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White
Good evening.  Tonight another in our occasional series Blindness for Beginners, which is exactly what it says on the collecting tin.  Now obviously we know that in 20 minutes we can't complete or even start a rehabilitation course and we wouldn't want to, what we do aim to do tonight is just get people over the starting line if you're newly blind or partially sighted and with just some of those questions that tumble in at a time like this at least try to get people from the quite understandable state of panic to taking those first steps.

To make some of those suggestions I'm joined by Richard Lane, who came first on to this programme 17 years ago, just after he'd lost his sight and he's been an occasional and welcome visitor ever since.  He's currently working as web editor at the Lancet medical journal.  And Diane Rowarth, she's partially sighted, Diane's been heading up the York Blind and Partially Sighted Society for the past 14 or so years and she's also been a regular contributor.

Richard, first of all, can you just remember of all the things that must have been going through your mind at that time, what was the most urgent to solve?

Lane
Well Peter maybe 17 years ago but there are so many things that are bombarded at you when you first lose your sight but I recall thinking so clearly just the most obvious thing - inability to read.  Every morning a pile of meaningless paper would arrive on my doormat which had to be read, so cajoling friends and family into getting that sorted out was my immediate first obstacle to overcome.

White
And that was the way you did it, was it, just sort of getting people to come and read it which must have been difficult because there was an immediate loss of privacy of course?

Lane
Loss of privacy, I was lucky enough at the time to be living with two great friends, who I'm still friends with, and they were absolutely fantastic at that time.  But certainly for people, particularly if they're living alone, that would be a real obstacle to overcome as quickly as possible.

White
And perhaps a symbol of the loss of power perhaps that you begin to feel.

Lane
Yes the loss of power and in a sense loss of dignity because it's just not something you always want people to do - is to read your post - but it's something that you have to overcome.

White
Diane, of all the questions you must be asked which is the one that newly blind or partially sighted people ask, if you like, the most often?

Rowarth
Well I think Richard's pretty well hit the mark there.  It's the loss of independence.  People who lose their sight in later life have always lived their lives with good sight and they're used to doing things for themselves and then all of a sudden everything starts to become a struggle.  So yes reading but also things like shopping and even recognising people's faces across the road, that's a real difficulty for people and they struggle with it.

White
Just on the reading because you yourself are partially sighted and we have to acknowledge that the majority of people in this situation still have some sight left, what's the best advice you can give about that reading problem?

Rowarth
It's about making the best use of the vision that you have because most visually impaired people do have some sight, so it's giving you the best possible chance of using that sight and you can do that by looking at the levels of lighting that you use, it's amazing what a difference an extra bit of light will make in terms of helping you to read print.  So you need an overall level of lighting in your house but you also need some extra task lighting when you're doing detailed things like reading.  So if you can sort out your lighting first, then perhaps think about using magnifying devices, most people are familiar with a magnifier, make sure you've had a good low vision assessment at your low visual clinic, that could be at the hospital or it could be at your local society or it could be a community service.  And if you go for that low vision assessment then you'll be provided with a magnifier on free loan as well.

White
We don't want to tell people things that won't always work and you've indicated that you might have to look around for that low vision clinic, I mean where's the best place to get that information in the first place of where to go?

Rowarth
Well you could try your local society for a start ...

White
Your voluntary society, like yours, yeah.

Rowarth
That's right, yeah, we're the York Blind and Partially Sighted Society and there are about a 150 up and down the country.  So if you contact NALSVI, which is the national association, they will be able to tell you who your local society is.

White
Richard Lane, recently I think you've opted to live alone, you've had that experience for a couple of years, so I think quite often we'll be pitching the advice at - on the assumption, even though we know a lot of people don't live alone, that you have.  What difference has that made, how's that made you re-look at things?

Lane
By living alone you just have to be even more organised and practical about the way you go about your life and to get that balance right I think between trying to gain as much independence as possible but knowing when to ask for help.  And certainly things like shopping, which I know we're going to discuss, that's something that a little bit of contact with your local shops and getting to know the people there, there's an awful lot of help out there if you're willing to stick your neck out.  And my advice would be for people who might that in that situation for the first time, don't be afraid about contacting your shops and getting some assistance with your shopping.

