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Tape 4
                                                                                                      Pat Entwhistle 


[A facilitator is present to aid the interviewer and her words will be quoted, except where she and the interviewer diverge.]

Hi, Pat. It’s nice to see you again. 
Yeah.
I’m sorry it’s been so long. In this section I’d like to start discussin’ contact with other disabled people? Is that OK?
Yes, yes.  

Right. How would you describe your contact with other disabled people?

Well this really started back in the late 1940s when I first went to Bleasdale House, Silverdale, and this was a special school for physically handicapped boys, and this was a school for multi-handicapped. At the time, there was about 24 boys with all kinds of disabilities: cerebral palsy, haemophiliacs, hole-in-the-heart. You name it we had them there. So really it goes back quite a long time and it was the first time that I really realised that I wasn’t the only handicapped lad on earth. Anyway, it was a shock to see some of them, but you get used to them, you learn to help one another.  Since then I went to the secondary school that was opened in 1952, Singleton Hall, just outside Blackpool, where the boys were from 11 to 16, and this again, I met all the lads with [noise of aeroplane] different disabilities, and I think you just learn to realise about other people’s difficulties, and learn.

And do you still keep in contact with them people?

Yes, I’m in contact with quite a few of them, but now there’s a lot died off because we’re talking about muscular dystrophies. In those days they were very lucky if they lived above 60 years of age because, as you know, muscular dystrophy is wearin’ of the muscles and gradually, if they get a bad cold or pneumonia they’re unable to fight it. So of course it was very heart rendin’ because you’d see them go to hospital and they never came back. And what made it worse, we had one or two, where there were two or three brothers, with the same thing. It must have been hard for them, to see what was comin’ to them, because they’re walkin’ to school and they gradually finish up in a worse state, and they must of got that weak they won’t be able to feed theirselves or anything.
[Traffic noise in background.] What has been the effect on your life of these organisations? Like Scope organisation, any disability organisations...
It’s made me more determined to fight for the rights of disabled people, because, like goin’ back to me school days, we were still dealin’ with the Victorian attitudes,
Yeah.
you know? ‘You should be hid behind doors and not be seen by the real public,’ and  this is no way! I mean now we’re a person with disability. I may not ’ave done things exactly the same way they did but what did that matter? So long as you got your goals.  
Yes.

And I think, when I was younger we were more encouraged to do more for ourselves than what they are today, and that helped me. Although I may not have realised it at the time, thinkin’ back, it’s allowed me to do [traffic noise] what I’ve been able to do in the voluntary sector for over 40 years, which is [laughs] nearly a life devoted, but it’s been worth it cos I can [both talking] see.
Yes, yes. Did you used to work for Scope in Manchester?

I used to do voluntary, and I started that when they set up the Alpha, and then the other thing then came, and I was involved with The Land of Druge which was when we went round junior schools talkin’ about cerebral palsy, and tryin’ to encourage, particularly girls, to get immunised against rubella and the implications there were if you weren’t immunised (which was difficult sometimes, particularly the Catholic Schools when there was their beliefs. But we managed). I think I managed to do about 70 schools in the Preston area, within about six weeks. [Traffic noise.] Two or three schools a day, but you had to do this. But unfortunately, Scope decided that the money ’ad run out and they dropped it, because I wanted to take it further  
Yes.
to the secondary level: because that’s when you can really influence the children.

How has disability discrimination law affected your life?

[Pat and interviewer laugh.] Yes: excuse me laughin’ but it’s what we call ‘the fish-net.’ It’s the fish-net thing because [interviewer laughs] there are more holes in it than a fisherman’s net. I don’t think there was really, from the government’s point of view, commitment to it. There was always some excuse why this can’t be done, that can’t be done. I don’t think it applies today, even when the legislation we have about public buildin’s all been accessed. I appreciate we are dealin’ with Victorian buildings which is hard to do, but there must be a way round it, and there ’as to be. I think we’re not strong enough. The disabled group: very weak, unlike America, when they sat on the White House steps for six months [interviewer laughs] until they got what they wanted. They got legislation, they got equal rights and they didn’t move until they got these rights. But in this country we tend to be all mouth but no doin’. 
Do you think there’s been any improvement in the last 10 years, of that?

