tickets, had all the Olympic sponsors involved and got it broadcast right around the country and right around the globe.  So to build on that sense, to enable people to achieve their full potential across sport obviously important, but really wanting to get involved across the whole piece – employment, education and the entirety of social inclusion.

O’Donoghue
Because of course you did a politics degree so you should know how it works anyway shouldn’t you?

Holmes
I certainly feel I might be dusting off some of the text books from Cambridge yes.

O’Donoghue
What do you see as your responsibility when you go in there because clearly you’re a high profile sports personality but what do you think are the really key issues that will occupy your time in there?

Holmes
It’s taking sport at the heart and what we’re able to do with the Paralympic Games last summer, to really have the games of the possible and enabling that to ripple out across the full totality of the issue – very interested in education and differentials, educational attainment – very interested in that.  Very interested in employment rates across different groups.  So if I can make a positive contribution across education, employment, sport and social inclusion I’ll be pretty happy with that.

O’Donoghue
Now of course you get to choose your title don’t you, have you decided where you’re going to be lord of?

Holmes
All hopefulness.

O’Donoghue
[Laughing] And have you been measured for the ermine yet, that’s what we really want to know?

Holmes
That’s yet to come and I’d love you to join me.

O’Donoghue
Well that’s an offer I can barely refuse.  Chris Holmes, thank you very much.

Well that’s it from In Touch for this week.  Any information you need about items in the programme can be got from the Radio 4 actionline on 0800 044 044 and that’s for the next 24 hours.  The podcast will be available from tomorrow and if you want to e-mail us, please do, the address: intouch@bbc.co.uk.

But from me, Gary O’Donoghue, producer Cheryl Gabriel, till next week when I’ll be back in the chair, goodbye.




