Joan Ross    Tape 2

Page 21

And how are you?

Good thanks. Joan, can you tell me when you were born?

Eighteenth of December, 1939.

And where was that?

In Holyhead, Anglesey, North Wales. 

The title of your book that you wrote is Can’t Walk But Can Crawl. What year did you learn to crawl?

When I was round about three years old.

And what were the earliest signs of your disability?

Well, I think because I wasn’t developing at the same rate as other babies of my age and my mum had a friend who had a baby the same year, and when she realised that she was sitting up, that I was still lying on my back at nine months old, she realised that something was wrong.

And did you have any idea of the causes of your disability?

Not until she took me to a big children’s hospital in Liverpool and they diagnosed me as having brain damage. The Alderhey Hospital, Liverpool.

When did you get a diagnosis for your disability?

You mean my mum not me? [Laughs.]

Yeah, your mum.

Well, when she took me to the Alderhey. I’m not really sure of the age, probably about a year old.

What was the reaction of your parents to when they found out you were disabled?

Well, I mean the prognosis was very bad, very blunt. The doctor told her that I had brain damage and that it was highly unlikely that I would grow up to recognise my parents. The only kind thing that he said was that I was a pretty baby. He seemed to think that would help. [Laughs.]

How did your mum feel when she found out?

Well, like any parent – very upset, I imagine.

Yeah. And what was the reaction of other members of your family?

Well, I think I was born into a very loving Welsh family. I was born in my grandparents’ house actually. And I was very delicate; I had pneumonia at six weeks old. But I think everybody wanted the best for me, and my mum showed a lot of determination. I think she just wanted me to have treatment and she didn’t give up on me really.

In 1942 you had physio at Great Ormond Street, and you described electrical treatment and facile treatment. What were these?

Massage. Electrical massage.

Could you tell a bit more about these sorts of treatment?

Well, I don’t remember it much, it was only until I was up to the age of five years old.  I think I remember having straps round my legs, some sort of rubber straps, and attached to a machine. I don’t think it really did me any good.

Was it painful?

I don’t remember it being painful, no. And my mother had to carry me to the hospital by public transport; there was no ambulances.

And what was that like cos it was wartime. Was it difficult?

I’m sure it was for her. I quite enjoyed it.

D’you have any memories of wartime London?

Yes I do a little bit. I remember hearing the bombs, and aeroplanes flying out, I think, and of course the air-raid siren and being taken to this cellar as soon as the air-raid siren went off. Lived in a maisonette in a big house on the first and second floor.

Your father was in the army?

Yes, he signed on for 22 years.

So you didn’t see much of him during the war?
Well I knew my dad; he did come home on leave. He was excused from overseas service; he had done a lot of service overseas before I was born. I was nearly born in India.

What was the reason for him being excused overseas duty?

[?] I think.

Yeah. And what did you do when your father was on leave?

He took me out and about. He tried to give me a normal childhood.

Yeah.

I began to talk and that from about the age of two or three so I could express my likes and dislikes. I enjoyed going to music halls – there was no television – and I enjoyed the radio.

Yeah. And was there anyone famous in your father’s regiment?

Yes; Andrew Cruickshank. My dad became an army instructor and Andrew Cruickshank and Jack Hawkins were in his regiment.

Were they actors?

They were actors, yes.

Yeah. And did you ever meet these famous people?

No.

No. And later you had treatment at Queen Mary’s Children’s Hospital in Surrey.  What are your memories of this treatment?

Very happy memories. It was at the first cerebral palsy unit... there were two units open about the same time and so it was a very special place and it was very difficult for mum and dad to get me into it. I could only [go] as an out patient.

What sort of treatment did you receive at the…?

It was mainly teaching me to relax and not to do anything that would cause a lot of muscle tension, so I had to be retrained how to do things. I wasn’t allowed to write with a pencil for a long time or do anything that… hold anything very tight, that caused a lot of tension and a lot of control. So I had to be re-educated really on how to [do] things in a relaxed way, and try not to dribble.

Yeah. Was that quite frustrating?

Well, I was older, I was nine when I started the treatment and I understood it so well that I was very co-operative. It wasn’t frustrating. I felt that I was really going to achieve something.

Yeah. In the first tape you mentioned a physio – Eirene Collis – who was mentioned in The Lancet.

She became a specialist in cerebral palsy and devised her own method of treatment…

What was so diff -
… which was quite unique.

