Why do people with learning difficulties want to tell, and share, their stories?

Recollecting and sharing stories, making sense of our lives seems to be part of our humanity. For people with learning difficulties, as with other groups who have experienced oppression, their stories, their voices have often been marginalised and excluded. It is not surprising therefore that for some the telling of their stories has been such a powerful experience. Below is an attempt to highlight comments made by narrators who have been residents in long stay institutions for people with learning difficulties:

Being heard; being listened to

Not being heard at all and/or being misrepresented has often been the experience of people with learning difficulties, particularly those with lives spent in large long stay institutions. The very fact of being listened to, being believed, is a key motivating force. 

Jean Andrews, with the support of Sheena Rolph, had her life story published. In reflecting on this achievement Jean wrote:

‘It is important really because then I can tell people what jobs I’ve had in my life. I keep telling people, but they don’t believe it, because they don’t believe that I was ever put in a place like that. It’s so people can understand what I’ve been doing. It has let people know what I’ve been doing in my life, and what I’ve been through and one thing and another and just to let them know that I’ve been pushed from pillar to post! I mean, that’s the life we used to have.’

This sentiment of being heard, of knowing about their life, was expressed by a participant in a former Royal Albert residents’ reminiscence group who proclaimed proudly: “I know about the Royal Albert! I know about the Royal Albert!”

Contributing to a sense of identity and increasing confidence

The Carlisle Research Co-operative wrote an article called ‘We are all in the same boat: Doing people led research.’ This co-operative in 2004 comprised 8 people, 6 of whom were labelled as having learning difficulties, the other two individuals acting in a role of ‘involved support’. They research aspects of the history of people with learning difficulties, and have just began a Heritage Lottery Funded project to explore this history in relation to wartime Cumbria. In reflecting upon the importance of history to them the group writes in their article:

‘We think that sharing history and experiences gives people a common bond.  It makes them feel stronger about fighting for change.  If people feel they are alone they will feel they cannot change anything because it is too big to change things alone.  People’s experiences give confidence to other people to make changes and move on, we have seen this happen in our own group.’

In considering the purpose of people with learning difficulties recollecting and sharing their histories, the editors of the book Forgotten Lives argue that: ‘the study of history can contribute to a sense of identity.’ Part of personal identity is a sense of our own history; and ‘a sense of the history of a group to which we belong, whether we like it or not, by virtue of our label, may be equally important for a sense of group identity.’ Other groups whose lives have been excluded from mainstream history have recognised the importance of discovering their own history e.g. a group of Jewish women in introducing a collection of biographies had a stated aim to ‘challenge the stereotyped assumptions about who Jewish women were and what their lives were like.’ 

Feelings of pride

Potts and Fido said that people wanted to tell their stories and for these to be heard. They said of the process of sharing stories: ‘As people have talked, they have learned to value their own history and become increasingly confident and determined that the public should know what life has been like for them.’

With the help of Dorothy Atkinson of the Open University, Mabel Cooper wrote and published her life story. This was very important to Mabel who said:

‘I think it was nice for me to be able to do something, so that I could say “I’ve done it”. It made me feel that it was something I had done. You’ve got something so that you can say, “this is what happened to me”. Some of it hurts, some of it’s sad, some of it I’d like to remember. My story means a lot to me because I can say, “This is what happened to me”, if anyone asks. So it’s great, and I will keep it for the rest of my life. I will keep the book.’

She also says: ‘It’s an achievement with me being in St. Lawrence’s for so many years, and not knowing anything else but St. Lawrence’s. I thought it would be nice to let people know what it was like, and to let people know how difficult it was for someone with a learning disability, and who was stuck away because of that. I thought that people outside should know these things because they’re not aware of it at the moment and I think it would be nice.’

In the introduction to the book Forgotten Lives, in which Mabel’s story appears, the editors write:

“One of the most important things for Mabel is that her story is written down. Although she cannot read it for herself, it is important that other people can do so. It represents a sense of achievement. It is undoubtedly a source of pride. But above all she has, as she explains below,”something to show” for the life she has lived. The institution itself has subsequently been demolished but Mabel’s life story remains. She says she will keep it as long as she lives. In its published form in this book, it will live on beyond Mabel’s life time as a testimony to the era in which she lived and the system in which she was caught for much of her life.’

Contributing to self awareness; overcoming guilt and shame.

