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Sam Birch, interviewing Joan Ross, tape three. Hello, Joan.

Hello, Sam.

If we could start talking about your later life and your time at university.
Yes.

Were there any access issues at Southgate Technical College?

No, no. I was quite mobile and there were stairs and everything but I did get around the college quite well. It wasn’t that big so I managed very well.

And can you remind us; what was your degree actually in?

My degree was in Humanities – English and History.

And what were your memories of your degree studies and the fellow students that you were with?

Well, first of all I was delighted to be accepted on the course and there was no battle like there had been in the past - I was accepted no problem. And when it came to taking exams I had all the help that I needed, and that was a major breakthrough and made life a lot easier for me.

And do you have any memories of your fellow students?

Oh yes, lots of memories.

Could you tell us about them?

Well, there was quite a few mature students, some older than me, some about my age, as well as those that came there straight from school, so it made it quite easy for me to integrate on to the course. They all seemed to be anxious to give me all the help I needed, without smothering me. One of the interesting things about it was I learnt my way around fairly quickly because I didn’t want to walk further than I had to, so I got to know my way around quite quickly and I found myself showing other people the way to get to certain buildings [laughs]. We helped each other in that way.

In your book you mention a person called Phil who was -
Yeah.

Could you tell us about your relationship with Phil?

Well, he was one of the younger students. I met him on the day of my interview six months before the course started, and I think we were somehow drawn to each other.  We were both very nervous and we sort of stayed together; we were there the whole day and we went to the building where the interview was and also we met actually in the refectory early on in the day and I never forgot him. And when the course started I was pleased that he was on it and we became very great friends.

And in the book you mentioned you went and saw him in York?
Yes. I was very excited when he invited me to his home in York. I went several times.  I think I probably fell in love with him but I was very conscious of the age gap between us, and that made it very difficult for me to develop the relationship but I suppose I attached myself more to him than any other previous relationship.

What was the reaction of the people around you like your family and friends?

Well, I think my family were a bit surprised and probably the old fears of they didn’t want me to get hurt, etc. But I put all that aside and I wanted to share my time on the course with Philip both socially and academically. He was a very good friend, a very good listener and also very supportive when I needed a bit of extra help to carry things and get around. He was always there for me. But all the students were committed to helping me and I think it drew the whole year closer together because they all were committed to helping me.

OK. And what were your feelings when you graduated in your degree?

Well, it was just wonderful that I’d achieved a degree; something I’d never imagined because it was a decision that I made quite late, and I hoped very much that it would lead to employment, not necessarily teaching but I wanted to work in the disability field.

Why was that? What drew you to the disability field?

Well, my own experiences. I would have liked to have done a research degree, a master’s degree, centred on disabled children and the isolation that they have. I wanted to prove how important it was for disabled children to integrate and so I was disappointed that that wasn’t possible because I didn’t have a first class degree, so I wouldn’t get any grants towards the study.

And what do you particularly remember about your early work?

Well, I was unemployed for at least a year, perhaps just over a year. I was very disappointed when I went to the job centre and saw the disablement resettlement officer, who I thought would be very helpful in finding me work and advising me, but she was extremely negative and I got nothing at all from the interview except a green registration card with a number. So I was very disappointed but I found out later that you get more help from the DRO, as they’re called, when you’ve actually found work. They can help you with equipment and travelling expenses and adaptations to the work place, but I needed to find a job.

When was the first breakthrough that you made in finding a job?
Well, it came really quite unexpectedly from a neighbour who worked with Islington Council. She had a slight disability herself and she spoke to her colleagues about me and they were interested and I got an interview with the Social Services Department in Islington. And there was a government programme to help people get employment called Special Temporary Employment Programme: a step resort. And it would enable employers to take me on for six months and the government would pay towards my salary. So I got my first job assisting the Information and Librarian Officer at Islington Social Services.

And what were your memories of the colleagues who you were working with?

