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OK, well Valerie, we thought today then that we’d talk about your committee work. When did your involvement in committees, then, of various types first begin?

I think it was the early seventies, when I rang up the then Spastics Society and I spoke to a man called Bill Hargreaves. I’ve entirely forgotten what I wanted from him, but he decided that he would like me to join his ‘62 Club’ network, which he had set up for young people with cerebral palsy, with the idea of creating situations which would encourage independence. So these were social groups who organised their own events, essentially. I went to a meeting of the London 62 Club, a social evening, and frankly it was a great shock to me. Although I’d grown up, I’d been educated in special schools, it was then some years since I’d mixed with a group of disabled people, and to see a whole lot of people who were like me (but not like me, in that the degree of disability varied a lot), was frankly a shock, and I didn’t take to it. So I said to Bill, ‘No thank you very much,’ but he was not one for taking no for an answer, so he asked me to become secretary of the Association of 62 Clubs, because he said that was a small committee meeting, and not at all like a social gathering, and I agreed.  He never liked me saying that he blackmailed me into it but, I do remember him saying, I owed a certain amount to people who had been less fortunate than I had; and I found this a powerful argument, and I went along with it. I think it was heavy pressure, but on the other hand Bill meant business, and he did want to get people together who had had a certain amount of success. So I, for several years, was secretary to this body, which meant I took minutes and I must have written a few letters. I mainly remember the minutes, and I think that was largely my introduction to committee work. Around the same sort of time I also joined the Parochial Church Council of… [Dog barks and growls.] Sorry. Sugar, stop it. I joined the PCC [Parochial Church Council] of St Mark’s Church, so that, again, was an introduction to another sort of committee work.

And St Margaret’s Church was your local church, was it?

St Mark’s.  

[Talking together.] Sorry, St Mark’s Church was your local church?

Yes, it was the church I joined because Austin went there and I’d become an established member, and the wife of the vicar there had introduced me to the Alexandra Club and I think by then I was living in the Alexandra Club.

This remember, of course, a branch of the YWCA.

Yes.

And the Association of 62 Clubs then, where did you meet, as an association?

I think we met, generally, in 16 Fitzroy Square. It was not the headquarters of The Spastics Society – that was at 12 Park Crescent – but Fitzroy Square was very much local to that, and that’s where they did a lot of their assessment work, and a lot of their social activities. I think they ran an employment service from there, and a education service, and they also had a hotel facility in the building – people could stay there the night when they were in London for various purposes. I didn’t stay, because I was living in London.

And, at this time then, the 62 Clubs – how did the name come about?

The name was coined because Bill formed it in 1962. I believe he simply looked for a name that had no particular disability connotation. And there were a lot of local 62 Clubs – I know there was one in London, which I went to the once, and there was one in Nottingham. I think there were quite a few dotted up and down the country because Bill... it was part of his job to set them up, and see that they were functioning. So far as I can remember, and it’s going back some years, I think by then he was in charge of the recreation department of the society, and they were his baby, and they worked very well. I think most of them have become defunct by now, but they met a very real need at the time.

And membership then – open to people with cerebral palsy?

Yes, and I imagine they took in people with similar disabilities, but it was not like PHAB (spelt in capital letters – PHAB – which was Physically Handicapped and Able Bodied). The PHAB was designed to promote integration. The 62 Club movement was designed to prove to people with cerebral palsy that they could go out and do things for themselves, and they did allow a certain number of helpers, but the helpers were not members. It was the members who were intended to do the organisation, the decision-making, and I think, largely, they did.

And so what were some of the main types of activity that were organised, or were on offer?

I think… I know when I got involved with the association they were organising a 10th anniversary dinner to take part at the Café Royal in London. I think they had outings to certain cinemas. I know people went camping, but I’m not sure whether that was from 62 Clubs. Bill organised holidays, but again I’m not sure how far that overlapped with 62 Club work. I think they went to pubs, and they held social evenings, and they went out to various things. As I say, I didn’t take part in that sort of do, so I’m not the best person to ask. You may well find that, among your other contributors, you have a number of ex-62 Club people.

And so your involvement in the Association of 62 Clubs then – what did you yourself get from that?

