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OK, Dorcas. Well we’re in a situation nowadays then, with organisations and establishments existing – funding of course is another issue – but [coughs] excuse me, how is it do you think that people in previous years then, without that framework…

Well I know…

... began to manage?

I know my mum and dad certainly never had a lot of help. My dad was one of the founder members of the local Scope group, which is Northamptonshire Scope.

Or the Spastics Society, as it then was.

You know, local-wise, which got off the ground because at that time there were people with cerebral palsy surviving. And because the people with cerebral palsy were surviving it was decided to set up a group that could help those people and support those people. My dad used to go out and talk to people and advise people. He often said that they got too bogged down with the committee bit, the procedure bit, which I think can happen but then they’re safeguarding the money that’s been given to them, which has to be taken into account as well. But there again, so does people’s needs, you know. I think without support you’ve got to be a very determined person to continue and to be able to rationalise what is good and what is bad. I didn’t have a proper pram; I had a Victorian pram, which was like a bed. You know, you laid in it, it [you] didn’t sit up in it, you just laid in it, and it had four wheels and it was made of wicker and it used to just go down our passage – cos we had a passage in our first house that I was born – and I was talking to a 90 year old the other week that remembers me from that time. And it’s fascinating because I don’t exactly remember myself as a baby. I remember myself when we watched the coronation and things like that, but I don’t exactly remember myself as a baby. I do know that I cried a lot, and I do know that mother didn’t know what I was crying for. So I really do applaud the people that helped in those days; not only helped but who gave mum support, and who seemed to have had faith in me, despite not knowing what was wrong with me because I wasn’t diagnosed until I was two and a half. And, you know, I mean I can’t imagine what my parents went through. I know that they were determined to have me even though I was small. And this determination carried on, and I don’t think my dad ever thought about me being minus, he always saw the plusses.

And in those early days and before the diagnosis and indeed after it, where did the support that your parents got, where did that come from?

Family basically. Great aunts surprisingly – great aunts were very good. But the nurse used to pop in (the normal thing that happens after birth) but they didn’t know a lot.  The doctor was a very old fashioned doctor and I perhaps owe my life a lot to him because he used to say ‘[?] and olive oil. Give her some brandy if she’s poorly,’ and, you know, all those sort of old-fashioned ideas, and I seem to have survived. Which, to me, gives me tremendous encouragement, tremendous encouragement. The more I think about it, the more I get encouraged by it; the fact that I did survive. The fact that I’m here for a reason, cos I could have so easily gone under. I’m sorry that my parents weren’t allowed to adopt because I think that was the second biggest blow to my lifestyle, because I would have loved somebody to have been around who was my sort of age, who was… I mean it doesn’t necessarily follow that we would have got on; I mean [there would be?] times when we would have hated one another. I don’t mean hate because I think hate’s too strong a word, but we would have disliked one another, and that sort of… And I suppose when they told me that, that was the biggest single thing that made me feel disabled, because I don’t on the whole think with a disability label. I think with a label but it’s not a disability label.

Just remind us if you would as to the reasons that were given as to why your parents weren’t allowed to adopt.
Pardon?

Just remind us if you would of the reasons that were given why your parents weren’t allowed to adopt.

Because I was disabled. Because I was disabled they said yes to my parents and then as soon as they knew that I was disabled they said no. And I was at school at the time, I was 12. And I think it was the biggest single thing that threw me. I was very, very upset about it, very upset. Not because I’d contemplated much about it, I mean parents had done this when I was away at boarding school, and I don’t think they’d prepared me for it in case it didn’t happen. But to be told that that was the reason they couldn’t adopt, and they so badly wanted to, I felt awful that I had sort of somehow made things worse.

It was surely just the rules of the time, however one might regard them now. But in terms of, you know, involvement with and reaction from what we might now term ‘support services’, what kind of ongoing contact did you have with health services and social services as they would now be described?

Well, when I was at home before I went to school – I went to a day school to start with and health services provided the ambulance for me to go. I mean nowadays we’d have to get ourselves there. But I mean my parents never had a car. The only car my dad ever drove was in the air force cos he’d got a licence to drive, but he wouldn’t take a test, he used to walk to work. You know, I mean you’re talking about that sort of age of people where not everybody had cars and certainly it was a time of great excitement because it was when Scope was developed and it was when these organisations started coming together. So I suppose they were having learning processes as well. And like everything I reckon it takes years to get people’s minds to accept organisations. I mean, yeah, I know about accepting disabled people. It takes people years sometimes to accept you in the community. You carry on doing things and you’re hoping that they will. It’s like people talking to you at church. When you first go to church people don’t always talk to you and when you’re disabled as well you’ve got the double problem – A: of people not wanting, not talking to you, but B: your disability which puts them off even more so some people end up never talking to you because they can’t get over the hurdle. There’s some frightened and some prejudiced people in some cases, that stops them doing that.

