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It’s the 11th of July today then, Dorcas, and I thought we’d start off today then by talking about your memories of Bill Hargreaves – a man within Scope.

I met Bill Hargreaves at Thomas Delarue School, and he was an amazing character.  And I remember him telling us that he fell over quite a lot of times, but somehow he always managed to keep upright. He’d got a tremendous personality and gave a lot of encouragement to a lot of people, I think, to do more. I think the people at Delarue didn’t need so much encouragement as people that I’ve met since. I think when you leave school, you lose a lot of the get up and go, and you can get a bit stuck in a rut. I don’t think I ever was stuck in a rut [laughs] but I think other people probably have been, because suddenly you’re without the support that you’ve always been given and you’re making a life for yourself, and sometimes you’re not necessarily developing at the rate that you could do. So Bill was a great character. He used to come and he used to give us all sorts of encouragement about travelling, cos he’d travelled, meeting people (which he obviously had met lots of people) and I think that’s what you need.  You need to know that you can, that there’s people out there that do travel and that do go about; it gives you the incentive to try yourself. It’s awfully hard for some people though because some people are too protected by their families who say no, they can’t do it, or what’s going to happen if this happens. My parents sometimes did that but not very often. I mean I didn’t tell my mother that I’d been on a cable car for years after I’d been on one, [laughs] because I knew that if I told her she’d worry about it and I wasn’t worried about it. Sometimes you have to do that sort of thing in order to try things out and be adventurous. And I think it does matter who you meet because some people have a profound effect on you even if you don’t always acknowledge it. I mean, I get a great deal from people who have helped me, who said, ‘We knew you’d do it,’ you know, ‘We knew you’d manage, we knew this we knew that;’ it’s great to have that concern because sometimes it feels as if it’s something that only you have done. And other people do it as well and I think it’s great to know that there’s other people out there striving away, it’s great to have the support of people and know that what you’ve done is right, or what they think you’ve done is right. Because sometimes you just have these little doubts, these little doubts creep in and you think have I done the right thing? Ought I to have set myself these [goals?], ought I to do these things? So anybody you meet along the way who’s helpful, anybody who’s got a bit of charisma about them is a definite plus.

And Bill, in visiting you at school of course, he himself had cerebral palsy. So have you at different times in your life drawn other strength from meeting other people with cerebral palsy?

Yes. Not as much as I might have done because of the type of style I live, it’s been more me trying to help other people than actually other people helping me. I mean that sounds awful because that sounds as if other people don’t help me. Other people do help me but I think when I came home the majority of people needed a push in the right direction in order to do things, and some of them do need a push. You know, I think some people find it very easy to travel along the same road and possibly not to experience friendships and not experience happiness. Whereas that keeps me going.

And, for you, what is your definition of happiness, if you like?

Being reasonably content. But it’s not just about being content, it’s about achieving things. I think I’ve been very lucky in my life because I’ve been very realistic about what I want to achieve. I haven’t gone for pie in the sky things because I think that that can destroy so much when you want something that you can’t have. It’s far better to work round it, you know, to do the things that you know you can do or stand a good chance of doing, and to do them well, than it is to become embittered because you can’t do something. Because if you become embittered about not being able to do something, that can take over your life and you can become very resentful about your disability, which is no help to anybody.
And in viewing your life, in thinking about disability, how do you view the impact of your disability, do you believe?

I don’t regard myself as that disabled. I know I am but it’s not how I see myself, it’s how other people see me and that is the disabling thing. A lot of people see disabled as a blanket thing. You know, one person’s got it, so’s everybody else. I mean I know everybody’s got a disability of some kind or other, I don’t mean that, but somehow they tend to put you in a class and unable to break out of that mould that they’ve got you into, or got any disabled into. And that can be really hard because they never see anybody’s potential that way, and it’s people’s potential that make them less disabled because people say, ‘Well, I think I can do that, I’ll give it a try,’ and they give it a try and find out they can, and it’s one more thing that makes them less disabled, and it’s one more thing to give them a boost. And people do need boosts, particularly when things go dreadfully wrong as they do. Everybody needs some kind of lift up.

And you described earlier on in your life at school, citing one particular instance where speech day you were encouraged to always think handicapped as it was described – think disabled as we would describe it now. If you had the opportunity to reply to that statement, how would you shape that reply?