They were all very friendly and very supportive and the person supervising me – the, the Information Officer, Ken – he helped me to write a CV [curriculum vitae] so that I could apply for other jobs. I didn’t even know how to write a CV until he showed me what to do.

And you got a job later in an organisation called ARCH [Advice and Rights Centre for the Handicapped]. Could you tell us a bit about that?

Yes. That was another temporary employment programme, and this time it was to employ two disabled workers. They specifically wanted workers with a disability to set up an advice and rights centre for the handicapped, and it was called ARCH and it was set up in a day centre in Islington with our official office, which was equipped by the employment service, and it had a year’s funding to start with.

Who were you working with and who was working alongside you at ARCH?

Myself and Melvin Kinnear - another disabled person who had a spinal injury. And he was lot younger than me and we worked together assisted and supported by a management committee made up from users of the day centre.

At this time your parents were growing older and their health deteriorated. What was that like balancing work with helping them?

It wasn’t so bad at that time. It got much worse later. But I was beginning to take on more in the way of helping them by being responsible with shopping, etc.

Yeah. And you learnt to drive a four-wheeled car. Have you got memories of your first...? [Both talk together.]
Yes. I had an invalid car to start with and that helped me to understand the behaviour of other drivers and understand the highway code etc., and that gave me confidence to take driving lessons and get a four-wheeled car. But it was very difficult to find a driving instructor to begin with.

And what do you remember about your first Mini?

Oh it was wonderful, I was very proud of it. It was new. It was a big chance getting it because it would mean giving up my invalid car. I was only allowed to keep the invalid car for six months in the transition period, so if I found [by?] giving up the invalid car that I couldn’t drive a four-wheel car, then I would be stuck for transport.  But luckily I succeeded in eventually finding a second driving instructor who was very committed to helping me pass my driving test. And that opened a whole new world to me.

Were you in any way scared when you first started to drive your Mini?

Well, I suppose I was anxious but the instructor was very supportive and very relaxing to be with and very patient with me, so it did help me lots to overcome my difficulties.

And can you tell me; when was it that you moved to Haringey Disabled Association to set that up?

Well I couldn’t get any more funding and we decided, both of us, to carry on the work on a voluntary basis and we were paid as volunteers from Islington Social Services because that wasn’t a salary, it was just enough to cover our travelling expenses to get to work. And in the meantime there was hope of ARCH getting funding from the DLC, but before that came through I was offered the same kind of work with Haringey Disablement Association, which was a new organisation.

What sort of work was that involved in?

To begin with it was very similar to what I was doing: finding out the means of advice and information work and getting ourselves known in the borough. Again I was one of two workers but this time it wasn’t full-time work, it was a job-share; two and a half days each.

Who were you sharing with?

With an able-bodied young lady, more or less fresh from university.

What were your memories of the colleagues who you were working alongside?

Well, I felt a bit threatened working alongside an able-bodied person because she was so dextrous with using the phone and making notes, and she was so quick at everything that I felt I was dragging behind. But I realised that I had much more knowledge of disability benefits and other issues from my own experience and through working with ARCH that I came to realise that that compensated for my physical disability.

And do you think that was an advantage?

Yes it was.

In the book you talk about a small corner, and was this at this time when you were working with the Haringey Disability Association?

Yes. That’s how I looked at my office from my religious point of view really. I think we’ve all got a part to play in this world so my office was my small corner where people came to me for help, advice, support, encouragement.

Yeah. Was it at this stage that one of your colleagues decided to go out on strike for support of other workers.

No, that was in ARCH.

Was it in ARCH? Oh, I’m sorry. Could you tell us a bit about that?
That was rather funny. I think the book would describe it much better than I will.

Just have a go for the tape.

But basically there was a one-day strike by council workers and Melvin went to the pub the night before this strike and got talking to other people obviously about this strike, and when I came to work as usual next morning he wasn’t there at his usual time. And as time went on, the phone went and he rang me to say that he was on strike, which seems very funny now, but at that time I was very cross because we weren’t in the union so we had no right to go on strike.

