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White
Good evening.  In Touch should be driven by your ideas and reactions and every now and again those reactions are so strong there's nothing for it but to clear the decks and let it be heard.  Two items last week seemed to have had that effect:  the search by voluntary organisations for names for their societies which would create the right impression and particularly a decision by Richard Di Costabadi, after many years of putting it off, to carry a cane.  Well as I say lots of reactions to these two items, we'll hear what you have to say as the programme progresses but we've invited two people to join us because they seem to speak for the views of a lot of you.  Richard Pryor has worked in the field of visual impairment for over 30 years and now heads the sensory loss team with Cornwall Social Services, he lost his sight gradually so he understands fully the difficulty of a slow onset eye condition. Richard, first of all, what was it that prompted you to e-mail us?

Pryor
I think it's the fact that I've heard this sort of thing many, many times during my working life and it always seems to be people with slow onset sight loss and it just makes me very sad that if people can come to the point where they can accept the fact they've got a sight loss then they've got a very good life ahead of them.  But people really, really struggle with this and it's quite heartbreaking to observe it.  And I can never really find a way around that.

White
So in a way you have a sense of wasted time for them in a way - for someone like Richard?

Pryor
Yes I do.  They're not doing things they would like to be doing, they're hiding a thing which is very often obvious to people around them.

White
Well also joining us from Edinburgh is Dr Rowena Forbes, who's a university administrator, and was also on an edition of Blindness for Beginners a couple of years ago with Richard Di Costabadi and in particular I think it was Richard's kind of agonising over the cane that you identified with and wanted to talk about.

Forbes
Yes that's right.  A couple of years ago I very much felt that Richard was really still in denial, as Richard Pryor's mentioned, about the sight loss issue and was still wanting to bluff it and try and make his own way in life without any assistance.  And so it was a big surprise to me to hear him popping up on last week's programme saying, you know, I'm ready to use a symbol cane.  And as Richard Pryor said it's a psychological struggle that I think we've all been through.  I've been using the cane for longer and I had been using it for a couple of years by the time I spoke to Richard on the programme a couple of years ago, so I just wanted to sort of catch up with him and reassure him about the progress that one goes through.

White
Well before we talk more about some of those points let's pick up on Richard Di Costabadi's progress because he has now taken delivery, if that's the right phrase, of his cane.  We were with him on the day he got it.

Costabadi
It's a lovely day, spring's on the way and it's a big day for me because I'm outside the RNIB offices in Central London and I'm here because I've come to buy something and I've come to buy a cane.  I'm a bit worried about my safety when I'm out and about.  I've managed for years but I think I need that now.  I don't know what kind, I don't know what's available but I think this is the place where I'm going to find something.

Actuality
Costabadi
Hello.  My name's Richard.

Rose
My name's Rose.

Costabadi
Hello Rose.  I've come in today to get some information about a cane or a stick to help me with my mobility.  I have Macular Degeneration and we wondered if we could get some help.

Rose
Just beside me here on the wall I have about six different types.  With these long canes - these are the ones really that you need to be trained on from social services, we wouldn't be able to sell these to you today as you've not used one before.

Costabadi
I had no idea you need to be trained, I just thought you sort of grabbed one and off you went, why do you need to be trained?

Rose
It's technique really of how you would hold the cane and hopefully not having an accident.  If you are moving this around on the pavement to feel what's out in front of you we don't really want people tripping over other people.

Costabadi
That's not quite the case though with symbol canes, which aren't designed to touch the ground.

Rose
Well I can actually show you now - these are the symbol canes that you can buy today.  I'll just let you see which is a length that might be suitable for you.  They don't really go down on the floor, they're more to hold out in front of you and they also do fold up as well.

Costabadi
I've got a lot of peripheral vision and I've walked outside for years and years without something so it's not to show me the way, I'm more trying to tell other people to stop bumping into me.

Rose
That's it, because this is quite useful really maybe when you're about to cross the road.  A lot of car drivers have terrible habits, they don't pull up, they slow down but keep moving and they're gesturing their hands to let you cross the road, so at least if you've got this cane in front of you hopefully they'll notice this cane.

Costabadi
Excellent, does it stop cyclists crashing into you as well?