Mabel Cooper had her life story published, much of it focusing upon experiences of institutional life. In reflecting upon her life Mabel was able to identify historical forces at work, realise that much of her early life can be explained by being in the wrong place at the wrong time – it was not her fault. Mabel reflected upon the wider social and historical context in which her experiences find their place.’ Mabel explored three themes:

1. Institutions exist because of people’s fear of difference. 

2. About this Mabel said: ‘For people like me, and a lot more, you know, people were frightened of us. So in them days they said OK, there’s nowhere for you, you get shut away in the big institutions. If people are different then other people get frightened. I still see it. People are frightened of people like me, and a lot more, because we’re different. I go into schools now, and talk to the children, and I’ve been invited back to the schools… But, you know, they were frightened, they even told me, the children. They’re frightened of people what are different.’
3. She was sent to an institution because of policies operating in UK at a particular point in time. In other words it was an accident of birth. Again Mabel says:

4. I got into to the system very early. It was only because I had the learning disability, they’ve found that out now. I was born at the wrong time. Because I always say to the children, if I was young again I would like to have gone to the school, and learnt all the things I don’t know now. The only thing is, when you start going in places like that, they label you and that’s it.’
5. Once in an institution you are in an enclosed and separate world. Mabel states:
‘St. Lawrence’s was all I knew for years, it was all I knew until 15 or 16 years ago. When you’re in there you don’t know anything else. There was nice people like Eva, she was nice, I got on with her. You had your doubts about some of them but in the end you knew they had to do the work, so you can’t, it’s not their fault, it’s just they were…’
That others will understand and learn from past mistakes

Mabel Cooper, Gloria Ferris and Mary Coventry all worked with Dorothy Atkinson and had their accounts published in a book entitled Good tImes, Bad Times: Women with Learning Difficulties Telling their Stories. At the time of publication all were living outside an institution, although Mabel and Gloria has spent many years in St. Lawrence’s Hospital, a large long stay institution in Surrey. In the early 1970s this hospital housed over 2,000 people. The three of them were very clear that they wanted the following people to read their stories:

‘People with learning difficulties; people we live with, our carers, family and friends; social workers, and other social services workers; teachers and researchers; doctors, psychiatrists and psychologists; TV and newspaper reporters and politicians.’

And they want their stories to be heard so that people can learn from past mistakes. Their main concern at the time of writing (late 1990s) was that people still lived in long stay hospitals and in ‘big homes in the community.’ 

‘We are telling our stories so that people today learn from our experiences and do things differently, now and in the future. If they don’t listen, and they don’t make changes, then all those things that happened in the past might happen again in the future. And we can’t have that.’

More specifically they wanted the follow messages they want to be taken from their stories are:

· ‘We want people to know what life was like in the past. We want people like social workers and MPs to understand, to know what it was like to be put away all those years in long-stay institutions. We want all the rest of the institutions to close down.’

· ‘We want people to feel ashamed of what used to happen and what still happens, and to realise that no one can learn if they live 20 or 25 years in an institution. Probably they didn’t realise what they were doing because they were frightened of us. But we were frightened too. Now there’s no excuse for not knowing. It’s all in our stories.…

· ‘The main message is: include people, don’t exclude them. What can you learn if you are shut away from life? You need to involve people in every part of life and in all things.’ 

To be treated differently – with more respect, less fear.

By sharing their stories Mabel, Gloria and Mary say that:

‘We want people to stop using names like ‘mental defective’ and ‘imbecile’ like they did in the past. We want people to stop saying ‘mental handicap’ like they sometimes still do. We want people to stop calling us names and teasing us. We want people to use words sensitively and with care.’

In their oral history of Meanwood Park Hospital, Leeds Potts and Fido report one of the residents saying that:

‘I’d just like people to know so they can realise what it was we’d to go through. It’s not true what was written down! They did it just to keep us locked up, so that people would think we were mental!’

Jean Andrews whose story appears in Good Times, Bad Times says:

‘People think that when you’ve been in them type of places, they think we’re stupid, they think we don’t know nothing, but we’re not! I’ve got as much sense as any one else. Just because I can’t read or write very well, that don’t stop me from doing things, do it?’

As already quoted above, but worth repeating, Mabel Cooper is well aware of people’s fear, and how sharing stories may help break down barriers:

‘For people like me, and a lot more, you know, people were frightened of us. So in them days they said OK, there’s nowhere for you, you get shut away in the big institutions. If people are different then other people get frightened. I still see it. People are frightened of people like me, and a lot more, because we’re different. I go into schools now, and talk to the children, and I’ve been invited back to the schools… But, you know, they were frightened, they even told me, the children. They’re frightened of people what are different.’
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