Did you feel put upon at that point?

Well, I just felt cross with him because I felt that we were both trying to prove ourselves as group workers, that we were employable. That was the most important thing for both of us…

And...
… and so to go on strike would be against… it was [?] to our reputation, and we had no grounds to go on strike because we weren’t in the union.

How did you make your feelings clear to him?

I gave him a good telling off. [Laughs.] Eventually. I wouldn’t speak to him at first but I think he knew how I felt and he probably came round to my point of view in the end. I gave him quite a hard time the following morning and it was OK.
Did that incident strengthen your political views about striking or - ?

Well, not that particular incident, but I did meet people with disabilities that lived [in] Islington but were quite militant about their rights and issues, which taught me a lot really because I’d never come across people with disabilities as militant. My experience of people with disability were that they just accepted everything as inevitable, so it was good for me.

Did you feel threatened when you first met the militant people?

No, not at all. I admired what they were doing.

And could you describe to us your involvement in the North London Spastics’ Association, later to become The Cerebral Palsy Association?

Yes. It was like the Spastics’ Society itself, an organisation for parents of children with cerebral palsy, because they needed support and advice. But that had changed because after the International Year of Disabled People the disability movement grew and became in the forefront of getting things done for themselves and that included running their own organisations. And so the North London Association had less and less parents involved; it was run by people that were working in the disability field but had no other connection with disability, and I was the only member of the committee with cerebral palsy to begin with. I don’t know how that happened, I can’t remember now. But as time went on I was more and more aware that the organising wasn’t being run in the way that the political movement was going and it was time that people with cerebral palsy got on the committee and ran their own organisation.

What was your involvement in changing the way the organisation was run?

It was very difficult at first. I became chairperson of the organisation; that helped a lot. But the other members of the committee didn’t really want to give me too much control. They wanted to... they were control freaks. They’d been in the organisation for so long that they didn’t want to give that power up, so they gave me quite a hard time. I was concerned that they were giving grants to people in the association and I was concerned at the lack of confidentiality in discussing individual people in such a large committee.

What did you have to do to change attitudes?

Well, I’d chairperson, and with the support of my colleagues in the Haringey Disability Association I began to realise... I was encouraged to take action and set up a subcommittee of committee members of five or six people to discuss grant applications in a more confidential way. But the meeting had to include the Trader Association, who’s a bank manager, and the committee decided to have these meetings at his office in Swiss Cottage, and I worked in Tottenham, and the meetings were arranged at 5:30.

Was that done specifically to exclude you?

To stop me coming because I wouldn’t be able to get there in time. It’s a long way from Tottenham in rush hour. But I managed to reconvene the meeting at my work place. And when these people found that I was assuming so much power most of them resigned. And at the AGM [Annual General Meeting] the committee was overturned and it consisted mainly of  people with cerebral palsy and we got ourselves a new treasurer.
That was a significant victory, then.

Yes.

Yeah. Can you reminisce a bit about your memories of the International Year of the Disabled People in 1981?

Well it was very exciting because the media included a lot of programmes on disability, which had never happened before. You never heard much about disability on the news or any other programmes. And for the first time there was a lot of documentaries on individual people with disabilities, including people with cerebral palsy. So for he first time disabled people were in the public eye.

And this was obviously a good thing.

It was, because at last we were recognised as part of the community and my past experiences... I was meeting people that were nervous about how to talk to me, how to help me, so we needed these programmes to educate people. But of course you have to be interested in disability to watch them in the first place, so how many people did, 
I don’t know. But it gave me a lot more confidence in the population’s attitude.

So awareness expanded?

Yes.

Yeah. How did your role in the Haringey Disability Association change over the years?