Rose
I haven't got an answer for that one yet.

Costabadi
Sounds like I'm not the first person to ask that.

Rose
No, no that's right.

Costabadi
Okay, what is the difference between the ones that you have?

Rose
Well the guide cane is a bit of a longer cane which would actually go on the floor and you could use it maybe just to tap.  For some people, maybe just starting off, and have still got some vision a symbol cane is probably all they would need for such things as maybe when they're going in a shop and their eyes are adjusting to the different darkness and lightness and hopefully somebody may come up and say do you need help.

Costabadi
How long is this?

Rose
We have them starting from 70 centimetres.  I do have longer ones here that are maybe 95 or a 100.

Costabadi
That's in about the three foot reach or a little bit longer than that.  This is a cane that's fairly slim, double the size of a pencil or something, and it's in three equal thirds, three sections ...

Rose
That's right, yeah, and that will just fold over when you pull them apart.

Costabadi
Right, a quick snap to pull them apart, there's a very strong piece of elastic, let's feel that, there we go that's click, it means it's come apart, and then we've got them down to less than a foot, very tiny, as you said that would almost go in my back pocket.  I'm now going to see what happens when I let go of the whole thing, I'm going to hold one end of it but I'm going to let go of the other end of it, here we go.  Ah brilliant, it's not only snapped back into its length but the bits of metal have realigned themselves so the whole cane is now complete again.

Rose
Sometimes that doesn't happen and you might have to just fiddle just to get them back in place.

Costabadi
I was lucky was I, beginners luck?

Rose
Yeah, that's it.

Costabadi
Am I giving the impression to people wrongly that I'm completely blind because I'm not?

Rose
I think the thing is really that people would look at you and really wonder why you're holding a cane probably because you're walking along the road probably on your steady pace and they're expecting blind people to be walking completely slowly, probably not being on their own - out on their own, they're expecting people to be guided by somebody else.  Some people just have the wrong idea completely, they wouldn't understand that somebody can get on a bus and find a seat if they're got a cane in their hand.

Costabadi
I think this might be a bit of an issue actually, I'm expecting somebody to say why have you got this.

Rose
But I do think it will do the job for most times and there's just a few people out there that probably will try to just completely ignore it anyhow.

Costabadi
I'm ready for them, don't worry.  I'm going to take the 70 centimetre symbol cane.  So all I need to do is go and pay for it.

Rose
Do you want me to take it out the bag, are you going to be using it now?

Costabadi
I am, I'm going to use it immediately.

Rose
That's £7.95 then please.

Costabadi
Tremendous, thank you Rose.

Rose
Thank you.

White
We'll come on to the question of the cost in a moment but that was Richard Di Costabadi getting his cane.  Other Richard, Richard Pryor, before we get on to the more philosophical aspects of this just to clear up a few of these practical points.  I mean we heard there of a huge range of canes that Richard could have had.

Pryor
Yeah, just to sort of reiterate.  The long cane is a cane which should normally come up to your sternum and you do definitely need to be taught how to use this, there is a technique for using it and if you get it wrong, if you hold it wrong, you're going to hurt somebody, not just yourself, somebody else.  You need to swing the cane to the width of your shoulders, so you're mine sweeping if you like in front of you, and you need to keep in step with the swing of the cane and that takes a little bit of getting used to, that way you'll avoid hitting anything.

White
And then I think we've pretty much got the point that the guide cane is a rather smaller one and the symbol cane is just to be carried to identify the fact that you can't see.

Pryor
I think a guide cane is not to be underestimated, that's much more ...

White
It's what I use.

Pryor
Well there you go then you see.

White
Can I just ask about the symbol cane because I think that's something that people don't really understand about?

Pryor
It is important that you hold that properly as well.  If you're right handed you need to hold the cane in your right hand and you need to have a line that comes from your right shoulder diagonally across your body, through the cane and just above your left foot, the end of the cane should be, so you've got diagonal protection right across the body.  When you're crossing a road hold it vertically, don't hold it horizontally as you might blind a passing cyclist.

White
Can I just ask you about this question of price because I also find people are always amazed when they discover that we have to pay for these?

