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So, you joined then, Tony, The Royal Antediluvian Order of the Buffaloes, and what sort of age would you be then?

About 39, I think, something like that.

Right.

I’ve been in about 14 years – I’m now 55 – so, 39, 40.

And you go, as you were saying, all around the local area...
All around the local area, up into Ipswich. I’ve been down to… well, there are in fact Buffalo Lodges all over the country, and indeed all over the world. I’m not yet sure if we have any in Russia. [Laughs.] We certainly have them in South Africa, they are a very strong thing in Germany, but it’s only really a charitable organisation, and we raise money for people less fortunate than ourselves. The only thing I can’t tell you, and not that you’re going to ask me anyway, but people seem to think it’s very secretive. It isn’t. We are a society with secrets, and the only secret we have is the actual method of entry to a Lodge. Because, once you get into a Lodge, there are various things that are done that nobody else would know, unless they were a Buff.  And there’s nothing, [laughs] I mean there’s nothing particularly sinister about that: it’s just really a protection thing, because the Buffaloes were started when the travelling actors would move around from town to town, and the reason our meeting rooms are referred to as ‘Lodges’ is because when travelling the actors would go round on trains, and they would know that it was decent lodgings, because, you know, that’s how they were set up. And then, of course, other people began to join, for whatever reason, and we purely and simply raise our money in pennies and halfpennies, and we look after the families of our own brothers, and we enjoy ourself while we’re doing it.

What kind of groups and individuals have you been able to help over the years?
Ooh, all sorts, virtually anything. If anybody’s only got to talk to me for a quarter of an hour, and they will find out that I’m a Buff, if they don’t already know, because it’s one of the things that one tends to talk about, if you go into any pub, rather like you would see the Rotary sign or, you know, anything… most pubs that have regular Buffalo meetings will have a set of horns on the bar, or somewhere in the building, that would denote when we meet. It’s only, as I say, we’re the same as the Round Table, Rotary, the Toc H, or whatever.
Yeah.  So you meet weekly, do you?
Yes.

Mm. And, in joining, Tony, are you, do you suspect, the only person there who uses a wheelchair?          
No, definitely not. Within one of the Lodges I go to, there’s another guy who’s in a wheelchair, and the only reason he joined is because when he was fit he was so busy, involved in working, that he didn’t have time, you know... He had a family to bring up, and stuff, and since he had his accident (poor chap, fell out of a tree) he was unable to carry on his work, so therefore, he had more… Although he’s always been interested in joining, and indeed, when he was fit he had actually come along to some of our fund-raising do’s and some of our ladies’ nights, and the like, but because he was then looking after a companion and youngish family, he didn’t have the time to join. But, he has in fact joined, and he has become a very useful asset to the Lodge.  

And again, over the years, Tony, what kind of contact did you have or have you had, with other people with cerebral palsy?

Very little. Very little, in as much as that, I choose not to be involved with people with disabilities, well, that is, very little really, almost until Scope did its re-launch, and, you know, there was various bits of stuff in The Spastic News, as it was then… no, it would still have been then Disability Now, but about re-launches. And through Kevin and that, we were sort of asked if we would like to join.

Who is Kevin, sorry?

Kevin Smith-Galer and various folk like that. And I’m sure Kay and that, in their own areas, probably did the same thing, but certainly we’ve been… I was, in fact, at one stage Chairman of the East Anglia Partnership Committee, but due to my failing health I gave that up, and it’s now being carried on by some very capable people, for which I’m grateful, because I can sit in the back and I don’t have to feel concerned that the work that we are doing is jeopardised by the fact that I had to step down.

How did you feel, Tony, about the re-launch and the change of the name of The Spastic Society to ‘Scope’?