And in recent years of course we’ve seen in particular the increasing involvement of disabled people in organisations, but...
I wish there were more. I would dearly like challenge – I love challenges you see. I would dearly like to be able to employ somebody as a carer and do something professional that was really good, cos I think I’ve still got it in me. But since I’m coming up to retiring age it’s a bit difficult because people are still not prepared to pay for the necessary help for you to do the things, even though you know that you can do things and so things well. I personally like to do things well, I think if you only do a half-baked job, then people can turn round and say, ‘Ooh he’s disabled, that’s why it’s like that.’ And it shouldn’t be that at all, you should be able to give yourself the very best. And if you give the very best and produce the very best then people can’t turn round and blame it on to disability.

So is it a matter then of, you know, continuing to question, continuing to make your point?

All the time. I mean, some days I don’t have meetings so I don’t have to press, but if I can I will. I mean, that is partly what got me involved with this MP that I was going to visit but didn’t happen because he had to…[?]... another meeting. But I mean I felt that I’d got somewhere, and the meeting has only been postponed, it’s not been taken off the book so I might still go down and have a lunch with him, which I think will be really useful. I’m really sort of looking forward to that – A: because what I said obviously meant something to him, which is a great compliment really in a sense because you don’t know when you send these things whether they are just going to be totally ignored, answered by somebody else or what.

And what would you say, Dorcas, if in the room here we would be sitting with the parents of a baby with cerebral palsy. What would you say to those parents?

Don’t give up. Always try and think positive. There’s something there. I have seen disabled people enjoy life, given the opportunity to try and do that. Don’t say, ‘Oh,’ don’t wail, you know, people start wailing and questioning why – we don’t know why. Ours is not to reason why, you know, and I really do think that it is to do and die. Because everybody dies in the end, but it is to do certainly. You know, I mean, I think that is the most apt thing, not to question why cos you start questioning why and there is no answer, so why bother? You know, it doesn’t solve anything, it just brings up my problems and my uncertainties, and really you don’t want those sort of uncertainties, you want to be able to think well… I think one of the greatest things that I learnt – and I learnt this a long time ago now – one can’t move mountains as an individual, perhaps as a body one can move a bit more, but as an individual it’s much more difficult. But one can move grains of sand and even if you only move a bucketful in a lifetime at least you’ve done something for humankind and, for me, that’s the reason for me being here. You know, everything has reasons. If you start going down the non-reason and the negative, you’ll soon finish yourself off because you won’t see the purpose of life. And life is wonderful. It can be a bugger at times – pardon me for swearing – but it can also be the most wonderful experience out. You know, like going to London two days ago. It was raining, we walked in the rain. Years ago people would have said, ‘Oh you can’t take her out in the rain – she’ll catch cold,’ you know, and it is so nice to go out in the rain and so nice to be able to go and visit places more and enjoy it, and be enthusiastic about being alive. It’s so important because that way if you’re enthusiastic about things you do, you’ll get your message across because it’s there. People think, ‘Oh that was nice, she’s happy.’ You know, because there is still this odd perception that when you’re disabled you’re sad. I’ve had that thrown at me time and time again: ‘Don’t you ever despair?’ ‘Yes. But it don’t make me sad, it’s a passing phase. You crawl out of it.’ You know, it’s all about those sort of things that make life worth living.

And more opportunity now with improvements in things like access, to be able to go out into society and participate and see and be seen, which has to be an improvement.
Yeah. Oh definitely see and be seen. Definitely. I see no point in hiding away. What is there to hide? You’re only a person. Because that’s what I am. I’m not a disabled person; I am a person. And that is what is so important; the fact that I can’t do certain things to some people is much more of a problem than it is to other people. It isn’t really a problem to me. You know, I mean, I go on holiday, I enjoy myself, I do what I want to do, I’m reasonably live, reasonably successfully, even with limited money. But one thing that I would add to that is the plea that the government sees that sometimes the help they provide is not quite adequate enough. But they really need to see it from the bottom of the pile, not from somewhere like up above. And I know that affects a lot of people because there are many more people than myself on benefits that need help and that sort of thing. It’s just that they see it a little more clearly because people earn such phenomenal amounts. I know people give to charity but I still wish people realised that the people at the bottom don’t get nearly as much. You know, that’s not being sort of overbearing about it, that’s just using a bit of common sense and practicalities about it. Because I do see the gap widening rather than narrowing and that’s what worries me. If the gap wasn’t widening I don’t think I’d worry so much. But I feel that the gap is widening and in terms of employing people it’s certainly getting a lot more difficult to employ people to care.  

And in terms of the employment possibilities for disabled people, what are your observations there?

Well I suppose in a sense because I was told that I would never work, I put my energies into doing other things. And I suppose it’s only been in the last 10 years that I’ve really questioned that because I’ve been quite content doing what I do. I mean, not content where I’d accept benefits if I could do anything, but I’d need a pretty good wage to cover my care bill and it’s not worth working if you’re on care.

And when was it, you know, given your involvements in voluntary groups and other organisations, when was it first that people in numbers if you like, started to come to you to ask you for your opinion of things and your expertise?

