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White
Good Evening.  No matter how independent we think we are as blind or partially sighted people, we all need help from time to time.  And before someone reminds me that everyone needs help, sighted or not from time to time, shall we get real about this?  Vision is the sense which delivers, most quickly, the majority of information we rely on. 

So tonight we want to talk about handling human help from friends and strangers.  How to get it when we need it; how to nurture help without exploiting it; how to decline it, and how to dispense with it when we've got what we wanted.  And along the way, perhaps, we can look at the pros and cons of the many, often fleeting encounters, that this need for help imposes on us. 

And to help me do this, I'm joined by Lyndall Bywater, blind from birth, who amongst many other things, teaches disability awareness; Red Szell, writer, house-husband and dad, whose sight has been intermittently deteriorating since his teenage years, and Lucia Bellini, who is happy to be described as a disability advocate.   

Now just so we're not talking in a complete vacuum, I'm going to start by asking you all what you think you mainly need help with. Lyndall, let’s start with you.

Bywater
I think I mainly need help when I reach the limitations of the guide dog’s ability.  So, I go out and about with the dog but I need help when it comes to reading information that I need to know – train platforms, that kind of thing.  So it’s usually then that I start to interface with the sighted world in terms of needing them to do things the dog can’t do.

White
Red, what are the things that you need help with, that you just think: it’s no good, I’m not going to carry on doing this on my own any longer?

Szell
Increasingly I need help getting around.  I do a lot of outdoor sports, like wild swimming and climbing, and I can’t find my way from the edge of the road to the edge of the rock face by myself.  But also in my role as househusband I need help reading recipes, finding out which tin is a tin of beans and which tin is a tin of chilli.  Obviously the children get a bit upset if I get it wrong.  Checking sell-by dates, and it can be fine getting to the supermarket but when you’re in the supermarket obviously I need help.  What remains of my sight is leaving me very quickly at the moment, and yes, I therefore think I probably need a dog to get around.

White
Lucia.

Bellini
I think the main difficulty for me is getting around and with work I have to go to lots of meetings in different places and areas that I am unfamiliar with.  So I do need assistance to get from A to B.  A lot of the time it’s around different stations, especially during rush-hour, as well as areas that are a lot more suburban and are difficult to get to.

White
There’s something I want to ask you all quite quickly, and that is: did anyone ever advise you on the best ways to get help, because it strikes me that while I got taught as a blind child about using a cane, reading braille, no one ever actually taught me the tricky skill of getting help when you need it.  Lucia, is that a daft question for me to ask?

Bellini
No, I think that makes a lot of sense because it’s something that I have said in the past.  It’s a great skill, I think, to be able to handle members of the public a lot of the time.  I had one very short session, maybe 10-15 minutes, in a mobility session on how to support myself when somebody was trying to pull me, but I only had – I think I only had that training – that sort of session once.

White
And I mean Red have you ever actually thought: I wonder if there are some skills involved in this getting help lark?

Szell
No, I’ve never had any help or guidance in how to approach people at all. I’ve kind of made it up as I’ve gone along.  What was interesting though was the first time I used a white stick I walked into one of the local shops and the butcher just looked at me and went: Oh at last, you’ve admitted that you can’t see, you’ll find life a lot more easy now.

White
Lyndall, I’d like to move on slightly from the question about being advised how to get help to say what tips would you give, because you’re obviously quite experienced at getting around. It’s that situation, isn’t it, when you’re standing in the street and however competent you might be you suddenly realise you haven’t got a clue where you are and no one’s taking any notice of you.

