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Valerie Lang


It’s 15th June today, Valerie, and we’re continuing our discussions. And just to add to what we were saying last time, there’s a slight amendment in that the person that worked with you on the campaign to remove the Spastics Society collection dolls that were in shops and around and about, was in fact Sharon. Now, looking back at that campaign from the distance of today – how do you feel about that result?

It is one of the things that I did while I was on the Executive, of which I really am most proud. I think it was a very real achievement, and I think it was a step forward for The Spastics Society, in that it helped to turn the campaigning away from evoking pity, towards, well, really, today’s campaign, when Scope is very much to the forefront of demanding equality. And that’s been a great change, and I really do think the work to get rid of the collecting dolls was, perhaps, the first step in that campaign.

And you were serving then, on the Executive Committee as we discussed last time, the first woman with cerebral palsy to serve on the Executive Committee – how long did you serve on the Executive Committee for?

For 15 years. At the end of 15 years, I was aware that I had begun to repeat myself. I found I was saying things I’d said a few years earlier, and I thought I’d better leave before other people became aware that I was becoming repetitive. That is, if you like, a slightly ironic view of things. I think 15 years is, on the whole, long enough.

And in your time there, p’raps with the end of your time compared with the beginning of your time on the Executive Council, how do you think things had changed?

Well, I left at the crest of a wave really for me, in that I left at the point where the organisation had agreed to change its name from ‘The Spastics Society’ to ‘Scope’. That had gone through at an extraordinary General Meeting, and it, to me, was a great victory. I’m not in any way claiming that that was my achievement, but I did help to lay the foundations for that one as well, because I was giving papers about the disadvantages of the old name, quite some years before it became policy, and so I did take part. But the decision to change, and the choice of a new name was a huge operation, and had to be carried out with public relations experts, and really was a very large undertaking. And you still find the odd person who says it was a mistake, but I think it was absolutely inevitable. I think the organisation could not live with its out-dated name. But for me, choosing not to stand for re-election at that particular point seemed right, because several of the things I’d been particularly working for had been achieved.

And so what year was it, when you finally left?

I dropped off the Council at the AGM [Annual General Meeting] of 1994, so it’s now 10 and a half years ago.

And in the intervening 10 and a half years, between then and now, what has been your involvement with Scope?

Well, when I dropped off the Council, my colleagues very kindly made me an Honorary Life Member, and in fact gave me an engraved clock to mark my time on the on the Council. Since then I have been on the Honorary Life Members’ Committee, which used to meet about twice a year (it’s now once a year) just to recommend other names for Honorary Life Membership. I go to most National Forums and to most AGMs [Annual General Meetings], supposedly representing Honorary Life Members. I confess that I do not tend to consult the views of other Honorary Life Members. I speak in my position of having had a long-time link, long-time experience of the organisation, rather in the Elder Statesman role.

And in what ways, do you think, in your time, your involvement with first The Spastics Society and now Scope, what ways do you believe the organisation has changed?

Oh, it’s changed enormously. I’ve said, when I was elected to the Council, I was the first woman with cerebral palsy on the Council. It was the first time ever that they’d had more than one person with cerebral palsy on at the same time. [Background noise.] Now, more than half the Executive Council has cerebral palsy. I think that Scope should publicise that fact more than it does. I think it thinks it does, but I think in the disability world it’s not recognised as much as it was. At last weekend’s National Forum, it was being stated that the percentage of employees having a... sorry... declaring themselves to have a disability has risen in two years, from three point something percent, up to over 16 percent. It’s now got at least two Assistant Directors who have significant disabilities. I think there’s some way to go, but Scope is making enormous progress towards practising what it preaches. 

And, [clears throat] meantime as well, when you left work and before that, you were involved in other organisations in a voluntary capacity, some of that particularly concerned with transport issues, and we were covering, towards the end of the last session, your involvement in DPTAC, which I think is the Disabled Persons’ Access Transport...

‘Advisory...

Advisory...

Committee on Transport’, I think is the full name.

So that’s the Disabled Persons’ Advisory Committee...

On Transport.

On Transport.

I think. [Coughs.] Yes, I... hang on. Could you... [Paper rustling.]

Sure.

[Break in recording.]

The initials then – DPTAC – Valerie, what in fact do they stand for?

Correctly, it is ‘The Disabled Persons’ Transport Advisory Committee’. It’s known as ‘DPTAC’ and it’s a statutory committee (i.e. set up by Act of Parliament within what is now the Department for Transport). And I was invited to join that in 1993, when British Rail had been, or was being sold off, privatised, so that the BRAG [The British Rail Advisory Group on Transport for the Disabled] committee could no longer exist.