Well it certainly was an introduction to committee work, and I was noticed fairly quickly by the Assistant Director of the Society, and by one Alex Moira, who had been one of the original founders of the Society. Alex was then a Vice-Chairman of the Society, and he also chaired the Resources Committee, which was one of the biggest committees, sitting underneath the Executive Council. And I forget exactly when, but two or three years after I started with the Association of 62 Clubs, these two men invited me to become a member of the Society’s Resources Committee, and that was when I got into the Society’s committee structure. I forgot to say, before we leave the 62 Club, it was a great marriage bureau, and there were quite a lot of weddings among the members and I think that was not a bad purpose, but I think that was an incentive for quite a lot of people to be active members.

And your work with the Parochial Church Council, the PPC of St Mark’s – what did that involve?

Well the PCC is really concerned both with the management of any particular church (deciding how to raise the necessary money and agreeing the budget), but it also… at that time there was… [Dog growls.] Sugar, shut up. I’m sorry about the dog noises.  [Dog barks.] At that time, the Church of England was intent on modernising its services, so I know one of [the] things we discussed was which of the more modern services we would use, and how we would use it. And we elected people to the next tier of church government, which was the Deanery Synod. And then, I’m in the Stepney area of London, and we had a Stepney area Synod under Bishop Trevor Huddleston. I became a member of both those bodies, which meant I was mixing in wider groups of the Church of England. On both those groups I think Austin was also a member, so that made it a lot easier. I went with him rather than by myself. I’ve no actual record of these things, but I know I was on the area Synod, so I think must have been on the Deanery Synod, because I don’t think you were on the area without being a Deanery Synod member. When I later changed churches, still within the Church of England, but I… Eventually, St Mark’s got a new parish priest, and I was in favour of women priests (which had become an issue at that time), and Father Jeremy was not in favour of women, and when I told him that I thought God might possibly be beyond gender, because I think the English language, at this point, is a confining language and my concept of God is that God is an undefined body that you shouldn’t enclose in our confining language... So when I said I thought God might be beyond our idea of gender, he took a few weeks to think about it, and then he actually wrote me a letter saying, that I was in total error. I thought this was a bit strong, and the time had come to find another parish, and that’s what I told him. In fact, I feel much more at home and at ease in my new parish of St James’s, and once there I again got into the PCC and the Deanery Synod structure: but that is leaping ahead rather. 

I joined the Resources Committee of The Spastics Society, somewhere around 1974, ’75, and soon after I began that work I decided that it was not really good enough to sit on such a committee, contributing my opinions based solely on my own experience, so I took, in 1976, the Open University course, which was not a degree course, though you could if you wanted to, count it towards a degree. This was labelled a ‘Post-Experience Course’, called then ‘The Handicapped Person in the Community’. You may have come across it. I took it because I wanted a quick overview of disability in general, and it was very good for that. It gave me exactly that: an introduction and an overview of a wide number of disabilities and their place in society, and how society reacted, or failed to cope. I, when I came to the bits I knew, discovered that it was not particularly an in-depth course, but it did give me a much wider view than I had before, and I was pleased I’d done it and I passed it, not with any particular distinction but I did manage to complete the whole course, and I passed the exams at the end.

Because at the time do you suspect that the opportunity to study this area was then fairly limited; there were no other major disability studies available?

Not that I knew of, then. And think you’re right: there would have been a very limited amount, unless you were aiming to become a social worker, and I wasn’t. But I learnt about things like the medical model, and the social model of disability. And I think the 1970s were when academics were beginning to think about this area, but it was quite new – it was before there was much in the way of thinking about access to buildings; certainly there was very little legislation. But I’m glad I did take that course – I think it was very useful introduction. At one year it was a fairly quick introduction. The course was organised into units that you got by post, and you had television programmes that ran alongside it, and I simply set myself to keep up physically, to complete each unit on time, and I tended to have to take a day off at various times, simply to catch up and make sure I did complete units on time. And I did notice, among the tutor group that I met with in... it was a polytechnic which has now become a university opposite Baker Street Station, it’s now part of Westminster University, and I think we met there once a month, and I did noticed among that group, the people who fell a unit behind, then fell several units behind, and if you allowed yourself to get out of synch, people never seemed to catch up again. So, while I didn’t so brilliantly, at least I kept up, which was a satisfaction.

And so, for note-taking, what methods did you use then?

I think I was still using my electric typewriter at that point. I think, in fact, there was much less need to be taking notes, because the OU [Open University] provided you with printed material and when it required you to read something, it would actually have that piece of text within its notes. So I felt I was being spoon-fed much more than I had been at LSE [The London School of Economics], but on the other hand, I wouldn’t ever say that the Open University is an easy way to get a degree because although the amount of reading round is less, the physical effort - [dog barks and growls].