What was so unique about the treatment she was offering?

It was unique because she didn’t believe in surgery. A lot of children were operated on and that, at that time. She didn’t believe in splints to keep the legs straight. She didn’t believe in callipers. She wanted to train the children to straighten their legs and correct their positions themselves, to make them aware of how it should be by using mirrors.

And...
So the children that progressed the best were the most intelligent children, that understood what the treatment was about.

Yeah. How hard was it for your mother to get you a place in the hospital?

Very, very hard. It took about four years.

What sort of campaigning did she have to do?

Well she went to her MP and he really was very influential in getting me a private consultation in the first instance. And I was treated on the grounds that my mum work voluntarily on the unit every day, and learn about the treatment. And she was one of eight mothers that did this with their children and they were from all over the country, all over the British Isles. When I was first refused treatment my parents were told that it was because we didn’t live in Surrey, so we weren’t eligible. But that was nonsense.

And what were the other patients at the unit like? 

Very mixed. Some were older than me, some were younger.

Were there different severities of disability?

Yeah. And I was the only one that had had any schooling.

Yeah. And what sort of friends did you make there?

My closest friend was Dorothy; she was four years younger than me. Her mum and my mum became great friends. We shared a flat as well. She was from Belfast in Northern Ireland.

And did you ever get up to any mischief with her?

Not really. I think there were more boys than girls as far as I remember.

Yeah. And do you remember anything from the schooling that you received in the school there?

I enjoyed it very much and the emphasis was on reading and art, finger painting, that sort of thing. It was good for the hands, gaining co-ordination.

What did you... what were the...
And I worked a lot with clay.

Yeah. What sort of work with clay did you do?

Making ash trays and pots and things.

Yeah.

It was very good observation therapy really.

And what did you do on the weekends while you were away?

Well we used to go out and explore the local district where we lived. We lived in Carshalton. The hospital was in Carshalton. We went to church and sang there, oh yeah.

Was religion -
And sometimes we came home for the weekend.  

Was -
By public transport.

Yeah. Was religion an important part of your life at this stage?

Not as much, except that I always went to church.

Yeah. In your book you mentioned that you won a competition with the I Spy book.  Was that...?

Oh yes, that was after leaving Carshalton, no, before I think… maybe it was while... I’m not quite sure.

What were your memories of winning the competition?

Well we had a visit from Big Chief I Spy, in his Red Indian costume. So yes, that was quite a surprise. He turned up unannounced really to give us our prize in person.

What was your prize? 

It was [?] telegraph. I don’t really remember. It may be a package of things. I don’t think it was a particular one prize.

How did you feel about the fact that schooling for disabled people at this time was not compulsory?

Well I was too young really to appreciate that. I did go to school – my mum had a fight to get me there and I enjoyed school very much.

What was the name of your first school?

[?] Infants’ School – a local school.

How big was it?

Quite a small school. It had about eight classrooms.

What were your memories of it, good and bad?

Oh they were all good really memories because I had some nice… the headmistress chose two or three girls to keep me company at playtime. I didn’t go into the playground except with my mum at lunchtime. During the other times these girls used to push me round [in the pushchair]. There was a quiet part of the school where there were gardens and we used to spend playtime there, chatting and things.

How did you feel about using a pushchair when you were at school?

Once the children accepted me in my chair, didn’t call me baby, I was fine about it.

Yeah. And, what were the other children’s reactions to it?

When they first met me they always asked the same question: why am I in a pushchair? Why can’t I talk properly? And my answer was I can’t walk but I can crawl, because to my mind my knees were my legs and that’s why I called my book I Can’t Walk But I Can Crawl.
And was it at this stage that you first learnt to crawl or was it earlier?

Oh no, much earlier, at the age of three.

Who was your first teacher at this school?

Mrs Ilkley.

Do you have any memories of her?

Well, I remember her as a very kind motherly lady who told wonderful stories; I loved story time.

And was it at this stage that you met your friend Margaret?

No, Margaret lived in the same road as where I lived and my mum found her for me and she used to come to play with me, long before I went to school. We went to Sunday school together.

Do you have any memories of Sunday school?

Yes, I enjoyed it – I enjoyed singing and the stories again. Yes, I enjoyed it.

And do you have any memories of good friends at school that helped you around?

Do you mean in my first school?

Yeah, your primary school.