I feel, personally, that it is a disadvantage. I still think about it, because I know that ‘spastic’ is a term of derision, I know that you get things like ‘stupid spastic’, ‘stupid spas’, and a lot of people find that most unacceptable in our new enlightened days, but everybody knew or had their own idea of what a person who was a spastic was. But people say to me now, ‘Well, what’s Scope?’ In fact, I can tell you something, if I didn’t tell you last time we spoke, that Scope in fact in South Africa [laughs] is a pornographic magazine: and I only know that because a lot of my carers come from South Africa, and when I told them I had to go to a Scope meeting (particularly when I used to have the young ladies, who unfortunately, I don’t get so much now, because we can only work with the people that present themselves to us) they were quite off-put when I told them I was going to a meeting of Scope, and I had to find out what was wrong. And they then told me, rather sheepishly [laughs], that in South Africa ‘Scope’ is a pornographic magazine, but I find that quite amusing.

And, in your work with Scope, as it now is; what has been the value of that work? What have you got out of that work?

Well, I suppose really, once you get into it, you do, in a way, look forward to meeting some of the people that you met last time, because you do form a relationship with them, really. I mean I only just realise now as I’m talking to you, that one of the people I didn’t see last week was the lovely lady who is a retired paediatric physio, and I didn’t realise until I came home last week that I hadn’t seen her. I suppose she must be on holiday or something, you know, but you do tend to form a relationship with people, even if it be from a distance.  

And, Tony, given the chance, as it were, to describe things to people: what would your main message be about the potential of people with disabilities? The potential of people with cerebral palsy?

Well, the potential is endless because if we want to, or certainly I would never do it because I’d get bored stiff, but if I would want to, I have enough time in my day to spend all day learning how to address an envelope on a computer, because I don’t have to do anything else. Obviously, one finds other things to do, because that’s what life’s all about.
We’ll just hold... [Break in recording.] …off there like that... Yes, so you feel you’ve got the time to devote to things, but if you were able to meet yourself when younger, what would you now say to yourself?

Well, I think I could best describe that as… I think I should have, and I know I don’t do this enough now, I think I should learn to prioritise more, be a bit more organised.

And, what do you hope, you know, what are your main thoughts about what you’d still like to do?

Ooh, I don’t know really. [Laughs.] I’m sort of a bit of a silly old fool. I’m usually quite happy to sort of jog along in the way I am on the old adage of ‘if it ain't broke, don’t mend it’, sort of thing, and I’m always looking out for something new, because you never know what could come out of, well, like what we’re doing now, what could come out of this. I mean, I have been saying for many years, ‘Oh, I must do my autobiography, and I’ll get it done on tape’, well I haven’t done anything about it. I mean, yeah, I’ve bought a sort of ordinary small dictating machine that takes the proper tapes, not as elaborate as what we’re using here, cos it’s not necessary, and I carry it around in me pocket, but I don’t know whether I actually will get anything done. I think, once I’ve seen how clever you’ve been able to do with the bits that we finish up with from this, I think, I’m not sure if it might even put me off all the more, but I may have enough material from that to have a proper basis to continue. I don’t know, that’s what I’m hoping at the moment.  

And again, over the years, Tony, what are some of the strongest memories that come through to you?

Oh, I think when my niece (who now has her own baby and is expecting another) was christened, I remember talking to my uncle: well he wasn’t an uncle, he was a cousin, and my sister had asked me whether I’d be godfather, and I said, ‘Well, I don’t know really’, I said, ‘because I don’t go to church much’, and my cousin Len said, ‘Well,’ he said, ‘look at your grandmother’, he said, ‘never been in church, you know, probably, since we all stopped getting married or whatever, but’, he said, ‘the more, good type of person you would never wish to meet’ And, of course, when he said that, I realised how true it was, that my grandma was very much an influence on my life and, you know, I feel. I was in fact godfather to my niece, and now she’s 33-ish, born in 1970, and she’s just had her first child, and we think her second child is due in April, and we are very much, as a family, looking forward to that. And my parents are now… well, I’m quite ancient now I feel, and my parents are that much more, and family is very important to me: family and friendship is very important to me. And even, well this sounds rude, but I don’t mean it as it sounds, but the camaraderie that you and I have built over… we’ve only met two and a half times, I suppose really, if you count last week as half a time [laughs], the sort of friendship that you build up, almost when you’re not trying to build one, if you know what I mean, and they are important.
So, as you say, people are at the heart of it [clears throat], and we’ve got, you know, time ticking over, the seasons come, the seasons go...
Yeah.
Do you feel that times are different now from what they were?