[End of Tape 17, Side A.]

[Side B.]

So - 

I’ll repeat that point. Are you....? The physical effort of keeping up with the course when you’re probably in full-time work at the same time is very real, and I think anyone who gets a whole degree that way has earned it.

And what was the method of examination?

Oh that was normal: just an examination paper sat in three hours, and my marvellous - [telephone rings and dog barks. Break in recording.] 

What then, Valerie, was the method of exams for the OU course?

It was the standard sort of three-hour paper, and I was exceedingly lucky in that Mary Wright came back, yet again, to type for me. I don’t remember a great deal about that exam, I just know that I passed and I’ve had the OU course on my CV since. But it did give me what I wanted: it allowed me to do my Spastics Society work with a feeling that I was talking from a position of some knowledge, and not just relating my own experience.

And so on the Resources Committee of the Spastics Society then, that you were now on, what was your main involvement in the committee?

Well, the Resources Committee was the committee which decided which services that the Society should have, and how to spend the money we had, which is a rather nice committee to be on. In later years, when money became a lot tighter, things were not quite so easy. But that was my introduction to how the Society allocated its services, and what it did for people with cerebral palsy, and I think I was... I forget how many of us there were on that committee with a disability, but not very many, so I like to think I was providing an extra dimension to it.

So you were there were you, with influence over an amount of budget? And you were able to, what, to make recommendations were you, or make actual decisions?

Well, the decisions that the Resources Committee took became recommendations to the Executive Council, and I was not then on the Council; that happened later. I met somebody who I had known from, originally I’d met them, or him, on the 62 Club Committee, and I met him again in various conference settings. And, as a member of the Resources Committee, I had a vote to the membership of the Executive Council; I could nominate people for the Executive, and I could vote for candidates on the Executive and, at first, I’d hardly taken notice of this privilege, if you like, because I didn’t really know people on the Executive, but when I got to know Alexander better, I certainly thought he would be a very good person to have on the Executive. He was disabled, he had cerebral palsy, but he had a very balanced view of life, and I thought he’d be excellent for the Executive. So I woke up to my powers of nomination, and I asked him if he’d be willing to stand, and he said yes, he would. So we found two other people, because you needed three people to nominate, and to my delight and possibly his surprise, he got elected for the first time of asking in 1978. So in 1979, he said, ‘Right, your turn now,’ and he returned the compliment, and very much to my surprise I was elected at the first attempt: so there we were, both on the council. I happened to be the first woman with cerebral palsy who’d been on the Council and, although, I think, two other people had over the years been on the Council, it was the first time in its history it had two of its 15 members, I think, who had cerebral palsy. So I think it was a beginning, because it’s now over 50 percent, but I like to think that I provided a move in that direction.

And at the time, within the structure of the Spastics Society, as it then was, what was the role of the Executive Council?

Well it was the governing body. It took all the major decisions, it appointed the then Director; we didn’t get a Chief Executive till some years later. The senior member of staff was called the Director and there was, of course, a Company Secretary and Assistant Directors, and then the whole staff structure, but the Executive Council appointed the Director. It, as it does now, approves the budget – it has to approve all major policy decisions.

And so there you were, newly-elected, the first woman with cerebral palsy to be elected on the Executive Council – how did you feel about that?

I think I was rather chuffed. It was quite a step up. It helped a lot to have had experience within the committee structure, but nothing really prepares you for the level of decisions that have to be taken by the Council. So I think it took about a year for me to feel that I’d found my feet, and because I have difficult speech, I have various rules that I’ve given myself, like not speaking before I feel I know what I’m going to say, and making it as concise as I can. And... I forget whether it was about his time, it probably was, that I had a holiday with a Welsh friend, and I met her father, who was a local councillor. And when he heard that I was into committee work, he gave me the advice that on committees it’s a good thing to decide where your special interest was, and to try to speak only to those topics, and not to have a view on absolutely every topic. And I think that was very good advice and I followed it: so I didn’t speak all that often. I read my papers carefully, and some little time later I discovered I’d got the incredible reputation of making very deep comments, and I think it was because I didn’t speak too often.

And so what did you begin to take an interest in, in particular?