I think as soon as I started having community service volunteers. As soon as I started having help in. Certainly, I mean they did ask before, because I’ve gone out and found people, I’ve gone out and found organisations; I’ve gone out and done things for organisations. Some people always ask if you do things – you get asked. It’s when you don’t do things that you get negatives. So I suppose yeah, in some ways always, but certainly when I started organising my own care, even if it was only through CSV [Community Service Volunteers]. They asked me more because I was getting out more and, I mean, getting out was never a problem, I always got out but, you know, then you start meeting more and more people; that’s when they start asking you to do more and more. And that is still the case. I mean, occasionally I have to say no. And occasionally I don’t go to meetings. Sometimes because I’m double booked, sometimes, once or twice, because I’ve just got up in the morning and felt completely anti-meeting. I should say that’s only happened two or three times, but it does happen occasionally and you have to acknowledge it when it happens because there’s nothing worse than being at a meeting or going to a meeting that you don’t want to be at. It’s counter-productive to the meeting and it’s not good. You know, it’s not good for the meeting, it’s not good for you, it’s not good for anybody else at that meeting because you’re just not with it, you’re just not interested. You know, and so you do have to rationalise things out.

And, of course, now we’re in a situation where there is the opportunity for individuals to become involved in groups and other organisations, and that’s not always something that people can do or are able to do. But what would you say then to others who are, if you like, teetering on the brink of becoming involved, of making their voice heard?

Do what you’re interested in. Because if you do what you’re interested in you become interested in so much more, because everything has a spin-off. I’ve never done an organisation yet where there’s not been some sort of spin-off, where it’s led to other things. I mean, one of the greatest things that I’m involved with is being a board member of the local theatre around the corner. I mean, it’s a pleasure cos it’s not about disability, it’s about being a board member, and it’s about contributing. OK part of what I know is disability, because I know that best. But it’s not about that, it’s about going to the theatre, it’s about people’s enjoyment, it’s about good relationship with the staff at the theatre, it’s about knowing where I’m coming from and where I’m going to, and it is so enjoyable.

And in all these sorts of circumstances of course, as your involvement with groups goes on, people come to know of you as Dorcas, and not just somebody with a disability but as an individual.

Yeah, and that’s why you do it probably as well, that is another good reason for doing it because that’s what you’re trying to tell people – look I might have a wheelchair but my mind is not disabled, my mind’s as free as a bird. I could go flying if I wanted to – I don’t want to but, I mean, you know… Disability is a thing that you get, but it’s also a thing that other people chain you to. In other words some people make you much more disabled than what you are by attitude, by lack of understanding, so if you can work through that then there’s a lot less negativeness if you can work through that one and show people that being disabled is not the end, it’s only a new way of looking at things, then you’re there, or at least you’re getting there. I mean you’re sort of able to do more. Because I can go round the Castle; I don’t necessarily – my carers take me round there but I don’t necessarily take a carer, they leave me and come back for me.

The Castle the local theatre.

You know, and I enjoy whatever I… If they want to go, I buy a ticket for them. If they desperately want to. But I go by myself and enjoy me own thing because that’s what everybody else does. If you want to go and see a ballet you go and see a ballet. If you want to go and see grand opera you go and see grand opera. If you want to go and see somebody making a fool of themselves you go and see somebody making a fool of themselves. But everybody should be able to do these things and get enjoyment from what they do. There’s no point if they don’t. I mean, I enjoyed London. It was raining but it was enjoyable, it would have been nice if it hadn’t have rained – even I admit to that – but it didn’t stop me enjoying my [time?]. And, you see, so many people think that you shouldn’t do things. And it depends on what influences people have in your life as to whether you end up doing them or not doing them. And so many people end up not doing them because they have been advised not to – I think that’s better than saying any other way – but the advice seems to take over, they seem to think that they should never be able to do, which is so silly because it’s like telling a child not to stick its finger in its ear or nose or whatever, you know, because they might hurt themselves. Eventually they see the sense and don’t do it. You’ve got to see the sense and that’s a normal sort of thing. But when you say to a child you can’t go out in the rain because it’s raining, if they were able-bodied they’d go out in the rain – what’s the difference between being able-bodied and being disabled and going out in the rain? I don’t understand that. If I want to go out into the rain I want to go out into the rain. And that is where fundamental things go wrong because they start providing restrictions and the restrictions sometimes never get lifted so that person never experiences going out in the rain so they don’t know whether they like it or not. It’s like going on a train: some people never go on a train so they don’t know whether they like going on a train. And I’ve engineered one or two Jim’ll Fix It things 

for people. Very difficult because I know that I need help and the person that I’m engineering them for needs help, so you need about four helpers in order to do it. So I don’t do it very often, but I have done it just to make sure that people have an experience. Because lots of disabled people go without having experiences and that’s what stunts their ability to do things as well. You know, you’re talking about fundamental things, things that are easy to do as well. Everybody should have opportunities to try things, unless they’re going to do themselves physical harm. I mean, everybody should be able to go on a train and ride somewhere if they want to.  Everybody should be able to go out in the rain if they want to. You know, I mean, they’re easy things. There are things that are a lot harder than that, but that shows you the kind of restrictions that are placed on disabled people that, in the past, have hindered people’s growth.

[End of recording.]
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