BRAG was a committee 

Yes.  

under the aegis of British Rail, I think. 

Yes, which I think we talked about last time.

So with DPTAC then, on the committee, what was your main role and interest?

I was, for a number of years, representing The Spastics Society. I felt my role was really to represent not only people with cerebral palsy, but people who could walk unsteadily, because it is a personal beef of mine, it irritates me immensely, that the symbol for disability is a person in a wheelchair, and this allows people, I believe, to think that if you can walk, you’re not disabled, and that is really far from the case. I wish it was true, but while it is immensely inconvenient to be confined to a wheelchair, it is simply not the case that all the inconveniences disappear the moment you can stand on your own two feet. If you can’t walk very far, or very steadily, or up and down many stairs, you are still at a considerable disadvantage. And the other section of disability that I represented on DPTAC was people with a speech impairment, and if you don’t think that speech has anything to do with transport, try asking the way from people who don’t understand what you’re saying, or asking for a ticket, or... I remember once, asking the ticket collector at a barrier was this the right train for, I think I was going to Bishops Stortford, to meet a friend, and instead of saying, ‘I beg your pardon?’ or, ‘I didn’t catch that,’ he said, ‘Yes,’ so I got onto a train that was in fact going in completely the wrong direction. It was the days before I had a mobile phone. I think it took me about two hours to manage to leave the train and re-route myself and get to Bishops Stortford, and that was purely a matter of somebody not being prepared to say, ‘Could you repeat?’

So you were encouraging staff awareness, and staff training?

I was, yes. And I was doing my best to make people aware that disability has far bigger ramifications than people tend to think. I also made it my policy, to reiterate on DPTAC something that I had been saying to British Rail for some years, that anything they did to improve the access for disabled people would also improve it for a whole range of people considering themselves to be able-bodied, but who were hampered by luggage, or children, or all sorts of things can impede mobility, and if you make it accessible for us, you make it accessible for them.

So what were some of the main improvements in access to the built environment? What were some of the main enhancements to access that you were campaigning and urging?
Well, I had been working with British Rail for about 10 years. I worked on DPTAC for a further, I think it might have been 11 years in the end, but I was saying the same sorts of things, but extending it to taxis, and very much to aircraft and airports, bringing in the knowledge of civil aviation from my work. I had a short time on the Ferries Sub-Committee, but I didn’t stay on that very long because they started wanting us to go onto ferries, and I am very quickly sea-sick.
And in your work then, on DPTAC, starting I think you said in 1993, were you then increasingly aware of the drafting of, and the implementation of, the Disability Discrimination Act?

Oh yes. I had nothing to do with the overall drafting, but certainly we had input through the Civil Servants of the Department of Transport, in so far as it affected means of transport. And while I was on DPTAC, the regulations for buses were changed, so that all new buses now have to be accessible, and these are being phased in over time both as older buses are retired and as fleets are extended. And just as I was leaving, the committee was turning its attention to regulations for coaches. The train regulations had already come in. I sat on a sub-committee that scrutinised applications from rail companies for short-term exemptions to these regulations, but they were short-term, and there was, I don’t remember what the end-date is, but there is a date by which all trains will have to be accessible, and while people find this end-date a long time ahead (I think it could be 2017 or even a bit later) the fact is, long before that the majority of rail carriages will be accessible. That is simply the date by which everything that is not accessible will have to go.

And, looking at your involvement in DPTAC, [clears throat] what in particular notable developments and achievements were you able to look back on, and be most proud of?

[Pause.] That’s difficult. I would like to say that we changed attitudes. I think, even now, the truth is that attitudes among management now on this have changed, in so far as they do see the necessity. I fear it is still the case that people still have difficulty getting on and off trains, when staff fail to turn up. I think this is human error. I think it is also the case that attitudes still haven’t been changed right the way down all of the necessary organisations. It’s an ongoing thing, and staff change. I was at the Scope National Forum last weekend, where somebody was talking about oppression. I still find it very difficult to think in terms of able-bodied people oppressing disabled people. Partly this is to do with me. I dislike the word, the concept of ‘oppression’. I feel I’ve got enough to cope with, without feeling people oppress me. Perhaps therefore, I don’t believe that very much deliberate oppression goes on; I think it is carelessness. I think it is lack of imagination. I’m quite sure that an awful lot of able-bodied people lack the imagination to see what it might be like if you can’t get up steps, or if people walk away from you when you’re half-way through a sentence. They either can’t imagine, or they don’t want to bother imagining. I think the deaf community gets less sympathy than blind people, because people can shut their eyes and imagine. They can’t shut their ears and imagine the enormous deficit that deafness brings.