In certain areas, yes, but I think well there’s still a long way to go. I remember about 12 years ago I went with Nigel Smith, who was then one of the managers of the north west and  they were having a three day conference in Brussels on transport, which ’as always been one of my thorns in me side. And I went over and even then we was at least 10 to 15 years be’ind the other European Countries. It was an eye-opener. I spoke in Parliament at the time, and since privatisation (well, we call it ‘deregulation’) of the bus companies: it’s gone worse again. I know there’s a lot of buses which disabled people can get on in wheel-chairs, but [aeroplane noise] to me it’s nothin’ to what America... They don’t ’ave to think about it, it’s there. What ’ave we got to wait? Twenty, 30 years before they even get a small...? Same with railways, they privatised that.  
Any more of that?
Education. When they were talkin’ on integration into the main steam education. I’ve always maintained, there’s always going to be a percentage of disabled children. You can’t possibly, 
[Talking together.] I agree there. Yes.

integrate them with all the deaf. I mean it’s better now, with computers,
Yes.

far better than when we only ’ad [laughs] black-boards and chalk.
Yes. [Starts to say something.]
And I think attitudes ’ave, I know they’ve changed a bit, regarding when I was a child, they were more concerned about daily livin’, and there was no such thing as takin’ GCSEs. We’d never heard of [the] thing: further education was non-existent.  

[Aircraft noise.] What do you believe to be the media image of disabled people?

[Laughs.] Slightly better because I think we’re gettin’ to see more disabled people within programmes
Yes.

than what there used to be, but we’re still... [Traffic noise.] We lost a good programme off the radio, some years ago. It used to come on a Friday evenin’ and this was a programme... oh, what was it called? Anyway they took it off the air, and it was a programme where disabled people could talk about issues or discuss issues, living issues, and it just disappeared. I don’t know whether you watch it or not, but there’s a hospital programme on a Tuesday night, and they’ve got a chappie there in a wheel-chair. He’s supposed to be a doctor. In fact I think I know ’im, I’ve met ’im over the years. But I still don’t think that there’s enough disabled people within television. Radio: you can’t see them, so you can’t really say, but I remember some years ago, when the BBC invited so many disabled to a studio to watch a programme bein’ made, and they came up and said, ‘Do you mind if we move you to a side room?  [Interviewer laughs.] You’re upsetting the rest of the audience.’ I wouldn’t ’ave moved.  
I wouldn’t either.

No way would I ’ave moved!  
Or me. [Laughs.]

And this is the attitude that I think you get. I think Channel Four have been the best, ITV’s not bad, but BBC – I think their policy ’as stunk. I really do. I think it’s very... I don’t know.
[Traffic noise.] In what way do you think that this could be changed?

Again it’s all to the disabled movement, you know? [Coughs] Unless the... [Coughs.] Sorry about that. Unless they have to do something directly for them, they’re not interested, or they’ll get interested if there’s somethin’ for them, and as soon as they’ve got what they want [traffic noise] you never see them again, and I think the local authorities, there’s a lot of excuses. Like at one time, we had disabled people sitting on the Social Services Committee, and then all of a sudden that disappeared.  Money, again. It’s all down to money, and in the end it’s nowt to do with money. Policy. [Interviewer starts to say something.] Unless disabled people start really fightin’ we’re not going to get any where.
You know when you wrote your book, did you get any media covered?

No. I wrote to every ITV, every BBC studio. I went every radio, everything, and I got one reply back from (I think it was) Channel Four again, and they said, ‘At this time we ’ave no idea of doin’ it at the moment, but if we ever do, then we will contact you.’ And this is about five years ago and I’m still waitin’, so I don’t think I ever will. 
Did you get anyone from Scope?                                                                                  
No. I even sent... I weren’t interviewed by DN [Disability Now, a newspaper published by Scope].
That is sad.
And do you know when I went to the Palace for me MBE, not one turned up? They weren’t interested. You know I thought, ‘Well here’s a chap with cerebral palsy, the one that they are making their living out of.’ That’s the way I look at it, they're making a living out of my disability, [aeroplane noise] and they couldn’t be bothered.
Yes. Maybe we could do this project on our internet site, about your project. We could promote your book because there is one or two publications in there. I will ask Phil.
Mind you, i’nt’t five years [?] from what I knew. 
It’s only four years old. So when Phil listens to this... Is there any way we could promote Pat’s good autobiography?

I mean I ’ad a stall at one of the AGMs [Annual General Meeting] in London, and I think I sold about twelve. [Laughs.] And that was their organisation.

[Aeroplane noise.] Yes. How would you describe how you feel about yourself?

Meself? [Laughs.] Well put it this way – I don’t think, knowin’ what I know now, [interviewer laughs] I don’t think that I would put in as much effort into what... because I think underneath, a lot of this problem I’m havin’ at the moment is... and this isn’t just Scope, this is through all the voluntary thing that I’ve done. I think it’s not helped. I mean Joan at one time was havin’... you may not believe this, but we ’ad to make a date to go Christmas shoppin’ and it was just ridiculous. I was spending more time away from home than what I was ’ere, and I mean I enjoyed it, you know, it’s been a really... but I now sit and think, ‘Was it worth it?” Jettin’ to and [fro?]. Your health...
So what’s your opinion about the medical profession?

