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So with Mobility International then, Dorcas, what were some of locations that you got to visit?
Well I visited several places. We had one in Edinburgh and then I progressed to RADAR and I did one in Portugal and one in Japan and one in America. The one in America was the first one that I did.
First RADAR one was it, yes?

Yeah. That was in Florida. Then the one in Portugal was Lisbon, which I thoroughly enjoyed, and then I did one in Japan, which was absolutely wonderful. Just the culture in Japan was entirely different, and in all of them I learnt a tremendous amount about other countries and how support was given in other countries to people with disabilities. I met all kinds of people. I met and conversed with people from India, one or two off the African continent, I met a young man who had no arm and when asked why he hadn’t got an arm I was told, ‘Oh a snake bit it.’ And the quickest thing to do to get rid of the venom of the snake was cut the arm off, so they cut the arm off. And he went back to school, and because he hadn’t got an arm he was not able to do his schoolwork but some relief agency, and I don’t know what relief agency, got him a place where he could go to college. He went to college and he came back to England and talked to people at various conferences (which is where I came to know his story) and he was actually going home to Africa to start organising better lives for the disabled people out there because what people tend to forget is that the wheelchairs that we use here or the implements that help us here, don’t necessarily help us in Africa because the problems are so different. I mean the roads aren’t roads. You’ve just got a muddy track sometimes and a muddy track and a wheelchair don’t get along together. Or you’ve just got sand to push your wheelchair along. So he was building things that could go better over sand or better over mud, which were not like the conventional wheelchair. And the same with crutches and arm supports and things like that. They all have to be sort of modified for the country to fit their… You just can’t send a whole load of things from England and expect them to be suitable. Because once they’re broken where are they going to get the parts from?

So your involvement with RADAR world conferences and Mobility International, that was, what, through part of the seventies and into the eighties was it?

Yeah.

And you talked about the culture being particularly different in Japan. Tell me a little bit more about that.

Well, I don’t know what I… I didn’t have any preconceived ideas. I think that’s good anyway because I think if you have preconceived ideas you get a bit in a one fixed mind about those things. But very much more aware about disabilities than I thought they would be. They have a very simple way of coping with wheelchairs on buses – they just put blocks of wood under the wheels. And it’s something that they put on the floor of the bus that the planks of wood have got something on so they grip and they’re like chocks…

What about -
… under the wheels.

What about access to the buses themselves?

Access to the buses; if they’re accessible they’ve got a little wheelchair symbol on and you just get on them. The drivers all wear white gloves but if you get on a bus that’s got a wheelchair symbol they’ll always make sure you’re safe. I mean I was petrified when I arrived because they only just put these blocks under the wheels and you think you’re going to move everywhere and you don’t move at all, you know. I mean here we clamp everything down and strap everything on and, you know, and yet they just put simple blocks under the wheels and somehow they hold! And of course the buses are low wheel, low load-bearing buses [laughs] which means the floor’s lower but, I mean, not all the buses are low floors but I saw so many with the disabled symbol on which means that a lot of people must travel on them.

And in going to different buses [countries], besides experiencing the different cultures and the different atmospheres of the countries, how did all this work that you were doing, how did that contribute then to your greater understanding of disability?

A lot. Because anything that widens your experience of disability is useful because I never know what I’m going to be asked tomorrow. And if you can explain to people the way that things happen in other countries and what is available in other countries and more what is not available in other countries they begin to get a better perspective on their own country. Which I think not everything’s bad in this country, far from it. I mean, I know we moan about things but really we are very lucky to get any sort of pension whatsoever. I don’t know what I’d do if I hadn’t got any pension mind you. I do wonder about for some of the countries that put a, you know, how do people survive? I don’t think a lot of people in the third world who are disabled do survive.

And in terms of your own sense of identity, perhaps when people are younger they have a particular attitude, do you feel that your own sense of identity perhaps as somebody with a disability, how has that changed over the years?

I’ve become calmer about things. I’ve had to because when you get a lot of people’s problems you can take them on but you can’t always solve them, and you’ve got to be able to turn them off. Because if you carry them round you end up like two girls that I was with at camp last year who were in tears for quite a lot of the time because of the baggage that they were carrying around about cretins, things that had happened. And this always bothers me slightly because I don’t think enough attention is paid to the baggage that people do carry around when they have got problems. People need to be able to leave their baggage behind them if they can, but that is a very hard lesson to learn, but it’s one that I’ve learnt because carrying baggage around means that they can’t possibly fully enjoy themselves because they’ve always got a worry about something or other.