Pryor
Well I can't see that, I don't see why you should really.  I don't know if Richard has already done it but I would strongly recommend that he goes to his local social services and asks for an assessment which is his right, then with any luck he will get an assessment from somebody who's suitably qualified and they will advise him on all sorts of things and provide him with equipment, including the canes.

White
And I think that the other thing perhaps we ought to mention, there is a cane which indicates both deafness and blindness isn't there.

Pryor
Yes, that's a white cane with red stripes around it.

White
Okay.  Time to hear some of the other reactions we had, first to Richard's feelings about the cane and use of the cane.

Listeners
I used an ordinary walking stick wrapped in white paper which indicates that I will not be hurrying as there is a problem other than walking.

I'd encourage Richard to go for it.  Many of those closest to him might be relieved that he'll be using a cane as he and the others will be safer in the long run.  I look forward to hearing how he gets on.

I have used a cane for over 20 years, starting with the RNIB, then a graphite one and then an aluminium one.  I have about 10 in the house.  

I have white stripes around my regular walking stick.  This may help if you only have a slight eyesight loss.

The first time I used it I was amazed at the kindness and help I received.  I call it my enabling stick as it enables people to be kind.

White
Those were from Ian Michael, Titch Kavanagher and Mr Hopkins.  And there are reasons other than self protection for carrying a cane.  This is what changed Tom Walker's mind.

Walker
Up until the age of 29 I was a visual impairment denier.  However, my mind was changed following an incident on Bolton Train Station.  I was waltzing down the stairs in my usual carefree manner when I collided with a kid.  His parents were understandably annoyed and of course because I wasn't using a white cane they had no idea that I was visually impaired.  Still somewhat reluctantly I concluded that as a member of society I did have responsibility for the health and safety of other people which includes an obligation to let them know about my visual impairment by carrying a white cane.  Quite frankly I'd feel naked without it these days.

White
Dr Rowena Forbes, let me bring you in, what's your reaction to what we've heard so far?

Forbes
It's all very interesting and quite a lot of it is quite familiar, particularly the last clip.  I've had a similar experience myself because I live round the corner from a nursery and that was one of the reasons that I thought about, even though I had the symbol cane at the time, it's just round the corner, I don't need to use the cane, it's familiar territory, you've got to think about who's around you and vulnerable other people round about you.  So I take the cane out of my bag, I just have the short symbol cane as Richard has just purchased, and make sure that it's in front of me as I walk along the road if I know there's going to be children about.  You need to think about the responsibilities that you have to the wider world as well as the wider world's responsibilities to you.  So it's kind of a two way process.

White
But for you, if I understood you correctly, the thing that struck you most was the difference in behaviour towards you when you started to use a cane.

Forbes
Yeah that's right, I mean we've talked before about looking sighted, the thing about using any kind of cane like that you're suddenly stigmatising yourself and announcing to the world that there is an issue.  And again, as has been referred to, a lot of people don't understand the symbol cane as indicating a certain amount of sight loss or partial sight loss, they just seem to tag on the whole blindness issue.  And so you get a lot of very well meaning people trying to help you when you don't really need help.  And what do you do?  I mean you don't want to be rude to these people when they physically grab your arm and try and shove you on to a bus when you're going no, no it's quite fine, I can manage fine, they're just trying to help but it's quite tricky to draw that line between being churlish and being sort of accepting of your own needs.

White
This is a point that Terry James contacted us about.  Terry had Macular Degeneration since she was nine and since her twenties she's carried a symbol cane because as a mum with small children that was about all she felt she could really manage whilst battling with a cane and a buggy, not to mention the aggressive attitudes of other pedestrians who just didn't seem to realise she had a sight problem.  But when the last baby flew the buggy she decided to use a long cane.

James
Overnight people's attitudes changed.  I was no longer the villain but the victim, the unjust vilification was replaced by benign misunderstanding.  Instead of that rather rude ignorant woman I became the poor blind woman.  Instead of being cursed for getting in the way suddenly I was being apologised to.

White
And that's - perhaps the key thing that she makes that point really neatly that you turn from a villain to a victim.  Rowena, does that square with what you experience?