Bywater
Absolutely, and as a guide dog owner actually, it’s a little bit worse, because I find I get far less help with the guide dog, or far fewer offers of help, than I do when I’m out and about with the white stick on the odd occasion I need to do that.  With a white stick everybody kind of gravitates, with the dog everyone thinks: Ah the dog knows what it’s doing, she’ll be fine!  I tell you what it’s really difficult for me, because I’m someone that doesn’t like to look vulnerable, but I just end up standing there, especially in Central London, going: Excuse me. Excuse me. Excuse me. Excuse me!  One of the things is in the olden days if somebody walked past you and they were just clip clopping along in their shoes and you knew there was a person there you could say excuse me, if they came along and they were talking to somebody then you thought: well, I won’t interrupt them because they’re in a group. So you’d wait and you’d listen, you learn to hear the markers of who’s coming towards you and decide whether they’re a likely candidate.  Trouble is now, everybody’s talking because of the mobile phone culture.  So now I’m going: Excuse me to somebody, and they’re on a call and they’re like – “I’m sorry I can’t” – and then I feel terrible because I’ve now interrupted them in the middle of their phone call.  And some of them even stop their phone call – “Sorry, I’m just going to have to go there’s a blind woman that needs help”.

White
Oh yeah, how often have I heard that, yeah.

Bywater
It’s fraught, but it is a case of just putting it out there and going: Heeellllp! In as polite a way as you possibly can I think.

Bellini
I mean, to be honest, I have actually put my cane out and tripped up people, which is probably not…

White
Well, it’s very proactive. 

Bellini
Well, it does get people’s attention, and then they have to help you because they’ve just tripped up over your cane which – and they apologise for.

White
You’ve reminded me of something.  I was being ignored for so long, I got hold of some woman’s handbag and held on to it. I thought this is her most prized possession. She did get quite annoyed and she did not help, and I don’t really blame her.  But that is going…

Bywater
She thought she was being mugged!

White
Well, I think that’s right.  

Bellini
I mean, I actually find it easier to hear people’s voices and I know that we do end up interrupting a conversation but at least then I know who’s going to reply.  Whereas if I just hear footsteps I have no idea who’s going to reply and I do find that quite daunting actually, of not having a clue what kind of voice I’m going to get, that person might be – they might be drunk, they could be anybody.

White
But the interesting thing is, that we’re exhibiting perhaps one of the most confusing things both for us and people who might help us, which is sometimes we need help and sometimes we don’t.  And when we need help and we don’t get it we’re annoyed, and when we don’t need help and we do get it, we’re annoyed.

Szell
I’ve actually tended to take the bull by the horns and say, say I’m getting off the tube, I will ask the guard to try and find me somebody who can then lead me across the street to the other side of the road and actually, certainly the Transport for London staff are, I find, brilliantly trained.  So I involve them in my help.  If I’m coming out of the supermarket I’ll say: Look can you either take me to the zebra crossing or can you find somebody who will.  So I’m afraid I subcontract it.

White
It’s a good way of putting it!  Lucia, you specifically wanted us to deal with deflecting help when you don’t need it. What’s your take on deflecting?

Bellini
I have to say I find it extremely difficult when people just assume that because I have a stick that I need help.  And it might be a journey that I’ve been doing every day for years and it’s automatically assumed that I need to be grabbed and pulled across the road, and if I’m just walking along the road I would really rather be left alone, especially when I’m tired: I’ve had a long day, I don’t want to talk.

White
Yeah, Lyndall, when we can’t be as wonderful and gracious as we might like to be.

Bywater
Yeah, when life has loaded everything at you throughout the day and the last thing you really need is the help you don’t need or not being able to get the help you do.  I’ve ended up in tears more times than I like to admit in front of total strangers.

White
Right.  Red, I think – I mean, you’ve touched on this business of the people who want conversations. You feel you’re a useful conduit?

Szell
I do find I am sort of general-purpose blind person.  “Ooh I’ve got an uncle who’s blind, I want to understand him better”, and you can find yourself being dragged off for a cup of coffee and hearing somebody’s life-story.  I suppose I’ve always felt that there is an element of being an ambassador, as far as being a blind person’s concerned, because you quite often end up dealing with people whose attitudes are mistaken or not quite the way that you want them to be.  And I find I just sort of nudge people in the right direction saying: Grabbing me by the shoulder doesn’t work but if you hold my arm and direct me round…

White
Let me put this – because I’ve always been really interested in this idea of whether we ought to be – you know, there’s an argument that says we’ve got enough to deal with without being ambassadors as well.  Lyndall, do you see yourself as an ambassador?