And when you say baggage, what kinds of issues tend to be raised that you would describe as baggage?
Parents not getting on, parents getting too protective, people saying horrible things and them not understanding why they’re being said and not being able to tell anybody because they’ve got learning difficulties or because they can’t really put it into words to anybody that they don’t know. They come to a place where they can start enjoying themselves, they know they can talk, they talk but because they’re only with you for a week or so, however many days it is, you can only cheer them up for that bit of the time. And you can’t do much about it, which I think is a pity because I think in some ways they still need help when they go home – it all comes back again and nothing has been solved, except perhaps you listening to them. But you can’t do anything with it because their home’s miles away. But at least they’ve had a few good days respite from it even if it comes back when they get back home, or even if it comes back before they get back home, as I know in the cases that I had last year I know darn well it was back before they went home because they were dreading going home.

And in your own instance, Dorcas, your outlook, your attitude to life if you like, how did that perhaps change, or did it indeed change, you know, through your twenties into your thirties and as the years went by?
I’ve grown much more aware of people, much more aware of problems, much more aware that more needs to be done, more people need to be available at the grass roots to help people. And I think in some cases it should be disabled people that do it because disabled people are the only people that know what it’s like to be disabled. 

And so there you were then, living with your mother and father initially, then after a time your father died and so it was just then perhaps yourself and your mum. And you referred to the fact that you, in later years, became a carer of your mother. How did you feel about the fact that you were living - ?
The biggest fear of that was mother herself. Because she wanted me to go into a home, where she knew I would be protected. I knew that I would rather be anywhere else. But we’d always argue about it and I literally mean argue. She’d get really upset about that, so I would try and keep off the subject. But I knew. Luckily the vicar came to the rescue in the end because mum had to go in and I had to tour the country for 14 weeks with friends while she was in hospital. She wasn’t allowed to lift me or anything. And I went round the country and my vicar happened to come up to Ripon when I was in Harrogate and came to see me and he said, ‘Look, she wants you to go into a home when anything happens to her.’ I said, ‘Well I can’t.’

Was this suggested just whilst your mother was in hospital then, or as a more permanent...
Yeah.
… arrangement? Right.

Yeah. I said I can’t go into a home when anything happens to her. I said I want to be free to be able to carry on helping people and doing what I can for people and being generally useful  I said I don’t want to go into a home and go back to the point where people are jealous of me because of what I’ve done and because I’ve sat there. I’ve been able to go here and there and everywhere. Because a lot of people were terribly jealous of me in Phab [Physically Handicapped and Able-bodied; a charity encouraging integration within the wider community] at one stage and it was really… A lot of it was unsaid – I mean unsaid from my pint of view, not unsaid from their point of view, they made their point of view very plain.

In what ways? What gave people reason to be jealous, Dorcas?

Because I went on holiday, because I organised my own help to go on holiday, because I enjoyed myself, because I appeared to be able to do certain things that they wanted to do but weren’t prepared to give the time to do them. You have to have time to do them. I mean, for that trip to Paris, the one where I took my own help, I wrote 300 letters to get help. I’ve done that many a… not so many as that but that is how I get help. You don’t just sit at home and wait for help to come. It’s slightly different now I’ve got care but you have to do something. If you want to go anywhere you don’t sit on your backside and wait for it to happen. I mean, OK it did happen with Phab – and it still does happen with Phab in fact – but if I want to go anywhere it’s up to me to make it possible for me to go, it’s not up to anybody else. And they just couldn’t understand that and it caused an awful disagreement and lot of jealousy. And in the end I finished with doing the Northampton Phab and set my own Phab up in Kettering which was the same thing, only different.

And this, you know, writing around and contacting people, this was to also see if there was a possibility of getting assistance with funding for things like the whole Phab group?

Yeah. I mean, you know, you’ve got to do all these sorts of things and I think that was the hardest thing – overcoming people’s jealousy. And I don’t ever want to go back to that situation because it is so disastrous. It’s negative, but not only is it negative it is absolutely disastrous because it turns everything good into something horrible somehow. And although I can cope with people being jealous of me I can’t... I’ve got so much that I can do…

And you referred earlier to the...
… though it’s unpaid. I know it’s unpaid what I do, most of, but I’ve got so much that I can do and give that I really don’t want to be coping with people being jealous. [Laughs.] It’s something that, unless I have to, I don’t do.

And you referred earlier to, you know, talking to school students and others about disability, about your own circumstances. When did you first begin that work?
Repeat the question again, Philip, please.

You referred earlier to going around to schools and talking to students...
I think it came with the knowledge that I was somebody that knew what I knew, knew what I was talking about basically, and it’s grown. I mean because of the way that I do it, because I’m quite easy and quite approachable, it seems to work. And I think a lot of it is word of mouth.

So when did you first start dong that work?

I should think about 15 – 10 years after I left school. You know, it’s grown and it’s grown different over the years. I mean now it’s much more about how I survived than it was years ago. But it’s also about being disabled as well. Because I still find people don’t fully… I’ve made a lot more people understand because I now do a thing called Desert Island Discs which is like Desert Island Discs. I play music and talk. And I do this now for a load of pensioners clubs and various under-pensioners clubs and various older groups, and it goes down really well because I think it brings it over to them that I know what I’m on about.