I think the best bit about going to a local school was the fact that it was in my neighbourhood, so I had friends in my own neighbourhood, near where I lived. So I was invited to their homes to their birthday parties and they came to my birthday party.

Do you have any memories of birthday parties?

Well, obviously the games and things as I got older, yeah, planning them. Margaret, my friend, used to help me organise the parties as I got older.

What were your later school experiences like?

Well, from after I went to a school within Queen Mary’s Hospital, where the cerebral palsy unit was, and then when I left Carshalton I went to a specialist school called Vale Road School for Physically Handicapped Children.

And what were your memories of that school?

Very happy. There were all sorts of children there. I met a couple from the time that I was in Great Ormond Street Hospital outpatients. I was reunited with one special friend after joining the school. She’s called Sylvia, who’s a year older than me, and a very determined person even at that age. She was less disabled than me but she inspired me by the way she was determined to do things to help people and anything she wanted to do, she found a way of doing it. She was also very mischievous and she had a friend called Margery. They had me in giggles because of the antics they got up to.

Yep. And d’you have any memories of holidays that you had when you were younger in Wales?

Well, yeah. I went to stay with my grandparents during the big holiday in the summer.  So I have lovely memories of the beach – crawling on the sand, crawling into the sea and, yeah, having a lovely time. And my mum had a friend that had a daughter the same age as me and they lived in London, so they used to come to Wales during the school holiday and the two families stayed with their respective grandparents, so we met up and we spent a lot of time together. Her name was Pat. Played a lot with Pat in the summer holidays on the beach.

Yeah. And do you have any memories of your grandparents?

Oh yes, very much. They were lovely. Idolised me, spoilt me. My granddad taught me a little bit of Welsh. My mum didn’t want me to learn Welsh.

Why was that?

Because I lived in London. But my granddad did teach me quite a bit of Welsh. Welsh songs and so on.

What was the house like that you lived in when you were young?

We lived in a maisonette with my auntie, so it was on two floors and there was a lot of steps to the front door from the pavement – I had to be carried. And then another flight of steps and then about five more stairs to get to our living quarters, to get to the kitchen and living room, and steps to the toilet and bathroom so it was very difficult for a disabled person really.

How did your… I understand you moved in to a ground floor flat in 195 -
Fifty two.

How did your life change after that?

Greatly. It’s this very flat, and it was when my sister was born, when she was a baby and we moved here. And it’s much more on the level. Where I lived before was on a steep hill. So, because of the treatment I had I was beginning to stand and walk, [it] is flat, because it was on the level, greatly contributed to me having the confidence to try and walk, and eventually venture out of doors, cos it’s level outside as well. No hills.

What was your daily routine like at this stage?

Well, the coach used to pick me up to take me to school every morning about half eight, and I used to come home about half four, tired and hungry, and that was about it really.

When did you learn domestic tasks like ironing and, and making tea and needlework?
Well, because I was leaving I started needlework at school and a little bit of cookery. After leaving school I developed those skills at home because I was unemployable and so I set myself challenges to do things, to regain independence and to be useful at home.

How did these independence skills influence your later life?

Well, really it I felt very abandoned after leaving the protective environment of a special school. There didn’t seem to be anything for me. It seemed to me as if my life had come to an end. So really I had to do something to motivate myself, and it was a very depressing time really until I started thinking well, I’m going to set myself a challenge, find a challenge, try to do some [something?]. Sometimes it was quite a significant thing, like being able to thread a needle, and other times it might be something quite stupid. [Laughs.]

So was the key reason for it a motivation factor?

Yes, yes. I wanted to be normal really.

OK. And you had a sister...
Well, she was a baby.
Yeah.

She was…

How did having -
… still very young, even when I left school.

How did giving a sister change your life?

Greatly because she was a companion and she was very lively as well. And when I started to walk out of doors she must have been about four or five and she didn’t mind coming with me, and that was a great help to me because I was a bit self-conscious when I first started walking out of doors; I was a bit scared of meeting people that had always seen me in a wheelchair. I was afraid of their reaction, and having a little girl with me who was very chatty and chirpy sort of took my mind off that, and she enjoyed being with me. And it was through her that I learnt to go on a bus, take bus rides, because she didn’t see any danger in taking me on a bus – she would have been about seven or eight by this time – but my mum flatly refused to come on a bus with me, walking, but my sister didn’t mind. And I gained a lot of confidence through having her with me.