Well as I said before, it’s a bit negative. One knows one’s disabled. But at least I’ve gone out to prove that although I’m disabled I’ve got quite a good brain, I’m quite able to think for myself, I’m quite able to reason. If I do have problems it’s probably because I’ve not experienced that kind of set-up before, you know, because never having been in business, [the] business world is a complete new sort of ideas, new sort of way of thinking for me. But you never stop learning, so you learn as you go along. I just wish in some cases there was more help provided when you start off doing things sometimes because you can’t get the right sort of information. It’s not there. I mean all the people that were good at school like the speech therapist, the occupational therapist, the teacher I had at Croydon, some of the teachers at Delarue, some of the people at John Greenwood and all sorts of people that I’ve met on the way, have been very, very good. I wish that people would commit to putting some of their thoughts down because their thoughts make such a lot of difference how other people handle you, how outsiders handle you, how people who have never handled disabled people handle you. You know, it matters so much because I think a lot of that is being worn away now and people are having to conform to doing things, and that’s not easy because you know your own body and you know what you’re scared of and you know what you like, and you know what you dislike, and everybody’s being herded towards things like we were mass produced, and we’re not mass produced.  We’re all individuals with individual needs, with individual worries, with individual expectations and everything. You know I sometimes think lumping people together is not necessarily always the answer. And people now train, but they don’t always do the practicalities like getting people undressed and getting them up. I reckon that once you’ve done that to somebody you can do it to anybody, well most people. But if you’ve never had the chance to prove it you’re never going to know how. You know, I think that everybody has potential – able-bodied people have vast potential – but somehow a lot of the potential is being stifled. And that sort of worries me because a lot of potential is being stifled, a lot of able-bodied people are not growing in knowledge and in understanding, and a lot of disabled people are not growing in knowledge and understanding because they can’t see the potential. And it’s not just about seeing the potential, it’s standing up for what you believe in as well. But it’s standing up for what you believe in in a way that you can influence people so that you don’t leave them thinking, ‘I don’t wish to know another disabled person,’ cos if you make a mistake people say ‘oh that person did that to me’. And they don’t think of it as a one-off, they somehow get into a [?] where, if they’ve been done bad by somebody, everybody’s got that same tarnished picture. And it’s not true. I mean, this is why I’m awfully careful when I deal with governmental bodies or any body. You’ve got to realise that, you know, you don’t want to give them the wrong impression, you want to give them all the right impression, so that they can move forward. Not so that they turn round and say, ‘I don’t want to meet disabled people anymore because that person was rude to me,’ because not all disabled people are rude, not all disabled people throw wallies, you know, or get upset. I mean, everybody gets upset at some time or other, but it shouldn’t be taken that just because you do, or I do, the whole of the disabled spectrum is the same.

And, what have been your perceptions of what is commonly described as discrimination?

I’ve had quite a lot discriminated in me. [Laughs.] But most of it before there was anything like the Discrimination Act. I mean I’ve been chucked out of a pub, not because I was in the pub doing any harm, I was only having a drink with me mates, and I mean I can honestly say that we were told that we were upsetting the customers and would we go. We weren’t demanded to go but we weren’t made welcome and we had to go because we were asked to go. That had a profound effect on me. I thought it [?] to you how misunderstood some people are about disability. I mean we sat round two very small tables in this pub. There was two wheelchairs, no, possibly three wheelchairs, one or two walking wounded and the rest were able-bodied. And we were literally [at] round two small tables stuck in the corner of this large room with other people. And we weren’t doing anything, we weren’t making a huge row, and we went out of this pub, went up the road to another local where the pub was quarter the size, the access was practically impossible, and when we told them where we’d come from and what had happened, they carried us all in. And the difference was, well you couldn’t imagine a bigger difference, we were really made welcome.

And so what was the explanation as to why you were asked to leave the first pub?

The explanation being that we were upsetting the customers. I don’t think we... We might have upset... I think it was just that they couldn’t get their heads round the fact that we were having a good time. And I mean, I don’t mean an excessive good time, cos the good time was a normal sat in the pub. I mean we weren’t making a row or anything; we were just sitting round these very two small tables because it was a big pub, there was plenty of room, but all the tables were round the edges of the room. There was this big space in front of them, a large space in front of them, but we were still asked to leave. It’s a bit like when I went to the Holy Land. Somebody was asked very personal questions about her disability. It wasn’t cerebral palsy I’m glad to say, it was something, it was a birthmark and a facial disfigurement. And the only reason I can think that they were asked was because of terrorism. But they were asked in such a high-handed way that it made us all feel bad. It made us all feel as if we were fugitives from the law. I mean we weren’t, we were just people going abroad to go to the Holy Land. I mean it was nothing [?] about it. I know it was six days before the war that they bombed the Lebanon but even so there was nothing sinister, it was just that when you fill the forms in to get help on the aircraft, the type of questions they want to know are really awful. We moaned about it and they did change the questionnaire but I mean, sometimes they ask such awful things. Things like, ‘Have you got a disfigurement?’ You know, I dread to think what goes through some people’s minds when they ask these questions. I mean, having a disfigurement is bad enough without having to say how you got it, where you got it, what it affects.