White
In those early stages there is obviously a bit of an assumption that perhaps it would be a good idea to talk to other people in the same boat as yourself, how did that work for you Richard?

Lane
Well you're right Peter there are, as Diane's indicated, there are plenty of groups around - local blind societies, other informal groups of visually impaired people.  I think it's really important if you're newly blind, as Diane says, to find out what is available in your local area and it may well be of enormous benefit to talk to groups or to meet other people in a similar situation.  I would just add a word of caution, based on my own experiences, just because blind groups that exist that are near you or groups of blind people who can offer - possibly offer help and advise doesn't mean you're necessarily going to enjoy that experience and certainly I didn't.  And one of my first experiences was getting out with a blind sports club and playing cricket, which I used to do when I was sighted, but it ended up being a fairly depressing experience because it seemed to be run by people with good partial sight who weren't terribly interested in people who'd just become totally blind.

White
So you're saying it's not automatic, what are the things that you would advise then, clearly that didn't work as far as you're concerned?

Lane
I realise I can't speak for all newly blind people but my advice would be cautiously find out what is available.  Don't get - necessarily get too sucked into the local blind groups, there's an awful lot of help there but I think one of the skills of being newly blind is not just accepting often some great help that's around but it's also knowing when not to get sucked in too much to everything that's going on and to carry on with your life as normal, it's a bit of a fine balance.

White
Diane, you give advice now, but you were in that situation where your own sight began to deteriorate, what was your experience of groups around the place?

Rowarth
Pretty much like Richard's really.  It wasn't a very positive experience, I have to say.  I went to one meeting and thought that's it I'm never going back there again.  But actually maybe at the time it wasn't right for me, maybe 10 years, 15 years later it was right for me and I think that is something to bear in mind, that people do make adjustments at different stages and different times and just because something doesn't appeal to you now don't rule it out altogether for the future.  If you've got a new diagnosis of Macular Degeneration, for example, you may want to talk other people who have similar condition, you may want to share experiences and find out how they cope and there are a lot of very good MD groups around, we have one in York, we had 90 people there the other week and it's run by people with MD for people with MD.  So everybody's in the same boat and they're all very willing to share experiences and look after each other.  But if you've got a real penchant to do, I don't know, butterfly keeping then go out and find a ....

White
Go out and find a mainstream ...

Rowarth
... a mainstream group but explain to people what it is that you might need help with and if you can do that at the beginning and get over that hurdle then you can get on and enjoy the group with everybody else.

White
But if you don't like it don't feel you've failed, that's presumably the advice.  Richard, you touched on shopping, let's talk about that a bit more because these are things that people have to do, they've got to get in supplies, especially if they are living alone and that's all tied up with the business of getting out on your own.  Can we - I don't want to go as far as canes and guide dogs and so forth, at the really early stages what's the best way to get that kind of help?

Lane
Friends and family are enormously important at this stage and in my experience were terrific at helping me get out to do some shopping.  But if friends and family are not immediately available don't be put off because something as simple as a phone call to your local shop or your local supermarket and an explanation of the fact that you can't see or you can't see very well and you need some help around the store 100% of the time I've done this I've always found the shops incredibly receptive and cheerful and helpful and they've always said sure do pop down, if you can pop down in an hour's time or if they're very busy they might say not during the lunchtime when we've got our rush on we would be delighted to show you around the shop.  And that's what I've done, either by going out with dog or occasionally by taxi to do that and it's never been a problem.

White
Whenever we do this somebody will write in and say ah well it depends, our supermarket won't do that.  How many different places have you lived in, have you tried this in various places?

Lane
Yes, during my time in London and now down in Surrey, where I've been living for the past couple of years, I must have tried this in at least half a dozen plus shops and I really believe, if you go about it in the right way and you just ask in a pleasant kind of way my experience of 17 years now is invariably you get a very good response from the great British public.

White
Diane, what about actually getting there because as I say we'll still talking about a stage where maybe you've not gone in for any mobility training or anything like that?