What were your memories of the period running up to your sister’s birth?

Well that was difficult because I had to be sent away from home for the first time because my mum was scared of having another disabled child, so she wanted the best possible medical care and that meant going into hospital before the baby was born. We’re both Christmas babies so it meant that she was in a hospital, mum, and I was sent away for eight weeks, which seemed like a lifetime.

How did that make you feel?

I was dreadfully homesick and for the first time in my life I didn’t have the freedom that I had at home. I was asked to stay in my wheelchair all the time; I couldn’t crawl around. And I had to wait for somebody to take me to the toilet. Anything I wanted, someone had to do it for me, and I was used to crawling around and getting what I want.

And how did it feel not being able to stay with your relatives and having to go into a home?

Well, I think I understood that it was inevitable but, yes, it was pretty awful really, specially in the middle of winter and having to be away for Christmas and my birthday. So yes, it was awful really.

In your autobiography you mention the church, and Guiding as quite an important social outlet for you. When did you first join the church, and what social opportunities did this present?

Well, the Guide company was a…

[End of Tape 2, Side A.]
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… to mix with girls of my own age near to our home. We had a uniform which made me feel one of them. Our school didn’t have a uniform so I enjoyed having an identity. I enjoyed the badge-work in Guides because that was way of proving myself.  We didn’t really take a lot of exams and that at school, so this was a way of stretching myself and proving myself. The Guides (once they realised that I was just the same as them, except I was in a wheelchair) accepted me and I really felt one of them.

You came to run your own Brownie pack. How did that come about?

Yes. That was after I left school. I was still in the Rangers, the senior part of the Guides, and one of the things the Rangers did was help with Cubs and Brownies, so I was delighted when I was asked if I would like to help with a Brownie pack, and I did that for about a year, or maybe longer. And then my own church Brownie pack was without a leader and I longed to offer to take over the pack but I didn’t want to do that because I didn’t want to be turned down. So I was delighted when I was approached to actually do that, and I did it for 15 years. And it really compensated for not working because it gave me an important job to do which took a lot of time but was very worthwhile.

And you took the Brownies on holidays. What were they like?

Yes that was towards the end of my 15 years. I didn’t do that when I first took over the pack; probably during the last five years when I was leader. Yes that was wonderful. We went for a whole week. I had other Guiders to help me but I did all the planning of the activities.

You were also involved  in the church. When did that kind of take place?

Well, during from the age of 12 really. In my twenties I helped in Sunday school…

Yeah.

… as well.

Would you describe religion as an important part of your life?

Oh yes. It gave me a faith, so I felt that the power of prayer is very relevant to me. People were praying for me and that encouraged me, and I think their prayers were answered.

OK. [Rustle of papers.] Sorry. Can I just move on to your later education? You took your exams after everyone else. When did you take your O-levels?

Well, it was my own initiative really. I felt that I was really making good progress physically, had a good rapport with children, and I decided that I’d like to be a teacher, and that I would like to teach disabled children. And I was lucky because there was a campaign going on at the time to attract mature students into teaching. They wanted mothers who had got their children off their hands and would probably go into teaching. So there were day courses run by the adult education authority in my borough, and I managed to join those classes at… But before that I went to evening class to just have a go at trying to get an O-level in English, and that took three years to get because I took other exams first. But that led on to me getting five O-levels in the end, GC O-levels, and then two A levels. I thought the five O-levels (which was the standard requirement to get into teacher training) would get me in, but unfortunately I wasn’t accepted for teacher training because of my disability, and that was very disappointing. 

What was it that made you want to become a teacher?

Because I felt I could do it.

And what -
I like children, they like me. I gained respect from my Brownies.

What was the experience of doing your O-levels and A-levels actually like?

It was very hard because I could only take on one at a time, and so I did by going to classes quite near to home. But then I went on to travel further. I joined Southgate Technical College, which is about three miles from my home. It meant travelling on public transport, which I could now do. It meant using a tape recorder to tape record lectures and make notes from them.

And why was it that eventually you chose not to pursue teaching?

I wasn’t allowed to.

And how did that make you feel?

Terrible. I was very angry and it was a shock because I had such a lot of confidence; I thought all I needed was five O-levels to get on the course and I didn’t consider my disability as a barrier. But everybody else did except for a very few people that encouraged me and fought for me, without success.