This was at, what, entry to the country was it?

Yeah. Well, it wasn’t exactly entry to the country, it was partly entry to the country but it was partly so that we could get help getting on board the plane. You know, and that to me is so stupid because I know security has to be maintained, I’ve nothing against security, but it was the way the questions were phrased, and the sort of answers that you were expected to give in answer to these questions. I mean, you know, I get a bit worried about the Disabled Discrimination Act anyway because I don’t know how many disabled people… There is discrimination that takes place which people can’t do anything about because they can’t afford to fight cases. And it’s all very well saying you can get somebody to fight a case, but you’ve got to find somebody to fight a case and it’s not that simple any more. And you’ve got to be sure that you’re going to win otherwise you’ll get through a fortune. I mean I know because I’ve been [there?]. I’ve used solicitors for all sorts of things because I wanted to be on the right side... [?]... in any doubt at all. I’d rather be on the right side than have to explain articles because I haven’t done this or that or the other, and the average solicitor doesn’t know, which means that he has to go deeper, and then my parents set up a trust so that when they died I had some money. But I mean it didn’t make the money last any longer because the money still had to be spent on my care.

And, and in terms of, you know, the reaction of other people? You talked about being in the pub, are there other particular instances that you can point towards where you feel - ?
Yeah. I mean, one of the big ones that I point out in the book – it’s quite light-hearted cos I mean I know people do get offended but I try and see it from all sides of view and I think a lot of the time it depends who you’re with, how far you take discrimination. But we were going out one day and we were at Knowsley Safari Park and two old ladies passed us by – this is about 25 years ago probably, just about – and we distinctly heard them say, ‘Oh those people should never be let out’, you know, and it was part of our culture. I don’t know what they thought we were, and the two boys who were with me were so disgusted (the two men who were with me), they went and jumped on a tree stump, cos we happened to be by where a lot of trees had been felled for the animals to get round better, and they jumped on this tree stumps, which were sort of not, we were in a walk-through, and pretended to be monkeys. And then they said, ‘Well that’ll give them something to think about.’ But I mean, it wasn’t aimed at them, it was aimed at us as people in wheelchairs enjoying ourselves, because that’s what we were. I mean, discrimination can be as blatant as that or it can be very veiled, you know, people say things and you think afterwards. I think one of the biggest things that upset me when I was younger was I won a competition. Not a competition, I won through the heats of the Personality of Northamptonshire for Young People because I was a young person at them time, I hadn’t been home very long so I would think about 16, 17, 18, and I got through to the finals. And when I got to London, cos the final was a weekend in London, including a Broadway show. I’d never been to a Broadway show at that stage, and…

So a West End show was it? 

Yeah, a West End show. It was Sweet Charity with Shirley McClaine in it, so you can tell how long ago it was. And it was also a meal at the Savoy. I mean I’ve never been in the Savoy, and some – I don’t want to say who said it – but some particular person who ought to have known better came up to me and said, ‘I don’t think it’s fair you being here, you have an advantage over everybody else being disabled.’
In what sense did he mean an advantage?

Presumably they thought that the judges were going to favour me because I was disabled rather than because of what I’d done in this competition if you like, not competition, whatever, interview, got through. Hadn’t done it for that reason at all. I’d done it because somebody said do it and I thought yes I will because I like to be able to project that disabled people can do these things, and I got through and I was sent to London like the man was that got through. He was able-bodied he was, and he became a very good friend of mine. And he’s since died which is very sad because he did a lot for Phab. And I [spent the?] weekend in London. But I was told, more in a sort of veiled way, that I had no right to be there because I was sort of making it harder for the others. And I mean that was not my intention at all and it really upset me because I was still young at that stage. Things like that wouldn’t bother me now, I’d just say, ‘Oh well, if that’s the way they feel, that’s the way they feel’. You know. But in those days that was an awful set-back. And it must have had a profound effect, I can still remember it. I still remember it like yesterday. And I think what was so bad about it was that it was from people who supported Phab, who were quite high up in Phab, having said that. Made me think, ‘My goodness, haven’t they learnt anything?’
And what was the result of the competition in the event?