[The men laugh.] Oh them, they’re -
That’s the sort of thing that the public want to know.

Well let me just quote from them, that happened recently: I’ve taken in vomited the old blood, and it’s about two/three years ago, and I’ve ’ad this problem ever since, and November last year I was taken in. And on the ward me son-in-law came up with me wife and daughter, and me son-in-law said, ‘Do you mind if I go and see the sister on the ward, to see if I can find anything out?’ So I said, ‘No you go.’ So ’e went and he said, ‘Can you tell me anything about Mr Entwhistle?’ So she said, ‘Yes,’ and this was the sister of the ward, ‘yes, you know he’s got cirrhosis of the liver, don’t you?’  So Mike said, ‘No.’ ‘Oh yes, and it’s his own fault,’ so Mike said, ‘Well what do you mean?’ She said, ‘Drinkin’!’  

[End of  Tape 4, Side A.]

[Side B.]
... So he said, ‘And I’ve been married to ’is daughter for 20 years.’ ‘Well,’ she said, ‘he slurs his speech, and he walks funny.’  
Oh no.

So Mike said, ‘Well, he’s got cerebral palsy.’ ‘What’s that?’ Anyway, they went to see [traffic noise] the consultant, because it was [?] and this is typical. We always, both Joan and I, say, ‘We’re glad we were born when we were,’ because the things that happened in the hospitals nowadays, is absolute ridiculous. You’re just a number, you know? So I don’t know what is...
It’s not easy. [Aircraft noise.] What equipment has been a help to you?
The bath chair that goes up and down, 
Yeah.

because now, with me hips goin’, I have a problem with lifting them over the bath.  This is why I have home care twice a week, to help me to bathe. As I get old, we all get old. No, it’s just that and also the knob on the wheel in the car. I mean, without that knob, I couldn’t drive a car. There’s little things like that, and it’s helped me and it’s allowed me to do what I ’ave done. [Interviewer starts to speak.] I must say, there’ve been times over the years when I could have throttled Scope; [interviewer laughs] well and truly. It’s unbelievable, some of the stuff! But, I don’t know.
Is there any more equipment that you use,
The word processor. 
or anything that makes your life easier? 

The computer: definitely.  
Yes. [Starts to say something.]  

I mean without the computer I would never ’ave got that book done, because I started off on a typewriter,

Oh wow!

and I’d get in the middle of a sentence or thing, and I’d hit a wrong key and ooh! Ooh!

Yeah, yeah. [Laughs.]  

And The Greater Manchester Society, or no, the regional committee, through David Branch, helped me – loaned me a word processor on long-term. But eventually, I was able to get me own, [laughs] otherwise I would never have been able to do reports and...  

Yes. Say that you’ve got a lot of money, is there anything else that would help you, that makes life easier and more enjoyable that you can think of?

Not really. It’s funny but I’ve never been a person that craved for...
Yeah.

If I get anything, it’s got to be useful, and it’s got to be something that I can use. I’m not one of these that get stuff just for the sake of gettin’ it: buyin’ it and never use it. It’s got to be useful, otherwise [aircraft noise] you might as well not bother.
How would you now describe your disability, impairment, to others, compared to you when you were younger?
How would I?  
Describe your disability, or impairment to others or, compared to when you were younger?

Well, in a lot of ways me body’s deteriorated but I wouldn’t put it all down to disability. A lot of it is what we call the aging process, and this is, like I said before, this is one area which I feel Scope and have done [?]: looked at the agin’ process. I know a doctor’s written a booklet on it: but other than this, you’ve got to be... I think every GP, every person in the health service should be made to read it, because they just haven’t a clue. They jump to a conclusion before they really look at an issue. I’m goin’ through now what anybody within agin’ is going through, and [traffic noise] this ’as got to be recognised, by the health people. It’s no good sayin’, ‘Oh, it’s his disability.’

Yes.

It’s not: it goes beyond the disability. I ’ad this with me liver, it ’as nothing to do with disability at all: it’s just unfortunate that, [laughs] I got the cp [cerebral palsy]. But, apart from that, it’s just annoyin’. I’d got to the stage where I could survive on me disability but this, when I first knew about it, knocked me for six. I want an answer well, ‘Why? Don’t you think I’ve gone through enough without havin’ this thing?’  And it took ’em far too long to diagnose it: far too long. And they finished up sendin’ the biopsy of my liver to St. James’ Hospital in Leeds, and when it came back they just said, ‘Well it’s to do with the diabetes, which has done ’is liver,’ so I won’t have long now! [Laughs.] 

Do you want to now go on to disability in aging? Then I’ll give you a question, to get going.  
I didn’t catch that.

Do you want to start off with disability and aging now?  

Yeah.