Bywater
I think I do. I actually really like confounding people’s expectations, I think that’s wonderful. I think walking with people, very often I’m travelling on a train so I’ll be walking with someone who’s guiding me through the station, and the idea that I’m travelling anywhere is news to them, the idea that I’m travelling to Scotland from the other end of the country, the idea that I’m going to work there, the idea that I might be staying in a hotel. All these things are eye-opening and I do think that that…

White
You mean that you’re not living in an institution?

Bywater
Exactly, and that I don’t necessarily only travel with somebody with me. That I go places on my own, that I’m not scared to travel, that I’m not scared to fly: these things are good messages for people and I quite like giving them, unless I’m feeling particularly grumpy but most of the time I love giving those messages.

White
Right.  Lucia?

Bellini
So, I don’t! I’m tired of it! I’m fed up of it!  I feel like that has been what I’ve always had to do and I’ve always been in the position where I have to be nice to people and if you tell people “no thank you” then you’re rude.  And I just want to get on and do what I need to do.  I have to go somewhere: I don’t really feel the need to then explain myself to people.  And I think we’re getting back to this idea, as well, of this – a disability activist did a presentation, Stella Young, of inspiration porn, which is a concept of a disabled person being this form of inspiration for the pure purpose of making a non-disabled person feel better about their own lives.  And it’s a bit like, if you can compliment me about getting on a train, will you then see me as an equal? Would you think about employing me in your company and seeing me as a colleague, as an equal to you, if you think that I can’t even get on a train by myself?  Even the other day I got on a train and I sat down and this lady said: I think you’re so brave.

Szell
But this is where the diplomacy comes in, isn’t it? That actually unless you engage with these people then they’re never going to understand.  If you look daggers at them and just let them carry on with their mistaken views then they’re never going to learn.  If you’ll sit and talk to them and say: There are things you can really help with and there are things that can just make me feel bad.

White
I want Lucia to answer that because this is at the nub of the problem in a way, because on the one hand we’ve said we want people to understand: can we then say but we don’t want to be the ones that explain it to you?

Bellini
I end up trying to explain it to people, I do, I make…

White
But you are tired of it?

Bellini
…I make the effort. I am tired of it.  I do have serious sleep problems and sometimes I do drop to sleep but I do try to explain it to people and explain why what they’ve said is, in my view, with all respect, quite patronising.

White
There’s one other really key issue we must get in before we end, because I think this is really the other tricky bit.  We’ve been talking about strangers, but it’s this business of how to husband and ration help from people who start off as more than willing helpers.  I’m talking about partners, close friends.  But can you overdo it?  Red, you’ve got a particular example of this, because you mentioned your sporting life.

Szell
Yeah, especially this time of year I like to go swimming in the pond on Hampstead Heath and it’s a mile across fairly unmade up paths.  And if I want to go swimming I have to take a friend with me and I’ve got a couple of friends who are quite willing to help but I just feel I’m using them every day, and every so often I just want to walk across the heath with my own thoughts.  So it’s part of the reason why I’m thinking of getting a dog.

White
Right.  But you climb as well, you’ve got helpers there. Do you find yourself over-using them?

Szell
Yes, I mean there is an element of that sometimes, I think.

White
Lyndall, what about the business of presuming on too much help?

Bywater
I think that people – you need to be able to read signals.  I’m married to a sighted-person and one of the things that has always been very important to me in my marriage is that I always give him the option of whether he is the one who helps me with something or not.  So I don’t assume that it must be him.  I may say: I really could do with you doing this now, I don’t have anyone else I can ask at the moment.  But I always try to say: Is there a time you could do this with me or shall I ask somebody else?  That’s been very important to me to keep my relationship as far away as possible from being about carer and cared for.

White
Lucia?

Bellini
It can be quite tricky because there are people that we just think will be able to help and then in my experiences – and it hasn’t been deliberate – but you find yourself kind of paying for it for a long time.

White
Psychologically you mean?