Oh, I didn’t win. I didn’t particularly want to after that. I mean, I don’t know. I don’t think it upset me to the point where it showed, but it’s funny I still remember it and it was the same when my parents were told that because I was disabled, they couldn’t adopt anybody. Because they were both given [a] yes and then it came out I was disabled and the answer was, ‘No you can’t adopt anybody, it won’t be fair.’ And I thought that was really unfair. And it’s funny, you do remember things when discrimination of that sort of nature takes place – you can’t forget it.

And in the sense that they were saying it wouldn’t be fair, what were the authorities then saying?

That my parents, because they would have to do more for me, would favour me more than another person. And I don’t think that’s relevant at all cos my mum and dad would have give a lot of love and they would have felt happier me having this brother or sister, than me being on my own. It would have helped my mother tremendously in later years when things got really difficult and it would have stopped all this business about me going into a home, when she wanted me to go into a home and I didn’t want to go into a home. You know, which thank goodness I was able to get one or two people on my side who were able to sort of keep me level on that one, because it was the biggest argument I had with my mother.
In that your mother then was worried and wanted you to...
She wanted me to go into a home because she knew I’d be looked after, and she knew that I wouldn’t have to worry about anything. And I’m afraid that would have been the easy way out because I didn’t want that. I wanted to be part of this world not shut away or put away. I’d had enough of that knowing how things were at school. I didn’t want to go through it again because I’ve always thought that I could manage, even if life’s rocky at times I can still manage.

And, at the time when your parents were applying to adopt, was there ever talk, do you remember, or has there been - [Both speak together.]

They kept... It was when I was school. It was when I was at St Margaret’s – no it wasn’t, it was just after I went to Delarue…

Had -
… And they never, I mean, mum and dad went through it, and mum and dad came down to see me and told me…

And did -
… because dad was always honest about what went on and he wouldn’t tell me but... [?]... I’d known …

And did - 
And I was absolutely heartbroken.

[End of Tape10, Side A.]

[Side B.]

There’s been [no times?] when I ever really felt that I was disabled, really disabled, where I felt that my disability was actually a hindrance. Because although my disability can be a hindrance to me doing certain things, my disability needn’t necessarily be a hindrance if you’re careful what you say and how you say it and who you talk to, and you show people the respect that you would like the respect shown unto you.

And was there ever talk of your parents perhaps having another child themselves?

I thing they were too upset. I really think it absolutely shattered them. I think they never talked about it afterwards, they never mentioned it again.

Do you think they, you know, maybe thought to have another birth child, if you like?

Well, I don’t know what the woman thought. I’m very sorry that people think disability is a hindrance in things like that because it would have made, and still would make a lot of difference of parents with only one child and that child disabled, because we all need other people.

And over the years, Dorcas, how do you think attitudes, perceptions to disability may have changed?

Oh I think they’re much better. I think people are getting the message strongly. But you still get some… I mean, when I joined the Rangers, we used to have people come and pick us up in cars and take us to the meetings. First of all we had a meeting, we used to go have our meetings by post and that, cos that was it was all right but it meant that you had to do the meeting, send the meeting on to the next person, they did it, they sent it on to the next person then eventually it would get back to the person in charge, they would correct it and send the next one out. And we decided that, as things were moving that rather than get our meetings by post for Rangers, we’d like to meet and so we started meeting once and we used a lot of voluntary transport. And I remember when I lived in Midland Road going to a meeting and the man was absolutely petrified. He made my uncle come as well because he was so sure that I was going to bite and scratch and I couldn’t make him feel any more comfortable. He was that petrified, uncle had to go with him. He brought uncle back, picked uncle up again, went over and picked me up and brought me and uncle back again.

And how old would you be at this time approximately?

Well I’d got to be in my twenties. Late twenties I would be, middle to late twenties, which OK it’s a while ago, but it’s not that long ago, it’s not as long as the other incidents I’ve talked about.

And when you had meetings by post, it was a sort of newsletter was it and you added your own news to it?