And do you think that was a manifestation of the negative attitudes that you encountered?

Yes. I really came to the conclusion that... because I went as an observer to a school at the suggestion of the principal that interviewed me for the teachers’ training college that I applied to first. I went once a week to a school to observe what was involved in teaching, and I realised that the headmaster gave a very negative report about why he thought I couldn’t make it as a teacher, and pointed out the things I wouldn’t be able to do, and then I realised that teachers didn’t want to admit that a disabled person could do their job. I’m sure that was the hardest thing for them to do.

Mm. Later on you chose to do a degree. What was this in and what was the study like for it?

It was in English and History. First of all I thought that might get me into teaching so I chose English and History. I found it much easier than the former studies; I got much more help. By this time I was able to type on an electric typewriter, and when it came to actually sitting the exams for the degree I was allowed double time to take the exams whereas for my O and A-levels I was only allowed half an hour. That was after a long negotiation – they wanted to give me 10 minutes extra time at first – so to be allowed double time for my degree and allowed a break during the exam, because a three-hour exam would take six hours, it was just fantastic. And I gained a lot of support.

What effect did that have on your confidence and self-esteem.

A lot of confidence and I really enjoyed it. The other students were all very supportive. I just was one of them.

Later on you got a job as a social worker.

No.

No?
No. Never a social worker. I worked for Social Services…

That’s it. Sorry –  Social Services.

… for the Information Officer.

Yeah. And how important was this advice work for the disabled community, do you think?

Well, it led to doing advice work. The first job was actually collating and collecting information for social services. I had somebody supervising me who was a librarian and information officer and I learnt a lot from him.

And do you think this work was important, kind of as a reference point for the disabled community?

Well it was because it was at a time when disability was becoming on the public agenda. There was more public awareness because in the 1970 Chronically Sick and Disablement Act – Disabled Person’s Act – that meant that there was much more provision for people with disabilities, from their own councils.

Yeah.  

And then we were approaching 1981, which was the first International Year for Disabled People, so it was good time to get into working in a disability field.

If you were to reflect on your life so far, do you have any major ambitions still, or any regrets from your time?

No. I’m pleased with how my life has turned out; I think I’ve had a very rich experience of life which I hope that I can pass on the benefits to other people, and especially from my book.

What social opportunities have been available to you in adulthood?
Well, only from my own efforts really; I think learning to drive, which was a major contribution to leading a normal life socially and being able to go on holiday independently, just with a friend.

So do you think driving has affected your later social life and made it easier for you?

Oh I really couldn’t have done anywhere near as much without being able to drive. I probably couldn’t have worked without being able to drive because public transport was fine for a little while but then there were difficulties because I was getting older.

Yeah. What was the major motivation for writing your autobiography?

Cos I want to share my experiences with other people. I also want to educate professional people because I have suffered from their ignorance, and I want people to know what it’s like to be disabled and the ridiculous barriers that people put up against disabled people, through ignorance.

And do you think you’ve achieved that with your autobiography so far?

Well, I’m trying to. It depends on how well it will sell.

Yeah. Well is there anything you’d like to add at the end to kind of...  that hasn’t been mentioned so far?

I think you’ve covered most of it. It’s an abridged version of my life. [Laughs.] It’s very much abridged. There’s a lot I’ve had to leave out, but I hope that will inspire people to read my books.

OK. Thank you very much, Joan.

Thank you.

Joan, how excited were you when you actually finished your autobiography?

Well I can’t believe that this pile of loose papers that I’ve been going through, because I’ve had to proofread it so many times, I can’t wait now to see it, the actual book form bound together. It’s taken me at least six years to write, maybe longer. It’s been very hard but when the book is finished then the real work begins because it’s got to be proofread so many times. I’ve used an awful lot of photographs that are very valuable I think to my book, but it has been hard work making sure that they match the right chapters and the right headings are put with the photographs. That’s been quite hard work.

Do you consider it the major achievement of your adult life?

Well that remains to be seen. I think it’s too soon to say that, but it’s something that I’m glad that I had done because I’ve always said I wanted to write my story.

And what was the name of the book again?

I Cannot Walk But I Can Crawl.

And who is the publisher?

And it’s got a sub-title: ‘Living with Cerebral Palsy’.

And the publisher?

Paul Chapman Publishing.

Right.

In association with Scope.

Thank you.   
[End of recording.]
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