Rowarth
Yeah you're right.  Trying to use the local buses can be a big difficulty for people because they're struggling to read the numbers etc.  But you could try looking to see if there is something like a Dial-a-Ride in your area which will come to your house, pick you up, take you to the supermarket, give you time to do your shopping and then take you right back to your door again and a lot of cities do run this particular service.  Or another way might be to again ask at your local society to see if there is a volunteer service.  We run one in York where a volunteer will come and accompany you to the shops, help you choose your groceries, or it might be you want to go clothes shopping or furniture shopping and they'll help you do it, they won't do it for you, they will help you do it.

White
At least that would get you to the shop, you're almost being passed on like a baton, aren't you, in that sort of situation but I suppose if you - that's in a way perhaps what you need to do, it's getting out there that's the key thing you would say?

Rowarth
Yeah I would.  Carry on doing as much as you possibly can for yourself but use whatever services are around there to help you do it.

Lane
And the more you get out, as Diane says, the easier it becomes because people see you're out and about and I think that if the public see that as a blind person you're trying to get on with your life and be independent they're going to be more receptive to offering you help when you might need it.

White
Perhaps the other most vital tool of independence is being able to cook for yourself, again we're not going to get into cordon bleu or anything like that, but just if you're going to be there on your own, you want to knock up something for a midday meal or something like that, Richard what advice would you give there?

Lane
Talking microwave absolutely without question one of the most important things, so easy to use, as the title of the product implies, use it all the time.  

White
And no need to go back so early to the flame of a cooker and all that sort of stuff?

Lane
Absolutely not.  I've only recently been back to the flame, since I chose to live alone, and at first that was a fairly terrifying experience.  And what I've found from the cooking side of things is that whilst some things may sound simple, perhaps like doing bacon and eggs, I actually found completely horrendous and still don't know how to do that and if there's a totally blind person out there who can cook a mean fry up I'd love to hear from them.  But counter to that I found slightly sort of counter intuitively that some potentially more complicated sounding dishes, risotto's my current buzz word, which for some sighted people sounds like a bit of a fag because you've got to stir in stock and keep stirring and adding it and how can you tell when the rice is cooked and all that sort of thing, absolute dream, it's a tactile experience, it's a taste experience, you can even listen to the sound of the rice in the pan and you will know when to add a little more stock and it's a great joy.

Rowarth
Very, very simple recipe that will really impress your friends if you want to have dinner round.  Just take some chicken breasts, slice them in the centre, stuff them full of feta cheese, wrap them up in either bacon or Parma ham, pop them in the oven, half an hour, they're done, serve them with a bag of mixed salad and there you go, dead easy.

Lane
Ah I'm coming to York this weekend, that sounds good.

White
So and the point about that, sounds sophisticated, you're saying that the actual techniques involved in that are simple techniques?

Rowarth
Absolutely very simple techniques, yes, something anybody can do.

Lane
And just to add to that the thing that's really revolutionised things over the past few years and I appreciate not everyone has got a computer but I think increasingly people are having computers - older blind people as well - with the internet now you can just go on line and punch a recipe into a google and you'll get it read back to you and I think we've got a clip of a rather famous chef - Delia Smith - her website which is talking about Chicken Jambalaya.

Clip of recipe
Jambalaya is one of the easiest and best rice dishes that owes its origins to the traditional Cajun cooking of America.  Serves 2-3.  Ingredients: add one pint of chicken stock; one teaspoon tabasco sauce; three medium tomatoes dropped into boiling water for one minute then peeled and chopped; one bay leaf; salt and freshly milled black pepper.

White
I promised myself we wouldn't go into gadgets and computers tonight but we have - but I suppose the great advantage of that that it's hands free for you isn't it and Braille around a kitchen, even assuming you can read Braille at all, is maybe not the most brilliant idea.

Lane
Exactly.  So if you can position your computer quite near the kitchen you can just nip back and check on the recipe and then get back in your kitchen again, it's actually quite a liberating experience.

White
Diane, if people can still manage large print how much is there about?