And what -
And I think you’ve got to be careful how you put disability over because you want it to be positive to them. And, you know, I think a lot of it was I was very lucky I had a father that could see my potential, I had a mother that would have helped anybody, which is part of me as well, and although I had a mother that worried, that thought that I was going to get put on, I have been put on a bit but I haven’t been put on as much as she thought I was going to get put on, and I have survived that sort of experience. And I am very glad that I am still in society and that I will carry on doing and carry on trying to live in the way that I live now for as long as I can because to me it gives me everything I need as well as giving other people something as well.

And when you say you tell people how you survived, just expand on that a bit for me if you would?
How I think people find it very hard to understand the type of care I need. You know, because when they see me they see me fully dressed, they see me talking about things that I’ve done, some of which are things that they have never done, and I think they find it very hard to sometimes see that I need feeding and dressing and everything doing for me. And although I tell them that I am capable of telling people how to do it, they still need help to realise what it is I need help over. So, you know, I mean if you’ve never had any experience with anybody who is disabled you do not know what the needs are. And older people, as well as younger people, in fact almost any age person, if they’ve not had that experience, they cannot conceive what it is like. They cannot know what goes on, what is painful, and I don’t mean pulling about painful, but what is painful mentally, or what is painful physically, because their life is so different and sometimes they over-imagine the painful bits, because they imagine it’s all painful and it’s not, and sometimes they have no imagine [imagination?] at all [coughs] so they can’t understand anything of it. And it’s that which is so difficult to describe to people. It’s people have no concept. And, and it’s good in a way that there aren’t more disabled people, but at the same time it’s bad in a way that there aren’t more disabled people because if there were more disabled people there would be more understanding. And the thing that I find very difficult is there are not that many people who are willing to talk about disabilities in a way that makes it positive. It’s easy to talk about negative things because they’re the things that happen to people and people get frustrated by negative things so they got to their MP and moan, or they go to somewhere and moan. But people don’t feel very good about the positive things.

So what are, for yourself, the positive things you’d like to emphasise?

The positive things are making people feel comfortable with me so that they can tell me what they need to tell me and I can tell them what I need to tell them. And the positive things are going somewhere and enjoying oneself rather than, I mean going out in the rain the other Friday I enjoyed it, you know, because when I was younger I never went out in the rain because, ‘Oh, that poor disabled person can’t go out in the rain,’ sort of thing. You know, and I defy odds like that because I am not a poor disabled person, I am a disabled person but I am not poor and I can certainly go out in the rain. I won’t melt, I won’t disappear. If I get a cold it’s my own stupid fault for doing it. It isn’t anybody else’s responsibility. I am responsible for me. Nobody else is responsible for me. They all take on these mantles of responsibility and they all try to prove that they’re responsible for me. Why can’t I be responsible for me? I’m perfectly capable. You know, there’s rules in society that able-bodied people love to think they’re in control. But I’m in control of me, not anybody else. At least, sometimes they might be when they’re pushing me or when they’re doing something for me, but I’m in control of me most of the time. And, these are the things that matter, these are the things, and we are such a minority group and there are so few of us willing to say. I go to meetings and I go to meetings and meetings and meetings. Sometimes, if I’ve had a particularly run of bad meetings where it isn’t always the organiser’s fault that they’re bad meetings, you know, they’re just meetings where you’re not getting anywhere, I think: ‘What the heck am I doing? What am I doing, why am I at this meeting trying to get things right, when nobody really wants to know?’ I go home and I think, ‘Oh, should I chuck it all in?’ and then I go to bed and wake up the next morning, I think, ‘No of course I shouldn’t chuck it in; somebody’s needed,’ you know. So overnight a sleep on it is sometimes a very good thing.  Sometimes when things have gone badly wrong I do wonder and I frequently get told off for doing too much.

And in the later years of your mother’s life when in some senses, as you describe it, you became as well your mother’s carer; what were the practical ways in which that became evident?

I used to get the bills paid, although when direct debit came in she went on to that which was a great help. But I used to have to organise things with my helpers so that we did bits of things for her as well. I mean I think, as I’ve said, the biggest problem was that she wanted me to go into a home, she couldn’t see that I could survive like I have done since she’s been gone. I must admit I miss both my parents dreadfully but I don’t get in a morbid state about it because they gave me so much that I suppose in a way it’s me wanting to give as much back as they gave me: as much understanding as they gave me, as much love as they gave me, as much giving as they gave me. All the things that they were good at I see a need to be good at as well. And I think that is the best epitaph that I could give them because I’m sure that is the way forward, that is not looking back and regretting things cos you can regret things and regret things and regret things but it doesn’t change it. The best policy in life is live a day at a time, if you can, and enjoy that day to the full whether it be a good day or a horrible day. But enjoy it as much as you are able to and think positive of it and then the day doesn’t seem such a trial even if it is a bad day.

[End of recording.]
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