I can’t say what I decided right away, but I know one of my pet objects was to get rid of the collecting dolls that the Society had, standing outside shops. They had little boxes into which people could put loose change, and for one thing the accounts showed that in fact they made very little in the way of profit, because people had to go round and empty these boxes, but my main contention was that in an era when the Society was attempting to foster independence, and although I don’t think it was then talking in terms of ‘equality’, it was talking in terms of people having a place in society, and I thought the image of a begging child was not conducive to asking for independence, and a place in society. And to me the awful thing was that each of these dolls, they tended to have callipers on and drooping heads, and outstretched hands, and they were designed to evoke pity, and I thought the day of pity should have gone. So for a couple of years, I waged a war on these dolls at every possible time, when the committee, the Council was discussing fund-raising, I would point out how little these things had achieved, and say we ought not to have them, and I became known for these views. And finally, a year or two after I was elected, another woman was elected who had cerebral palsy, and Elizabeth joined forces with me, and together we persuaded the Assistant Director in charge of fund-raising to set up [rustling noise] a committee or a little sub-committee, to look at these dolls. And it was a heavily weighted little group and on it I remember was the man (his name was Christopher something, I can’t remember the rest) who had actually designed these dolls, and I felt terribly guilty because he clearly saw them as his family, and there was I, trying hard to kill off his children, and it was very sad. But Elizabeth and I were quite determined, and although I was sorry for him I was not sorry enough to stop what we were doing. And together we persuaded the Society to abandon these creatures, and the decision was taken, and I’m very proud at having achieved that. I really am.

So there you were, Valerie, on the Executive Committee then. Along with your colleagues, and one particular colleague, you’d achieved the banishment of the collection dolls. Were you then, at this time, becoming more aware in yourself, of the sorts of issues that the collection dolls debate had brought about?

I’m not sure about that it was directly related, but the other thing that I became very involved with was the name of the Society, and quite early on I think I gave a paper called ‘A Rose By Any Other Name’. For some years, I was banging on about the word ‘spastic’ and the fact that it had come to be used as a noun, and that I felt people saw us as spastics and not people. I know that a lot of other people over the years took an interest, and certainly I was not the one who got the name changed. That was a huge undertaking, and it was largely spearheaded by Anthony Hewson when he was chair of the Society, but I do claim that I was one of the people who first began not only to raise the issue but to keep on raising it, so that people couldn’t bury it or forget about it, and in the early days there were quite a lot of people who were offended by what I was saying. There is still a member of the Executive who thinks we were wrong to change it, in marketing terms, because it was a well-known name and it raised money, and I think I was aware that there were financial risks, I just thought that people who had cerebral palsy had enough to contend with, without being labelled with a name that had become a term of playground abuse. And I think anything that allows people to see one as a thing or a condition or a type, rather than an individual, is to be got rid of. And I wouldn’t like you to think I did nothing in my years there but get rid of the dolls and to help to start the move towards changing the name, but they are two things that I’m very proud of contributing towards.

And what was your reaction, Valerie, when you first heard the name of ‘Scope’ as being proposed for the new name?

Well, ‘Scope’ came out of a huge marketing exercise. I can’t say I lighted on it, saying, ‘Eureka’, but I’ve always thought it was a very good name, in that it will take some time for anyone to turn it into a noun, and I think that is the real danger. It has no content of itself and it doesn’t easily lend itself to becoming a noun, and while I think, in the course of time, the name may well fall into disrepute and have to be changed yet again, I think to find a word that does not lend itself to such a thing was very clever. I think it is a good name, but I think because those of us with cerebral palsy look the way we do, the danger is always there, that any name we choose could be misused, and therefore I think the triumph was to find a name that won’t easily suffer that fate. Is that clear, or am I talking in circles?

No, absolutely not. And on the Executive Committee, in your role there you were required obviously to address meetings, and be of influence. Looking back at it now and remembering from the time, how did you react to those new circumstances of having the responsibilities you had, and addressing meetings and - ?

I like to think, I grew into it. I don’t actually find it difficult, to address meetings. I suppose I’m a fairly opinionated woman and I want to get my thoughts across. I remember one meeting where I was addressing a medical conference. I was trying to persuade them that it was difficult, as an adult with cerebral palsy, that once you leave the care of paediatricians, you tend to meet consultants or even GPs in a wide variety of circumstances, who may never have seen cerebral palsy before, and I think it would be a lot easier if we could be funnelled towards a few specialists. The medical profession doesn’t like this idea at all, but I was addressing -

[End of recording.]
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