IN TOUCH

TX:  26.01.10  2040-2100

PRESENTER:  PETER WHITE

PRODUCER:  CHERYL GABRIEL


White
Good evening.  It's reckoned that somewhere in the region of 12,000 people lose their sight in the UK each year, which is why our series Blindness for Beginners is making another of its regular appearances on the programme.  It's where we try to answer just some of the questions which crowd in when sight begins to fail, but may seem too obvious to ask. 

To help us tonight:  Diane Roworth, who is chief executive of York Blind and Partially Sighted Society, which has its own resource centre and regular contributor Richard Lane, who lost his sight in the early 1990s.

So often the usefulness of the answer you get depends on asking the right question - so that's really our theme tonight: what are the best questions to ask to get really helpful information?

Diane, let's start with you because this must happen to you a lot.  What's the question you're most often asked by newly blind people?

Roworth
Well every month we get between 15 and 20 people popping in to our equipment and information centre and they say what's available.

White
And is that a straight question or is that code for something else because it's so wide isn't it?

Roworth
Absolutely, there's an enormous amount available.  So we talk to people about the problems that they're having - so we need a starting point.

White
Okay.  We're try and find what that starting point might be.  Richard, what was the question you most wanted the answer to, assuming you could actually work that out when you were in this situation?

Lane
Yep, it's going back about 18 years.  I would certainly - just in answer to Diane - say when I first became registered blind I wasn't popping in anywhere and that actually is the fundamental question that I asked at the time and I'm sure I would still be asking that question again today.  The trauma and paralysis of becoming totally blind fairly quickly at a relatively young age, question number one:  How do I become mobile again?

White
Okay, we'll certainly get round to that one and we'll get round to the advice one as well.

We also asked a similar question of a couple of relatively old hands:  Dave Kent, who's now totally blind after having some sight and Fred Brown, whose sight has been gradually getting worse over a period of 15 years as the result of retinitis pigmentosa.  This is what they said:

Brown
Do I need to have training to use a white cane?  How do I apply for disability allowance?

Kent
My name is Dave Kent, I live in London.  The three principle things I distinctly remember when I was losing my sight and knew that I was going to be totally blind were one:  counselling - who could I go to talk about the traumatic issues of losing sight.  And number two was how was I going to get around, I was very active and needed to know what was going to be my principle mode of mobility - was it a guide dog or a long cane.  And three:  independent living skills - something as basic as boiling a kettle and making a cup of tea safely and then making a sandwich and so on and so on.

White
Dave Kent and before that Fred Brown.

Well Fred and Dave mentioned mobility, so did Richard, so let's start there because of course confidence in moving around is pretty fundamental especially because don't think we're just talking about striding down the high street immediately because initially it's often just having the confidence to move around your own home without tripping over or clobbering your head on a shelf or something like that.  Richard, what advice did you get initially?

Lane
I went down the conventional route and became registered blind, that was with the local social services at the time.  And x number of weeks later and I can't recall how long it took but certainly a good couple of months before social services actually came out to even do the initial assessment.  The actual long cane training came through a residential course I did at RNIB after that and not through my local social services.  I was basically unable to use a long cane for about the first six months after I became blind and I certainly didn't get my first guide dog until another year after that.

White
So how did you get around then?

Lane
With great difficulty.  Friends, taxis - so therefore the additional expense of your disability - and most scarily I did try and use a short cane without any training at all and it nearly ended up with disastrous consequences a couple of times.  So joking aside you need training and training has to be done quickly and sometimes the tragedy is it takes so long to get that training.

White
Diane, what advice do you give, what happens in York and does it happen everywhere?

Roworth
Well the good news is you don't have to be registered in order to be able to get mobility training.  If you need assistance in getting around, whether it's in your own home or out and about in the community, then you can ask your local authority to do an assessment, whether you're registered or not.  It may be them that provides mobility training, it may be your local society for blind and partially sighted people who do it on their behalf. 

White
I have to ask the brutal question:  can you get mobility training anywhere in the UK?