It changed in the fact that we became more professional in our work. My work in ARCH was only by telephone; we didn’t actually have in-office interviews, but we started to introduce that in Haringey, so more and more people came into the office. The benefit system changed a lot anyway and there was a lot more form filling and people needed to come into the office, either people with disabilities themselves, or their carers. And we had to use interpreters a lot.

What were the interviews actually like?

They were all very different according to the disability. Some were very complex and it took a lot of ingenuity to prove the need for benefits. The forms got longer: they started by being one page but the later ones were 36 pages long and it could take up to four or five hours to fill in.

Yes.

Well you can’t do more than one interview. And when you have people with speech impairments it took even longer because it was very important to present the difficulties of that person and the kind of help they... 
[End of Tape 3, Side A.]

[Side B.]

... The Haringey Disabilities Association and how your role changed.  If you could continue.

Yes. Because the benefits changed and the forms for the main benefits first were only one page then, and then they were 36 pages long, and I was trying to present a true picture of the disability and the amount of help people need with their care, mobility, and it could take as much as four to five hours to fill in these forms, especially if somebody had a speech impairment or writing difficulty as well. I used to have to use volunteers to help me with the writing. We also had to use diaries; I used to encourage people to use diaries. So a lot of the benefit claims were quite a challenge, but my experience grew and I became quite successful…

In your book you -
… and I used to go to tribunals with people.

Yeah. In your book you described your frustration later on at how the paperwork and the bureaucracy took up more and more space and there was less room for interviews.

Yeah, that’s true. It became very important (according to the manager of the organisation) to keep statistics.

Was that frustrating for you?

Well it took up a lot of time because I never did work full time. My hours were extended to 21 hours a week. That meant three whole days and so the more time spent on paperwork, the less time I had to deal with people and their claims.

Did you find that frustrating that you weren’t able to help people?

I did. Somehow I managed it, it just took longer. And I was very committed to proving that the service was needed, and the only way to do that is to provide statistics.

Yeah. If I could just move on and ask you a bit more about your parents’ health because when you were working for the Haringey Disability Association your mother and father were growing older...
Yeah.

... and your role with them changed. Could you tell us a bit about that?

Well it was a slow process. First my mother was diagnosed with diabetes and she also had arthritis. She had to have a hip replacement and after the hip replacement her knees started to trouble her, so about a year later she had to have a knee replacement. But the second operation affected her diabetes more and she became very forgetful and confused. And my father at first was very good. He looked after her and was very strict about her diet – the sugar-free diet – but then his mental health deteriorated and really he got to the stage when I was afraid to go to work and leave them because they let in some con men into the flat one day and didn’t realise the seriousness of what happened. And after that I tried to seek carers out; to get carers to look after them while I was at work and it proved to be very difficult to get the help from Social Services and also to convince the medical profession and Social Services that they needed to be supervised while I was at work.

Did you manage to get carers eventually? 

It took nearly two years altogether, but I did get help from the Independent Living Fund for my mother only, because her disability was the most profound. But when the help came the hours were so limited that it was only like 14 hours a week, so I had to use that time for carers to be here on the three days that I worked, and it meant that I had the sole responsibility for them over a long weekend from Thursday to Monday morning, which meant I could hardly leave the home, had to be with them all the time to supervise them and make sure they were safe.

Did you get any help from your sister?

A little bit but she lived nine miles away and her children were too young really; she was taking them to and from school every day. So she mainly did the hospital appointments and tried to come over once or twice a week to fill in some of the time that had to be covered while I was at work.

Yeah. How did your father’s health deteriorate after your mother was taken to hospital the second time?

Well, he didn’t really understand what was going on. I don’t really think he had dementia, I think it was severe stress that caused his behaviour to deteriorate. He couldn’t go and see mum on his own, she was some miles away. He had to be taken to see her. But when he came home again he’d forgotten he’d been there so I had a lot of trouble keeling him indoors, he just wanted to be out all the time and he’d try to get to see her. And because there was a little hospital opposite where we lived, he thought she was there, so he was constantly going out and trying to get to see her and putting himself in danger with traffic etc. cos this is a very busy road.