Rowarth
Unfortunately not a lot, I mean I'm really glad to hear that clip from Richard because I did investigate large print cookbooks yesterday and could only come up with about 12 at the National Library and they only had about five of those that they could loan out.  So unfortunately it's not so good.

White
Diane, just one thing, I mentioned this thing of going back to the flame because that's the thing that your friends and perhaps particularly relatives are going to be very nervous about, maybe more nervous than you are and I'm just quite interested in that business of how you'd tread that line between fighting for your independence and not scaring the living daylights out of the people who care about you.

Rowarth
Well I think if you're confident that you can do it then your confidence should inspire the people around you.  And don't allow other people to take over from you really because if you can work out ways of doing things for yourselves you're going to carry on doing it.  And if other people think you can't then that's their problem, it's not yours.

White
Easier said than done though when they mean the best for you but they're saying oh god you can't do that, you know.

Rowarth
And it's a learning process for everybody I have to say.  But we come across this all the time - in our equipment and information centre we get families that come in together and the daughters or - are trying to find out things for their parents and we really have to talk to the parents and not the daughters.

White
And what about the kind of equipment you use Richard, do you have any tips about that?

Lane
In the kitchen I'd certainly say one of the best things I got relatively recently actually is a chef's pan and basically that is larger than a frying pan, smaller than a wok.  Fantastic.  It doesn't have a handle on it which I think if you're totally blind is essential because you won't be walking into the handle and knocking your hot stew all over yourself.  The sides of the dish are sufficiently high that you can really get to grips, get stuck in there with your food without pushing and shoving it all over the rest of the cooker.

White
There's also a counter intuitive point, he said from his great vantage point of having cooked properly for about a year or so, and that's that sharp knives are probably safer than blunt ones aren't they.

Lane
Definitely, nothing more dangerous than a blunt knife, good sharp knife essential and a good sense of humour.

White
Because it slips and all that sort of stuff - grip and you can do yourself damage.  I promised we wouldn't talk about gadgets but I will ask you, Richard, is there one really quite low tech thing that you feel is a bit of a life saver, perhaps particularly in terms of living alone?

Lane
Yes definitely, so simple but so essential I must use it once or twice a day and that's a simple handheld colour detector.  Let's see if we can give this a go, and move it up to my shirt, it's probably going to say something rude.

Colour detector
Olive green.

Lane
And so it's just a simple handheld device, hold it up against your clothing and it will just tell you what colour it is, so quite handy.

White
So not that worried that you're going to go out looking like a Technicolor nightmare then?

Lane
Exactly.  Not so good on checks and stripes but for plain colours it's pretty well 99.9% accurate.

Rowarth
My big tip would be take advantage of the discounts that are around for visually impaired people, particularly for things like theatre tickets or museums.  If you need someone to guide you round and explain things to you then that person can usually go for free, so you can get two of you going for the price of one.  If you're using audio description you can get on the set and have a touch tour.  And I have at least two friends who really love going out with me because they can get into the theatre really cheaply and actually they get a lot out of it as well, because they're having to explain things to me they then take a greater look at things and so they find that they're actually getting more pleasure out of it as well.  So both of us win, which is actually great.

White
So don't look upon yourself as a kind of millstone round their neck, you're actually doing them a favour.

Rowarth
Yeah absolutely.

White
Just one, in a sentence if you could Diane, if all else fails and you're sitting there on your own and you don't know what to do next, social services haven't turned up, would you give one piece advice about where to turn?

Rowarth
Yeah, please turn to your local society for blind and partially sighted people because they will be able to tell you where to go for help.

White
Well thank you very much for all of that, not complete, we recognise that, but this was only ever meant to be a start.

That's it for today.  Our plan is to invite Diane and Richard back to field the queries that we hope this programme will prompt from you.  Give us your views and questions, either by calling our action line on 0800 044 044 or by e-mailing In Touch, that's bbc.co.uk/radio4/intouch.  And don't forget there's a podcast of today's In Touch from tomorrow.

My thanks to Richard Lane and Diane Rowarth.  And from me, producer Cheryl Gabriel and the team, goodbye.