Roworth
Yeah, you should be able to get mobility training anywhere in the UK, whether it's from your local authority or your local society or from the Guide Dogs Association.

White
But if you're having trouble and it's taking a long time, as it did with Richard, maybe it's better in 2010, maybe it isn't, what do you do, who do you shout at?

Lane
I tell you what I would do, if I was having no luck from social services, if they were contracted to give me the mobility service, or even from the local society, if they were contracted to do that but maybe there was a wait, if you're desperate for mobility training contact your local Guide Dog office, they have rehabilitation officers, they can give you emergency long cane training.

White
Right.  Diane, what about that business of getting from front room to kitchen to upstairs without the fear, if you've lost almost all your sight, that you're not going to come a cropper?

Roworth
Well you really need to get some advice and help on this.  But the first point is don't stop doing it, don't sit in a chair because that way you won't ever go and do it.  You need to get in touch with somebody who can help you to learn those sorts of skills.  Depends on your level of vision of course, I mean a lot of people who come into us are actually partially sighted and a little bit unsure about going out on their own and need to know things like how to use a symbol cane effectively, how to use crossings properly like the little rotating cone that can help you cross the road safely - all of those sorts of things.  So you can still be nervous about going about even if you have partial vision but don't stop doing it, get some help, even if it's in terms of getting in touch with your local voluntary society.

White
Right.  And what about coping, Diane, with the choices, in other words - long cane, do I use a dog, that's a very iconic idea therefore it's the one people are probably most familiar with who lose their sight but it's not that common an option is it in all truth?

Roworth
Guide dogs are absolutely fabulous for those people who need them but not everybody needs a guide dog.  Not everybody wants to have a guide dog because you've got an animal to look after, after all.  So there are choices between guide dogs, long canes, symbol canes and it depends on your level of vision, depends on what you actually want to do.  So you really do need to talk through these options with somebody and if a guide dog's in your mind then Guide Dogs will talk through the options with you.

White
Can I just ask you quickly - can you apply for a dog off your own bat, or do you have to be referred?  You know say you don't agree with the advice you're getting.

Roworth
You can apply off your own bat, there's absolutely no reason why you can't approach Guide Dogs and ask them to talk to you about owning a guide dog.

White
Right.

Lane
Also - also ...

White
Richard, yeah.

Lane
Also bear in mind that psychologically or emotionally if you've just lost your sight over a relatively short period of time you're probably going to resist the idea of having a guide dog, as you alluded to earlier Peter it's the iconic emblem of being blind and I certainly was not mentally ready for a guide dog when I became blind.  But ...

White
People resist the idea of a cane as well.

Lane
Of course - absolutely and actually you know that was my - the dog has been my choice but I wasn't ready for a guide dog when I first became blind.  So I learnt the skills of long cane technique before then becoming a guide dog owner and I think that's often quite a common way to go.

White
Okay, there's much more we could say about all these things so forgive us if we don't say everything.  But I want to move on to coping in the home because you do that even before you leave it.  Living independently, which is mentioned there, what help is available there?  Diane, let me start with you.

Roworth
Well equipment is something that is a great help to loads of people.  People struggle with ordinary everyday activities like telling the time, like cooking, like reading cooking instructions - all of those sorts of things - and there's some fabulous new stuff around.  I mean telling the time is a classic, everybody needs to know what time it is, and there's a brilliant new clock out called the Communiclock that actually speaks the time and the date as well.

Communi Clock
The time is 3.02 p.m.  The date is 26 January 2010, Tuesday.

White
It's very clear speech isn't it.

Roworth
Absolutely and it's very easy to see and is radio controlled, so you don't even have to be able to set it.

White
Right and clear evidence that we're pre-recording this programme, if it were needed.

Roworth
Absolutely.

White
But there are quite a lot of speaking clocks around aren't there.

Roworth
Yeah there are, there's a huge variety.  And that's the value of finding an equipment and information centre or a resource centre to go and look at because then you can choose the one that suits you the best.