Yeah, I feel they’re different, but I feel that we have so much – or I can’t talk about other people cos I don’t know, everybody has different calls upon their time, everybody has different calls upon their money – but I feel that I’m in almost a very strong position, because I have my health, if I’m careful I have enough money to go to the pub two or three times a week, probably four times a week, and I go to theatre, I can go if I see a new one, I can save up a couple of weeks, or a month, or six weeks, and buy it, whatever it is, as long as it’s not a sort of [laughs] £30,000 plasma screen television or something. And, you know, as long as my car is still reasonably, I can get out and I can do things, and I just think one has to realise that as you get older, and as the Health and Safety at Work Act impinges more and more onto your life, because you’ve got to use things like hoists to be lifted and all that sort of thing, you do have to take things just that little bit steadier, because if you want to be around for tomorrow, you’ve got to just save that little bit of extra energy.

And, in terms of getting the resources that you need, what have been the major elements in getting those resources?

Well, I think, again, to go back to when we first moved in at that time, Basildon had a very good welfare rights group, and as far as I know they’re still in existence: and we’ve also got a very strong DIAL [Disability Information Advice Line] here, in Basildon. If you know the right people to phone: those particular people who you phoned last time may not be in post or may be shut down, because they only work three days a week now instead of four. But, if you have a pleasant and a fairly easy speaking voice to be able to understand, and enough people to write the odd note for you, you can usually get round.

And so what are your main recommendations, if you like, to somebody, perhaps themselves setting out in independent life?

Take whatever chances you want to, bearing in mind that you have to be careful, and, bearing in mind, if you have to depend on other people, it’s much easier not to say it, than to have to say ‘sorry’ too often.

And, I mean, what kind of strength of character do you need, to be able to get what you need?

A hell of a strength of character, because you’ve got to… every day... I often say, ‘I would like to be able to get up one day, and not have to fight’, and I then think, ‘No, come on, if I didn’t have to fight, I would have given up years ago.’ I would have given up cos I can never forget… again, if I told you this when we first met, I apologise, but… on the night my wife died, what a lovely lady doctor, and it could just as easily have been a man, but this lovely doctor came up to me, and she said, ‘How are you going to manage?’, and I said, ‘I’m sorry, I don’t know how I’m going to manage: I just know that I have to manage’, and that, the image of that doctor who, as I say, could just as easily have been a man, there was nothing sexual in what she said, and the fact that she was a lady, I suppose, one remembers it more, but she came up to me, and she kissed me on the cheek, and she said, ‘How are you going to manage?’, and I said, ‘I’m sorry, I don’t know, but all I know is, that I’ve got to’, and while I’ve got that strength, while I have my friends around me, while I have my good head on, if you like, rather than my sort of semi-depressed head, which one tends to get when the evenings gets longer and the days, the mornings, sort of, you know, once we start mucking about with the clocks, I suppose [laughs] is what I really mean, and you, it’s not quite so easy to get out without putting on seven layers and clothing and everything, but I am in a very lucky position: I can do more or less, what I want to do, when I want to do it.

And so you adopt the philosophy, do you, that it’s just one day at a time, really?

Really, yeah, definitely. And if you can’t do it tomorrow, then it’ll either wait till the day after, or you’ve just got to ring up and say, ‘I’m sorry, we’re stuck, we’ll be there when we can get there, if there’s no point in us coming, then tell us and we won’t bother coming,’ But, having said I’m going to do something, I do do my best with the amount of forward-planning one can do, and you will appreciate that, to a lesser or greater degree, you got to get on with it and kick it. Because I remember, when I went back to Chigwell House, after I left, because they were trying to encourage more people to move out, and they said to us, cos we went over there to give them a bit of a chat (this was before Tracy died) and they said, ‘Well, why are you suggesting that we should move out on our own, when you didn’t do that?’, and I said, ‘No’, I said, ‘you asked me to come over and talk to you about how I cope with life’, and I turned round and I said to them, ‘The one thing you won’t know until it happens, is that when you are one person in a flat, and you’re sat on the loo, [laughs] and you realise that you’ve sat on the loo before you’ve checked that you’ve got enough loo roll, when you’re on your own, when the home help has gone home (or whatever words you want to use, cos bearing in mind we didn’t have quite the cover that we now can get): until you’re actually in that sort of a state, you’ll never know quite how you’re going to cope with  it: but until you’re there, you won’t… You can sort of cover for every eventuality, but there are going to be dark days, there is going to be a time when somebody, with the best will in the world, has said, ‘I’ll come and visit you on Sunday afternoon’, and, for whatever reason, maybe they’re not well, maybe their car’s broken down, and there are going to be things that go wrong, and you are going to feel fed up and isolated, but you’ve just got to realise that it’s not because you’re disabled, it’s not anything bad, it’s just something that happens to everybody, and the fact that you’re disabled is nothing to do with it: everybody has bad luck.