And in your travels and your experiences, have you come across, p’raps, different societies where you believe there has been good progress towards changes of attitude, and good progress towards changes in access?

Yes, I think America has been a long way ahead of us in terms of access. I think it is also ahead of us in attitudes: willingness to help, but I think that is part of the American social attitude. They don’t see ‘service’ as a dirty word. A lot - 

[End of Tape 19, Side A]

[Side B.]

A lot of Americans have done waiting jobs, or sales, been shop assistants, as a way of earning their way through college, and I think the attitudes of helpfulness and doing things for people comes more easily, or that’s how it seemed to me. And when I went to New Zealand last year, that is a country with a much smaller population, much newer buildings, less crowds, but again I found the sheer accessibility of buildings, mainly because they were much newer than ours, they don’t have the ancient buildings we have, I found accessibility a lot easier.

And transport, and issues of attitudes: that remained important as well, did it, in your other committee, voluntary work as well?

Oh yes. Everything overlaps with everything, and whether I’m on a disability-related committee like Scope or DPTAC, or BRAG, or whether I’m being a member of the Parochial Church Council, or the Islington Deanery Synod, I bring to it my perspective, as a disabled person. While I don’t see myself only as a disabled person, I do in my committee work feel duty-bound to bring it that perspective, whenever it is relevant, because up to now it hasn’t been taken into account as a matter of course. But, both before and certainly since I left the Council of Scope, I have become a member of, or a Trustee of, quite a few other bodies. I’m Trustee of Mobility Choice, which is a charity that runs the Mobility Roadshow. I’m a Trustee, and currently Chair of CARIS Islington. Now CARIS stands for ‘Church Action and Response in Society’, and we run a bereavement service and a homelessness project. I was Associate [Trustee] of ‘Homeshare’, until it amalgamated with a larger charity. I’m a Trustee – and this is a nice one – a Trustee of Richard Cloudsly’s Charity. That’s a local Islington charity which distributes money to local Churches of England, and to welfare charities in the old parish of Islington, which is not quite the whole of the modern borough, and I find it a nice change to be on a body that gives away money, rather than desperately seeks it. I’ll stop soon, but I do want to list two more, because I think they show that I have branched out quite a bit. I’m now a member of the Whittington Hospital Local Research Essex Committee, which means I have to comment on medical research proposals.

And the Whittington Hospital, where is that?

The Whittington Hospital is in the north of Islington, half-way up Archway Road, named after Dick Whittington, and it has a cat in its badge. It’s a big general hospital for the local area. And the most recent thing I’ve branched out into is, I became a member of Islington Primary Care Trusts Public and Patient Forum. Now the Public and Patient Forums were set up to replace community health councils. I think it is unfortunate that not enough care, thought, was put in to setting these things up. I have a suspicion, though I don’t know for a certain fact, that the community health councils were becoming too expert and the government abolished them, and they’ve set up this new system of forums but it is proving quite difficult to establish ourselves in the same way as community health councils did. Perhaps that was the whole object of changing the system, and this thing, although it pays lip-service to public involvement, I really don’t think the government likes the public having too loud a voice.

And you mentioned as well, the Mobility Roadshow.

Yes.

Tell me a little bit more about that.

The Mobility Roadshows were started in... now when did I learn to drive? In the 1980s: I think ’84. The first roadshow was run by the Department of Transport, and run at the Research Laboratory in Crowthorne. You’re going to ask me where Crowthorne is...

I think it’s Berkshire, isn’t it?

Berkshire. I know it’s quite a difficult place to get at, but the advantage is it had a private road circuit, and the idea was that disabled people... it’s held over two, three days, and for these three days disabled people can go and test-drive already adapted cars on a closed road circuit. Now this [was] almost unique to be able to test-drive an adapted car before you drive it, and it really is a great thing, and for some years, the Department of Transport ran these roadshows every two years. As I say, I went to the first one, and I test-drove the Metro which I had learned on, but the one at the show had power steering, which I’d never experienced, and on the strength of that test-drive, I decided to have a Metro with power steering. And also at the show, there are various companies who would do adaptations, and in the case of power steering, you can have your hand-strength measured, and there are also other firms offering wheelchairs and scooters, and a huge range of mobility equipment. And after a few years, the Department of Transport decided it would like to off-load this, and a charity called Mobility Choice was created, and the whole purpose [rustling sound] of Mobility Choice is to run the roadshow. And we have recently changed it from every two years to every year, and in fact last year we experimented with running a second roadshow in the same year, this time in Scotland, and I’m desperately looking for the date, because I was invited to... oh! Trustee: there it is. The charity was set up in 1997.

And your involvement in Homeshare – what... 