White
Okay what else have we got there?

Roworth
Okay, well a lot of people have difficulty making a cup of tea and there's again a very old tried and tested piece of equipment for that and it's called a liquid level indicator.  It's a natty little device that sits on the edge of the cup and as the liquid rises in the cup it hits the metal prongs and the metal prongs make a noise so that you can tell the level of the liquid in the cup and this is the noise it makes.

Liquid level indicator beeping

So you now know to stop pouring because the liquid's near the top.  It also vibrates, so if you've got a hearing problem then that helps too.

White
Right and this has been around since the early '70s, it's one of the first gadgets I think I did something about on In Touch and there it is, still going strong.  Do you use it Richard?

Lane
I don't want to do the liquid level indicator down, I don't use one, I think they're brilliant but actually even better still are these kettles that automatically pour you a cup of coffee just to the top, near the top of the cup, so you don't actually need the liquid level indicator.  Sorry didn't mean to pour hot water over that.

White
But you make a very important point, isn't it, which is that certainly dealing with things like tea the real worry people have is not spilling it but scalding themselves.

Lane
Exactly, so there are some other solutions around as well but let's not decry it - the liquid level indicator is a classic and will be forever a classic I think.

White
Okay.  And I think you've got one more thing there Diane.

Roworth
I have, yes, and this can be a little bit of fun but it's very practical as well.  It's a talking tin top and the idea is that you record on to it the contents of the tin and it sits on top, attached by magnets, and you press the button and it tells you what's in the tin.  It also can be used to record cooking instructions, so if you want to fasten it to a ready meal in the fridge, for example, and somebody can record the cooking instructions on it for you and you can then put it in the microwave.  So I'll just demo this for you.

Talking Tin Top
Tuna chunks in sunflower oil.

Roworth
So that was tuna chunks in sunflower oil but obviously you record whatever is in the tin.

White
Right, which is quite a popular technique of actually recording your own stuff and I know Richard you're going to have an example of that in a moment.  Let me just say to people - quite a lot of detail here, we're not going to give lots of prices and phone numbers on this programme but we will have all of those on our action line number - 0800 044 044 - and on our website.  Richard, are you a gadgets person?

Lane
I am a gadgets person and what I think is brilliant is how much things have moved on, even in the 18 years or so that I've been blind, so keeping up to date with the gadgetry that's around is good fun and there's a lot of very practical stuff out there.  

Please drum roll - let me introduce my new mate called the PenFriend, which I think has been mentioned on the programme before.  But the PenFriend is fantastic because it basically enables you to put labels on to anything you want - CDs, records cassettes, tins, spice pots, whatever - I mean literally and you can record an audio label through the pen on to that specific label.  So every audio tag is specific to that label and let's hear a couple of examples of that now.

PenFriend
Elgar Cello Concerto.

Lane
And also essential in the kitchen for labelling, particularly things that you don't change very often, like herbs and spices:

PenFriend
Chinese five spice, Chinese five spice.

White
And you've also got the latest example of how to kind of record memos to yourself haven't you.

Lane
Yeah, what I think is so great about keeping on top of some of these gadgets that come out is they're not high tech and expensive, some of them are very low tech and very cheap.  There's a keyring that I picked up this morning from the RNIB, it costs £2.50, it's a keyring but you can record an audio label on to it, so if you need to take down a phone number quickly or any other bit of vital information but you just physically have no other way of doing it, record it on to your keyring.

Keyring
Test memo:  Richard Lane, don't forget to listen to In Touch 8.40 p.m. Radio 4.

White
So a good selection there to choose from and there are loads of other examples of things, we're not falling into the trap of thinking that a gadget is the answer to everything but they can make things a lot easier.  But of course quite often what you need are people rather than things.  So where are you most likely to find that one person you can turn to, say quickly, when you hit a snag, perhaps someone who you can pick the phone up to?  Diane, what would you say to people?