Well, you got asked to do certain things. You know, you had to talk about your life and you had to do certain things which meant that you could eventually pass. It was very well organised, it was very good but, I mean, by that time I was camping anyway and I knew there was so much more than just having meetings by post. And when it became possible to meet monthly we met monthly and it was really good. I mean we met monthly for quite a long time until we disbanded.

And so throughout your life so far then you’ve had a determination have you, wherever possible, to take part in things, to be out and about if you like? 

Oh very much so. That’s the whole of the Phab philosophy. I mean Phab was meant to start people off on the right track, and they were meant to go and belong to things and do things. Phab was not meant to provide totally long term answers. Unfortunately people have not been able to move on so Phab is still going because people still need it and people with multiple disabilities find it even more difficult to move on.

And for somebody who, you know, if you meet somebody as it were in the street or wherever, somebody who hasn’t had any contact with anybody with disability before, what are the kinds of messages that you’re wanting to get across to that person?

It depends how long you’re with that person for. I mean, I can get an awful lot across at meetings and things like that – I don’t mean structured meetings but 
I mean old age pension meetings, that sort of thing – I can get an awful lot across just by being there sometimes, and just by proving that I’ve got brains, that my brain’s working and me brain’s ticking and I’m providing some of the answers if you like.  But, having said that, there’s all sorts of people out there and there’s some people that you just can’t reach because their prejudices and their difficulties are so deeply entrenched that they won’t see you for what you are no matter what you try and do.  The biggest problem, I feel, is language. Cos people use the language they know.  They don’t necessarily use the most up to date. I mean, to some people being ‘handicapped’ is still a normal word. And to a lot of older people it’s still a normal word. And you start saying modern language to them and they won’t know what the heck you’re on about. They won’t know that being differently abled is an American thing where you’re supposed to have overcome the word ‘handicapped’. They won’t even, you know, I mean it takes along time for language to die. It’s taken an awful long time to get rid of the word cripple, and I daresay it’ll take an awful long time to get rid of the world spastic as well. Scope, I mean, that hasn’t gone yet.

The word spastic?

You know, I mean it’s going because it’s no longer the official language but people still say spastic because it’s what they’re brought up on. I’ve got a friend who still says handicap. And he’s a lovely man, absolutely first class man. He understands my disability perfectly. Great person, great friend of mine, but I can’t get him to change his language.

And so, in your choice of language, what are the preferred sorts of words that you yourself would prefer?

Whatever people feel comfortable with. I mean, I do think that some of these organisations go over the top, and I do think sometimes, I mean, I don’t like the word ‘user’. It makes me feel used anyway and although I want to be useful, that is not the same as being used. Used makes me feel crummy. You know, it makes me feel as if I’m...
This is in the sort of instance where people say the word ‘service user’ for instance?

Yeah. Well, I’d much rather be a client or even a patient than I’d be a user, and be used, because used is the wrong word. Unfortunately it’s a word that came into being, particularly around here, because people with learning difficulties couldn’t understand other words. And the social care team use ‘use’ and ‘user’ a lot and it became the accepted language, and that is one word that I bitterly regret because I don’t think it does disabled people a favour at all!

And so the words ‘disabled people’ in preference to ‘people with disabilities’?

Well, anyway, whichever way you look at it. I mean, I use people with disabilities, but people still don’t use that expression to me. You know, and I do try and think about it but it’s how many people react to you that make a difference. You know, you’ve got to react to people at the level that they’ll understand what you’re on about.  You can’t react to people with a whole lot of gobbledegook that they know nothing… I mean, it’s not gobbledegook to you and it’s not gobbledegook to me, but it is to them. And if you’re trying to get people to understand, the last thing they want is a whole load of language which they don’t know anything about.

And, again, over the years, in terms of your different feelings at different times, how do you believe that your own perception of yourself may have changed over the years?

Oh it has, but it inevitably would because you grow up and you cope with things. I need to keep going. I need to keep going so that when I hit bad patches I can go 

through them. Because the worst thing about a bad patch is thinking about it, and if you’ve got too much on you think about things and that is that. It’s all right to think about good things, but it’s not so good to think about bad things.

And what gave you that kind of outlook really?