Yeah. In your book you mention about a carer called Italia. Was she...
Yeah.

... was she involved at this stage?

She was one of our first carers so yes, she looked after my parents from the time when my mother had her hip replacement and yes, her hours were increased as part of the care package and she proved to be a wonderful help.

What was it like becoming an aunt to your sister’s children?

It was wonderful because I never had children of my own...
Yeah.

... so my sister tried to share her children with me as much as she could. I saw them as often as I could and yes it was a wonderful, great contribution to my life.

And now, you went on holiday to visit a friend in Canada. Can you tell us about that?

Yes. She was one of my oldest friends; I first met her when I was a Girl Guide. She emigrated when she got married at the age of 21, to Vancouver, and after my mum died and my dad was settled in a permanent residential home I felt free for the first time for quite a few years, and so I always wanted to got to Vancouver so I was very fortunate to be able to go and stay with Jill and Bob for three weeks. I took my friend Francis with me as a travelling companion and a help to look after me while I was there, and it was wonderful holiday…

What did you do while you were -
… one of my best.

What did you do when you were out there?

Well we did a lot of sightseeing, all the usual things. Jill’s husband had taken early retirement so he was our chauffer and guide. We went to see [?]; Francis and I went to see [?] on our own for a couple of days on one of the weekends, and we also went to Vancouver Island. So we saw a great deal of that part of Canada.

Great. Describe the process of writing an autobiography and what it was like to recall memories in writing and in these recordings. What’s it been like for you?

It’s been good but I think it was invaluable to attend a writers’ workshop. I’m very glad that I did that because I think I had very good tuition at the City Literary Institute in Holborn. I was encouraged to write pieces about my life, not necessarily in chronological order, so that made it more interesting in a way because I could write whatever I felt like. I could write something about my childhood one week, and the next week write something that happened a few years ago. It was only when I’d finished that I started to edit it and make it onto an autobiography. So it was very enjoyable and a very good way of doing it.

What would you say your major observations are about disability and what you would like others to know about it?

I think we need to get over to people that we are an important part of society, that we do have the same feelings and desires that they have, and that we should be allowed to explore our own potential. We should be allowed to make out own mistakes because that’s what everyone else does. We shouldn’t be overprotected. It can be very hurtful, it can be very frustrating. But I think that every disappointment that I’ve had has taught me something about myself and how to deal with it.

Who have been the most influential people in your life?

I’ve got some very good friends, apart from my family and then of course my sister, who’s been a great help and I suppose she is the closest person to me. And, being a lot younger than me, she took the young point of view; she didn’t have the same fears and protectiveness that older people would have, or even people of my own age. But I’ve also got some very good friends who believed in me and encouraged me.

What do you feel about your personal life in adulthood?

I’m pleased that I’ve been able to do the things I have, that my parents allowed me to go out and about. It must be worrying for them. I’ve realised that as I’ve got older and I’m appreciating the fact that they must have watched me go in my car in to the traffic and it must have been quite frightening for them. But they allowed me to do that and that was important to my development as a woman.

Yeah. What would you say to a younger Joan if you were going to give her some advice?

Let me think about… I think, again, to follow your own instinct and be prepared to make mistakes, be prepared, and be responsible for the consequences of what you try to do. But to go for it, not shut yourself away.

Just the last question now. What is the detail or the main message that you would like to get through in your recordings and through your autobiographies? What’s the detail of the message?

I think the theme is life itself. The fact that I wasn’t aborted as a baby, that I was allowed to [be] born and that my disability was catered for and to live life to the full, that’s my message, that life is important. You can’t destroy life, you can’t destroy people, mentally or physically. Life should be lived to the full. It’s an abundant life. It should be that, however disabled you are, you should get all the help you can get from other people and use your own resources to live life to the full.

Is there anything else you’d like to add before we finish?

That’s it.

OK. Thank you. 

[End of recording.]
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