Roworth
A couple of suggestions here.  Obviously get in touch with your local society for blind and partially sighted people and find out what they have to offer.  There maybe staff there that you can talk to but there also maybe groups that actually meet there where you can join some - with people who have a similar eye condition to you and you can learn and support from each other.  The other suggestion, would be if there isn't a local society active in your area try to contact a national organisation, like the RNIB or the National Macular Degeneration Society, for example, and they may know of local groups that meet in your area.  So that you can get together with other people in a similar situation and share ideas and support each other.

White
So quite often there are organisations which are eye condition specific, if you like?

Roworth
Yeah absolutely, so for example if you have retinitis pigmentosa then there is a national organisation for that, if you have glaucoma there's the International Glaucoma Association.  There are a huge number of support organisations around.

White
What about though for the non joiners amongst us, there are some people who the last thing they want to do is join a society or a club or something, they just - they want someone on the end of a phone?  Let me put that to Richard, I mean I don't know whether you're a joiner or what you are.

Lane
I'm definitely a non joiner.  Okay so everything Diane says stands of course but I think again another difference to my experience in the early '90s is how better organised nationally the RNIB seems to be in terms of telephone contact and support.  Just a couple of quick examples.  You can now call the RNIB helpline, it's not a switchboard, it's a helpline with trained staff.  Part of that helpline is they can offer an in depth advice service, including telephone counselling with qualified counsellors to help you overcome emotional difficulties in the early stages of sight loss, as Dave alluded to earlier in the piece.  That wasn't around 18 years ago.  They can also do benefits assessments and all other things, the whole system of talking to people is better, it's improved.  And also if you want to talk to other blind people the RNIB offer a telephone befriending service so you can chat to other people in your situation.  These things seem obvious but they've only been introduced over the past few years and I'm sure they're making a real difference to newly blind people's lives.

White
And I suppose what worries me - and I'd be very interested very quickly to hear both your reactions to this - is that you may not hit this right the first time, there may not be a great voluntary organisation in your area, you might not get the welcome you want from the RNIB one.  We've got to make it clear that maybe you have to keep trying until you get the right one for this haven't you.

Roworth
Absolutely.  You will never cover everything in the first visit because your own needs as an individual will change.  You will find that you want information, advice and support on different aspects of your life at different times and there will always be a need to find somebody to talk about things with.  And there's always new things coming on stream as well.

Lane
You're absolutely right Peter, you can't crack this - there's no right way to getting used to your sight loss, it's very much a personal journey and there's a heck of a lot of information out there, it's a bit of a jungle.  All I would say is just listen out, get signposted properly, as I hope we're doing tonight, and if you get knocked down, which you will do, just get up, brush yourself down and carry on and eventually it will start piecing itself together.

White
Perhaps tuning into In Touch wouldn't be a bad idea, we sometimes come up with the odd idea.

Can we just deal with Fred's question about the money you're entitled to, this is clearly a programme in itself but I would just like to answer Fred's question about where to get help specifically, perhaps where to go?  Diane?

Roworth
I would suggest that you contact your local society for blind and partially sighted people or your local authority or the benefits advice team because you really do need expert help in order to give yourself the best chance of getting the most appropriate benefits for you.

White
And Diane, what if you want to know where your local voluntary organisation is and maybe a bit about it?

Roworth
You can contact NALSVI - which is the National Association of Local Societies for Visually Impaired People - and they can tell you where your nearest local society is and the sorts of services that they can offer you.

Lane
I don't want to send out confusing messages here but I would call the RNIB helpline because they'll do a benefits check and they'll advise you on the type of benefits you're entitled to and encourage you to apply for those benefits.

White
Right, okay.  Well thanks very much for that.  As I indicated we'll be doing a Benefits for Beginners special in a few weeks time.

But that's it for this week.  My thanks to Diane Roworth and Richard Lane, we hope that that at least has got people started.  Do let us have your questions, following up from that, on 0800 044 044.  You can contact us via e-mail at bbc.co.uk/radio4/intouch.  From me, Peter White, producer Cheryl Gabriel and the team, goodbye.