Parents, inevitably. I think in certainty that I feel comfortable doing it. If I didn’t feel comfortable doing it I wouldn’t do it. But it has given me an awful lot in my life because what you sow you reap a hundred times over. And so I’ve had some wonderful friendships; I’ve been to some wonderful places; I’ve done some wonderful things. I have no regrets, and that is what I think keeps me on going, keeps me ticking because I have things to look forward to. I don’t have to sit in the same [place?] without anything to hang on to without any hope or anything. I do sit indoors some days, but I know that I’m going to do something else, I’m going to be more, I’m going to go to Westminster tomorrow or I’m going to go camping or I’m going to do something. And even if I don’t get there it’s still something to keep the brain ticking, to keep saying, ‘When I get there I’ll help so and so,’ or, ‘When I get there I’ll do this,’ or ‘When I get there I’m there for whatever need arises’. You know, I mean, it could be that next week they’ll want a lot of help, it could be for next week they won’t, and I’ll just carry on, you know, without poking me nose in and doing – I don’t mean poking me nose in – but without giving any guidance or anything…

This is -
… you know, cos you can have a good week. I mean, usually different problems happen in different years. It’s sometimes down to the mix of people with disabilities, it’s down to the mix of able-bodied people, how they react, how they feel, if they feel comfortable then everybody else feels comfortable, how tired we all get, how we cope with the stairs, you know, It’s a hundred and one different things.

This is next week, the annual Westminster Phab residential activity week. How many years than have you been going to the Westminster week?

I think this is 29 and I’ve been going to 28 of them. I’m sure it’s 29 this year. You lose track after it’s been a while. [Laughs.] I mean, it was wonderful cos dad and mum were alive when it started and they was very well, very happy for me to be involved. Happy because they knew I enjoyed it and happy because they could see what the end product was; that people enjoyed it, that we were giving something to people what they might not otherwise have, which is always important. So many of them it is their one week of the year and that is very important to people. People should be able to have pleasure one week a year at least. [Laughs.]

The week assisted by students from Westminster School in London.

Yeah.

And what are some of the particular favourite activities that you have done and will do for the week?

I like doing art, but I do anything now. If there’s a shortage anywhere I get asked to go so I never make my mind up. I have done art several times and I do like doing art, but I know that if I do art I’m very lucky, but art is a thing that quite a lot of people can do at Westminster and it can be quite a large group whereas some of the other groups aren’t quite so large. So I go wherever I’m… If they’re a bit stuck I float to another group. I’ve done everything. I’ve only done drama once, I’ve done dance, I’ve done music, I did music last – no, yeah, last year, or was it the year before? Year before. No, last year. I’ve done video, which I enjoy very much; I’ve done writing a report of the week, which was dead easy. I’ve done all sorts of things. You know, I don’t mind. I say to Andrew, I’m one of the last people that makes a last-minute choice about anything.
And in doing art – painting particularly perhaps – how do you paint?

I paint with a brush held in my mouth, which is different from how I did it at school cos I did it with my hands at school, but I love painting, well, for most of school but not all of school I did bits. I love mixing colours and seeing how many colours I can get on a piece of paper. I like doing things like stained glass windows and that sort of thing. And I get a great satisfaction out of painting and it gives me a lot of pleasure. And the great advantage of doing it on a course like that is you don’t have to clear up. Clearing up can be such a problem. You know, when I’m here it’s not something I do now because, you know, there’s other pressures when you’re at home. When you’re on a weeks course you can, it’s part of the course and you just do it. I mean, I don’t stop, I work solid.

And in working, you know, or being assisted by and enjoying things alongside these students from Westminster School; over the years how do you think their, or have you perceived changes, in the kinds of questions that they will ask?

It sounds awfully pompous what I’m going to say but there’s some very intelligent people, and they always get more people than they need, and they go to a session and see the most suitable people. Some of them do it twice but mostly not. They only do it twice if they come back and be a tutor or if there’s a special reason for them to come and do it twice. And I always find it greatly encouraging because they’re still at school they’re still learning and they’re still into learning. And because they’re still into learning it’s fascinating what you can find out. You can have a talk about all sorts of things, about what they think about disability to how they think they’d solve it, what they’re going to do, if they’re going to be doctors, nurses, teachers, whatever.  Quite a number of them have become doctors, particularly the ones that have done Phab, and I think it set them off on the right sort of path.

And, what do they think of disability typically? How has that changed?

It’s a great culture shock. I mean, they’ve never done it before. But, I mean, I can always explain my disability and I can always explain what I need. Some of the disabled find it a bit difficult doing that, but there’s always people around that can sort of sort round it or sort it out. Yes it is hard work, it is tiring but then you expect it to be because it’s an action-packed few days. And it is action-packed so that A: we get the most out of it and B: the people helping us don’t get bored. I’ve never got bored; I don’t know what boredom is. I wish I did sometimes.