Well Homeshare is a charity that was set up to enable older people, in the first instance, to go on living in their own homes, even after they got to the state where they either needed physical help, or companionship. And Homeshare introduced both the householder: now that doesn’t necessarily mean ‘house-owner’, you’ve just got to have your own home, rented or owned, and you need to have a spare room, but provided you’ve got a spare room to offer to someone, the idea is they interview you to see what your needs are and what your interests are, and then they look for a younger person who would like to live rent-free, and they look for someone with similar interests, or someone you can get on with, and the deal is they live in your home rent-free, and in exchange they give you around 10 hours’ assistance a week, which is not a bad deal. And in my case, they put my socks and boots on in the morning, because I can no longer reach my own feet very easily. They also take them off in the evening. They do up any buttons I might have, and this has enabled me to get out of tee-shirts and jumpers, which I lived in for twenty or more years, consistently. I can now wear blouses and feel a bit smarter for it, and they also do some of the shopping, and cook the main meal for me.

And so, for yourself then, Valerie, how long have you had a home-share arrangement?

I think I joined Homeshare around 1997, or ’8. I see that I became a Trustee in 1998, and I think I was invited onto the Board fairly soon after I’d begun to use the service. I’m younger than most of the house-holders, or I was, but they have recently started what they call ‘A Young Enable Project’, where they are helping younger people, a lot of them with MS [multiple sclerosis] in particular, and if you need more than 10 hours’ work, then home-share is still possible. It is co-ordinated with other services, but having the home-sharer sleeping in the house, does provide a considerable degree of security.

And is it a national scheme, as such, Valerie?

No, sadly, it’s only in London. It tried to go national, and it didn’t succeed. There are little independent home-share charities. I think there’s still one in Bristol, and one in Brighton: whether the one in Oxford is still going, I don’t know. There’s a successful one in Hertfordshire. These were all originally part of Homeshare, but when we joined forces with KC Carers, which was a charity based in Kensington and Chelsea, hence, ‘KC’, they required ‘Homeshare’ to spin off the ones that were not in London. It uses, in the main, young people from overseas – largely Australia, New Zealand and South Africa. I can’t understand why, but the home-sharer’s concept doesn’t seem to have taken root among the young British. I think it would be an excellently marvellous way to pay off student debt just after graduation, and even to save up for a deposit, but for some reason it hasn’t, on the whole, appealed. It seems to me a brilliant idea, that just has not managed to take off in a big way, but I think it has enormous potential.

And looking back at all your committee and voluntary involvement, Valerie, how do you now view all of that work?

I hope that I have helped disabled people to become more of the mainstream. I have not been an activist, in terms of thinking that it’s wonderful to be disabled. I’ve never felt that it is wonderful, but I do believe we have a proper place to take in the mainstream of society, and we shouldn’t be second-class citizens, and I think I have helped in the early stages. I think there’s a long way to go. I don’t claim to have had enormous breakthroughs, but in a fairly small way I think I’ve carried the thing forward, and I’ve gained much more satisfaction from my committee work, than I did in working in libraries.

And, of course, during your time, just to return to The Spastics Society and Scope: as well as the name change in London, the headquarters of The Spastics Society (soon to be Scope) changed,

Yes.

bringing the headquarters into the very borough that you were living

Yes.

into Islington.

Well, in case you feel that that was in any way nepotism, or about my personal benefit, I would point out that that happened after I left the Executive. But I did protest for many years, about the headquarters in Park Crescent. It had a beautiful facade. It was on a very low rent but I used to say that it was ‘the most spastic-proof building that it was possible to find.’ That was a slight exaggeration, but it was, physically, a most unsuitable building.

But, we should, while we’re talking of Scope as well, Valerie, mention I think of a particular fact about your membership of the Executive Council, you were keen to include.

Yes, I just wanted to put on the record, and it’s another way in which Scope has developed: I was the first cerebrally-palsied Vice Chair that The Spastics Society had... says she, desperately looking for dates... I can’t at the moment give you the dates, sorry, but I was Vice Chairman of the Society, and I was called ‘Vice Chairman’ and it was The Spastics Society. I held that position for three years. I was proud of it, but it is indicative of the attitude in, I think it was in the eighties: whether it was deliberate or not, I felt that the Society kept very quiet about this. It felt as if it was being kept secret. I don’t think it really was, I think it was simply indicative of the attitude: and I see the dates were 1986 to 1989. Nobody thought it was worth publicising. I did. I thought it would have helped the image. I couldn’t say, ‘Why don’t you make a song and dance?’ because I felt this would have looked like self-publicity. I still think it was a pity. [Creaking chair.]

[End of recording.]
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