Bellini
Psychologically.  When maybe you have an argument with people and they say: Well, I did this for you and I did that for you. And you can feel quite guilty.  And I do try to do as much as possible, if I’m in work certainly with personal assistants, so I have, through Access to Work, which does really help because they’re staff, they’re colleagues.  And I think with family, I think the other issue is that sometimes we don’t realise that we can also be of help to people and that we – the help that we might need is different but we can be – so for some of my family I’ve provided a lot of emotional support and that’s just as valuable, even though it isn’t seen like that.

White
So finding a way of doing a deal almost, which is true in most relationships, isn’t it, you try…

Bellini
And compromising.

White
…to do a deal.

Bywater
One of the things also Peter, that I wanted to say, is that it is really hard when you get to those who actually need to help you for their own need.  So I might end up at an event, for instance, where I’m at the same place for a couple of days with a number of sighted-folk and there will be someone in that group who will latch themselves on to me, want to take me everywhere, help me with everything and I recognise that some of that is that they feel quite lost in the situation.  Now I’m not very gracious about that sometimes, because I want to be able to circulate and be helped by different people, so I’m talking to different people.

White
One more thing is that – perhaps to end on a more positive note if you like – in amongst all that help what are some of the pros? You know, people who you would never have encountered if you hadn’t needed help.  I’ve always been intrigued by this business of the kind of “three minute conversation relationship”, particularly the repeat “three minute conversation relationship”.  I remember it on Waterloo Station once. I met a guy, who I eventually found out his name was Phil, he was from Durham, he worked on the station, he was a really interesting guy, he turned out to be an artist. I found out in a series of three minute conversation that he had a Norwegian wife. I found out a lot about his interests and I eventually found out that he’d been offered a job as caretaker in a castle in Scotland which had brilliant light which meant he could go on painting.  Anyone else had that sort of experience?

Szell
It’s like a series of little short stories isn’t it?  I relish travelling from one end of London to the other because if you have to change a couple of tube stations you meet people, and yeah, it’s a great icebreaker having a white stick.

Bellini
I definitely have met a few extremely nice people at my local tube station.  In fact one day we – I was out with a friend one evening and we bought too much pizza, we ordered an extra box too much, and I ended up handing it round to everybody in the train station – all the staff – which they were forever grateful for.  And no definitely…

White
I said we were going to end on a positive note but you’ve also had the reverse experience where somebody wants to take the relationship further than just helping you to the exit.

Bellini
Yes I have.  I met a man, he was just a member of the public, and he was very excited about the fact that I speak Spanish. He was from Spain, so he was excited he could practise his English and I could practise my Spanish and then we exchanged e-mails.  And he then sent me a couple of e-mails to say, well, I think we should get to know each other more and we should go to this area and meet and it was a very isolated area of London where he wanted to meet me and take me for a coffee and a meal.  And I really didn’t feel comfortable with that at all in the end.

White
Which does flag up the issue of personal safety.  Lyndall?

Bywater
Yeah, I think I always feel a little bit safer with a dog because I figure that probably – that there’s a deterrent in having a dog.  I, however, would not have gone to meet that bloke either.

White
But as for these casual – have you had those sort of experiences Lyndall, where…

Bywater
Yeah I have.  My favourite of late was a lovely guy called Winston on King’s Cross a few weeks ago and Winston was very worried because he wanted to get me to my train on time but I wanted to stop for a cup of tea.  Which necessitated a conversation with Winston about my addiction to tea and the fact that I couldn’t possibly face a train journey without tea and he was worried about how fast I could walk.  So – and between us I didn’t just get to know him but we had a bit of a laugh and for me I love those times.  It’s hearing the stories but it’s also connecting with another human being and sharing life and I love all of that.

White
And that is all we’ve got time for but this is a classic topic where we’d love your own tips, experiences, examples, anecdotes.  You can call our Actionline for 24 hours after the programme on 0800 044 044, you can e-mail intouch@bbc.co.uk and there is more information, if you’re able to go online, on our website from where you can also download tonight’s and subsequent programmes. 

My thanks to Lyndall Bywater, to Red Szell and to Lucia Bellini.  From me Peter White and producer Siobhann Tighe, goodbye.  