And, yes, as one year follows another, how do you believe that, for you, the circumstance of your own cerebral palsy has that changed?

Not an awful lot. I think the thing that changed most is the fact that I had the hip removed. I think that’s what changed; my physical ability. I suppose as you get older you get less tings that you can do easily, but I’ve been very lucky – apart from the hip which was a real bind and still is – I think I’m pretty much the same as what I always was. I don’t think I’ve deteriorated. I’ve deteriorated somewhat but not to a great degree. I can still relax. I find relaxing very hard but on the other hand I don’t move about an awful [lot?], I don’t move about possibly as much as I did, because I’ve learnt to relax. I mean to somebody who doesn’t move about at all I suppose I do move about a lot, but it’s not obvious to me.
And again, so far, what do you believe has been your greatest achievement, or among your greatest achievements?

Having friends. Definitely having certain, you know, I mean, having friends with the kind of upbringing that I was told that I would never marry and never work, which kind of destroys the way you think sometimes, and I’ve managed – I don’t work, and I don’t have a husband and I’m not married, but I’m happy. And I think that’s the biggest achievement because all the odds were stacked against me. Leaving school early was stacked against me. Well not early because I was over 16, but leaving school as early as I did was stacked against me. Not going to college like some of the other people was stacked against me. But I’ve never regretted the road I chose to take.

Yeah. And, you know, what drives you on, as it were? What keeps you happy?

Again friends, reading a good book, being useful. I think so many people with disabilities lose a lot by not having an interest. You know, it’s so easy to say, ‘Oh I’m not going to do this or I’m not going to do that.’ It’s much easier, but in actual fact if you do do things it widens your horizon terrifically, and you find that you can cope with things that you might not have coped with had you not tried.

And, again, sort of over the years as it were, what contact have you had with the Spastics Society as it was, and Scope as it now is?

Not so much I don’t think. I think one time at the Louvre really shattered my… I mean I met some wonderful people but I also had quite a difficult time and my father was involved with the local group, so when he was alive I was kept in touch with what was going on. I don’t go on many of the outings, not because I haven’t had the opportunity, I mean I get the newsletter, I can go and do whatever I want. I think sometimes a lot of it is because I’ve done so much and so many people haven’t, and OK you can share information with some people, but there’s some people that you can’t share information with because they don’t like that. And, you know, I have a lot of time with all the other things I do.

And, and in writing the [coughs], excuse me, in writing the booklets that you’ve written and in publishing those; what has been the aim of that?

Really to make more people aware, and to do whatever. I mean, I think people need to know because I think in the past disability has tended to be put a person away and forget about them, whereas now it’s not put a person away; a person’s a person. A person has a right to live the same as anybody else, exactly the same as anybody else; with help. And I feel that so many people get this confused with disability and think that you can’t do things when you can.

And, in terms of the things that you’d still like to do and plan to, hope to do; what is on that list?

Well camping’s always on the list because that’s where I got most of my friends from because I’ve been going so long, and because again I feel useful when I go, and because I like to help people as much as they help me. And that includes people with disabilities and people without disabilities. It gives me a chance to recharge my batteries cos it gets me out of Wellingborough, which is OK for 99 percent of the year but I still like to go away occasionally, well more than occasionally, and recharge my batteries somewhere else. And it’s funny, while you’re working like frantic fury, somewhere like camp helping people; it still recharges your batteries because it’s somewhere completely different. And the same applies to Westminster Phab residential course – you never know what’s going to happen; you have to keep your wits about you, you know. I mean, I try and keep my wits about me all the time if I can, just looking, not appearing to look but looking just the same, if you see what I mean. [Laughs]. And, and making sure that everybody’s all right, and if it’s not I say something to somebody or we talk, I talk about it to Adrian or one of the other staff members and we discuss it and I can do that, and that is the advantage of having gone so many times. And also having done camp a lot of times as well, my mind and my body are attuned to when things might not be going right with certain people and when certain people are not particularly enjoying themselves. I might not always know the reason why they’re not enjoying themselves but I can always, I bet your bottom boots, pick them out that they’re not enjoying themselves. You know, it’s something that when you’ve had a lot of occasions with a lot of different people, you get a second nature about these things and you realise what the problems are sometimes, whereas other people might not.

[End of recording.]
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