Forbes
It does, people do change their attitude towards you, I mean I regularly get a cab from my workplace and instead of the cab driver coming out and saying Dr Forbes or anything like that they nearly always come out and say Rowena because you know I'm suddenly in that category of vulnerable, not really very capable of doing very much for myself, there was a lot of mind your head dear, you get called dear a lot.  And because I'm coming home from work and they often say have you been visiting for the day, I'm like no I work here.  Oh all day?  Yes.  Oh that's a long day for you isn't it?

White
And you've probably been battling with university budgets haven't you or something like that?

Forbes
Well something like that yes or academic season.

White
Richard Pryor, how much does this square with the kind of reactions you get from clients because this seems to be perhaps the key thing - people think that this is going to put them in a different box as far as everybody else is concerned?

Pryor
Yes that's right, that is the big fear.  I particularly get upset when I talk to older people, particularly, and I'm talking about sight loss and things when they say - Well I've had a good life - indicating that life is over.  Well it's not, it's not at all, they've got a great life in front of them.  Once people in Richard's position start to sort of take on board the fact that they need to use a cane they're acknowledging they've got a problem and it's like a weight being lifted from the shoulders - they can get on with life and they can start to be honest about who and what they are.

White
Which raises the issue, as in a way Terry James does, would you rather be a villain or a victim, that's the choice.

Pryor
I think you need to be a villain or a superhero - you need to take control of situations that Rowena was talking about just now.  Yes it happens to us all, we all get taken across the road when we don't want to go and so forth but again, as Rowena said, I think that the most important thing is that people are well motivated.  I would add to that that an awful lot of people are frightened of you, they're desperately wanting to help you and they're so frightened of you when you say no I don't want to cross the road they don't actually hear you.  So it's no good shouting at them, you've got to say thank very much, turn round and go back across the road.

White
Can I just tie this in with that other item we did last week, Richard, this is the search by local organisations for positive names which give a clearer idea of their roles.  I mean because these things do seem to be connected - these are organisations striving to educate people and you seem to be indicating that that's what's needed.

Pryor
I think the thing with the institutions, the organisations and so forth, they're all afraid of saying blind.  I actually am quite proud of being blind, it's a challenge, if you can overcome it, if you can manage to lead a successful life despite the fact of being blind there's nothing wrong with that.  I've lived through what - visual disability, visual handicap, visual impairment - but to me I'm still blind.

White
Is there anymore the organisations could do though in the way of education?

Pryor
Yes I think the RNIB particularly ought to be running a campaign which explains that if you've got a white stick the chances are that you can see, it's only 4% of people who are registered blind are totally blind, 10% who can see light and dark and the rest can see images, shapes etc.  So you know let's get that over to the general public.

White
This is a good point, in a way, to go out on because Terry James, who we heard a little from earlier on, had one last piece of advice for Richard Di Costabadi and other cane users.

James
I would advise Richard to avoid the temptation to act blind to accommodate the public's misconceptions of blindness.  Those of us with minimal but useful residual vision have the right to employ it when we see fit even if we are wielding a white cane.  We might even educate people about the huge spectrum that is visual disability.  Don't be afraid to come out as a visually impaired person, use the white cane and be proud.

White
So Terry really making the point there that you don't have to go out of your way to pretend to be blind just in order to fit in with people's concepts of you.  Do you think people do actually do that Richard?

Pryor
Oh totally, yeah, they go to great lengths to avoid to admitting to sight loss to the point where they're bumping into people and people look at them as if they're drunk or whatever and they'd rather be seen to be drunk than to be blind, it's absolutely incredible.

Forbes
I think that it is difficult to make the point to people that you're not completely blind but if I get an opportunity to do so, I mean some of my taxi drivers that I referred to before are interested and they ask me and I tell them because my sight varies a lot.  And they usually go - oh my auntie or my granny or my mum or my brother - there's usually some way in there, so when you get the chance to talk about it I thoroughly recommend doing so and trying to get the message across personally, even if there's not some kind of campaign going on.

White
Dr Rowena Forbes, Richard Pryor thank you both very much indeed. 

That's it for today.  If you still think there's anything more to say on this 0800 044 044 is the number to ring or you can e-mail the programme from the website.  From me, Peter White, my guests, producer Cheryl Gabriel and the team, goodbye.