And I’ll give you a question to get goin’. What sort of thing do you think Scope and the medical profession could do to improve this project? What sort of services could they provide to make life more easier for you?

Very hard that, because while I was in hospital the social workers were supposed to come and see me, and it took them and I 15 days to get hold of ’er, and she actually saw me on the day I was bein’ discharged. [Traffic noise.] And the only service that I needed regardin’ that was help in and out of the bath. ‘Rightio.’ [Interviewer laughs.]  Get home, and when he comes out, the co-ordinator of the home care services rang up and said to Joan, ‘What’s this about Pat wantin’ shoppin’?’  Joan said, ‘He doesn’t want shopping, he wants some help with gettin’ in and out of the bath: he doesn’t do the shopping, I do it with me daughter.’ And yet [aircraft noise] I waited 15 days to get that, and of course they ’ad to start from the bottom, so instead of havin’ that service from day one, it was three weeks before anything could be worked out. So I ’ave no faith really, in the system. It’s, you know...
Can you suggest any improvements that you’d like to see?

I’d like to see... [Pat and interviewer laughs.] I’d like somebody to sit down and talk and listen, instead of tellin’ me what service I need.  
I agree.

[Laughs] I think that’d be a good start. I mean, you live your life and I ’ave found out the more you do for yourself, [traffic noise] the worse you come off.  
Yeah.

You really do. ‘Oh you can manage!’ You can’t manage. [Aircraft noise.] It’s terrible, when I could really knock that wall through, you know? I mean it’s because they come out with stupid remarks. They waste money. I mean social services talk about cut-backs: they waste money and I can prove it. They don’t listen. They -
Can I ask you, have you considered getting direct payments? [Traffic noise.] Do you know what that is?

Yes, I helped to set one up, [laughs.]
Oh sorry. [Laughs.]

in Thamseside. That was another headache, believe you me. But that was another thing: we had people who are goin’ onto direct payments and while we were goin’ through the process of getting people on to this direct payment, they were comin’, but as soon as we got their direct payment, we never saw them again; and to me this is a selfish attitude. They don’t want to help anybody else. If it’s not for them, then they’re, they’re not interested. Again, direct pay, there was such a difference between different areas, with direct payment. To me the best one was, or the best authority, the best one is Derbyshire. Derbyshire do things for people.
What sort of things do they do in their area?

They have somebody on every committee you could mention, and they don’t take no for an answer. They fight for their people, because it was them that started the direct payments. They came over and we were talkin’ about direct payments and we still ’ave got Thameside Forum of Disabled People. When we were talkin’ about direct payments, they came over and they gave us their experience of how it was set up, the best way of doin’ it, the best way of talkin’ to the local authorities or social services, because I don’t know whether you know, it depended on the social services, whether the people got direct payments.  
Yes, yes.

It’s very hard to explain really because a lot of it, yes, has somethin’ to do with the cerebral palsy, but that doesn’t help it, but it’s very hard to get it over to the medical profession, and the social services, and local authority. Not everythin’ appertains to your disability. Arthritis has nothin’ to do with cp. [Traffic noise.] Nighty-eight percent of old persons gets arthritis. I mean I’ve had arthritis in the spine since I were born, so that hasn’t made any difference; well it’s makin’ a difference with the hips. And about 12 month ago I went to see a specialist about me spine and he said it were curving over: but you don’t know which is appertainin’ to age and what is cp, or pushing your body, because since I were born, and I’m sure you push your body to certain limit, heavy, and you go further because the more that people said [aircraft noise] to yer, ‘Oh you’ll never do that,’ the more you thought, ‘Well, I’ll show you, you buggar. I’ll show you I’ll do it!’ But at the end of the day, it’s takin’ a lot out of your body, and this is what I’m thinkin’ happened, to me anyway, that I’ve pushed it too far, and I’m now gettin’ the consequences. [Interviewer laughs.] Well, I think really if I ’ad it all to do again, it’s not in me interest to sit back. If there’s something to be done, you’ve got to do it.  
I mean at the end of the day people get out of life what they want.
Yeah, I ’ave thought that but you’re right: life is what you make it,
I agree.

and if you’re goin’ to sit back and rely on others, you’re goin’ to be very disappointed, because they only go so far: and you finish up... well, you might as well do it yourself as at least you know it’s done. But I’m very disappointed that there isn’t the people coming forward within the voluntary sector now. It’s just hard work, and you get committee weary. You go and you attend these committees, and you find they’re all the same people every time. There’s no new faces.  
I agree. [Aircraft noise.]

I’m disappointed with Scope has decided to do away with the lot of their services.  
Yes.

After all, spendin’ all these years gettin’ them, and when they’ve really conquered it, they shy away. I know it’s money, but it’s wrong.
[End of recording.]
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