And imagine again, a young Tony, just sort of setting out now: how different do you think that young Tony’s position would be now, as against the circumstances for yourself, when you were young? How do you think things may have changed for a young Tony, setting out now?

I don’t know really. It’s a difficult thing to quantify really, isn’t it? I don’t know. As I say, to be able to go, to put yourself really 25 years back, well, I hope that he’s optimistic and lucky as I am. You’ve got to get out there and kick it. You can’t fight for… It’s rather like some of the reviews I’ve heard of some of the changes in Scope, and I’ll only say ‘some of the changes’, cos it’s unfair to be too specific on this, see.  They’re not right: they’re not all going to be right. Even if we shut Scope down tomorrow, and we gave everybody 50 quid, and said, ‘Right, Scope’s no longer about. The best we can do is give you all 50 quid.’ That would be wrong, and whatever else would rise from the ashes wouldn’t please everybody, but you have to work with what you’ve got, and if it’s not right, you get in there and you try and bend it and change it, and if you can’t, you’ve got to go with it.

And what are your reflections, Tony, on more people with disabilities themselves becoming involved in organisations?

Well again, I think you become involved, but you start… I said it Thursday, when I was there that a question came up, and a fellow said, ‘How about if I want to go and try something else: will I be able to go back? If I can’t manage what I’ve tried, will my place still be there for me to go back to, so I’m no worse off?’ And I think that is so important: you’ve got to know that your base, somewhere where you coped four weeks ago, is still there for you. 

This was at a reason Scope meeting, and somebody who currently uses a Scope service?
…[He?] was worried, because they were told that that service was going to be shut down, and I wasn’t really sure, because it was difficult for me to understand exactly: I can’t put myself in the person’s head, but I think they were concerned  that if they tried the new, smaller situation, would the situation that they’d left from this morning, still be available to them?

And, of course, we’ve got the situation where groups are forming for different purposes, some more concerned with the social side of things, some more concerned with getting the right kind of provision and services: that is a different trend to, even just a few years ago. What are your thoughts on those sorts of changes?

Well, I think the changes are OK, but I think, again, I can only say that each person can only be involved in what they think they’re either more comfortable with, or best at. Because, if you want me to start sort of getting meself sat on pavements, and smearing fake blood all over me, I can’t. I am too old for all that. I tried in 1970 to get on a train… what do you call them?... Yeah, an underground train, using the escalators, and they very kindly stopped the bloody escalators, so we could bump down the [laughs]… which was very good, but of course, it defeated the object. What we need is a greater, more ‘wheelchair-friendly’ public infrastructure, and we’re never going to get that: or not within the foreseeable future.  
You believe that those kinds of changes have been too few, and too slow?

Yeah, too few and too slow.  

And so why do you think that has been so?

I’m afraid it might, and I could be wrong, I’d be very grateful if somebody might tell me cos I might learn something: I think everything is down to a price, rather than up to a standard. Also I think what is wrong, is that some people with disabilities (and I know I’m far too soft) are so loud that they frighten people off, and other people are so pleased for the little they get, that they almost go too much the other way, and I’m never quite sure where I am, because I feel it’s so much easier to shout for somebody else, rather than yourself.  

Sure. OK, Tony.
[End of Tape 4, Side A.]       
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