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      Introduction

      A major pressure for change in the way that social welfare services were provided and organised in the latter half of the
        twentieth century came from the voluntary sector. In this course, you will hear from three generations of members of Bedford
        Mencap society, describing how they brought pressure to bear for more community facilities aimed at people with learning difficulties
        and their families.
      

      The audio clips were recorded in 2000.

      Participants in the audio clips:

      
        	
          Brenda Nickson, founder member of the branch, whose son was born in 1955;
          

        

        	
          Fay, a near-contemporary of Brenda's, who played a major role in getting holiday accommodation for the branch's members;
          

        

        	
          Ann and Michael Tombs, in their fifties at the time of the recording, they have played a key role in Bedford Mencap for many years;
          

        

        	
          Beryl, who has been a volunteer welfare visitor for many years;
          

        

        	
          Kim, whose son was 16 at the time of the recording in 2000, and is one of the few younger people in the branch.
          

        

      

      This OpenLearn course provides a sample of Level 2 study in Health and Social Care.
      

    

  
    
      Learning outcomes

      After studying this course, you should be able to:

      
        	understand that individuals can promote change

      

      
        	give examples of how the establishment of Bedfordshire Mencap has offered support to parents of children with learning difficulties.

      

    

  
    
      1 A history of Bedfordshire Mencap

      Mencap (ENABLE in Scotland) is one of the UK's largest and best-known voluntary organisations. It was founded in 1946, when
        Judy Fryd, the mother of a daughter with learning difficulties, wrote to the magazine Nursery World, asking other parents of children with learning difficulties to write to her (Shennan, 1980). They did, in large numbers.
        One parent, Rene Harris, recalled the impact Judy Fryd had on her:
      

      
        Yes, yes she was the founder of the movement. Wonderful woman. I was absolutely inspired by her. I was so moved because she
          said everything that was on my mind. Until I read her article ‘4,000 lame chicks’ in the Sunday People, the only other people that I knew were Mr and Mrs R. who were friendly with my sister-in-law. They had a Downs boy, Alan.
          I didn't know it happened to anyone else.
        

        (Quoted in Walmsley, 2000, p. 117)

      

      From that very simple act by one individual sprang a major national pressure group. Rene herself went on to found the Luton
        branch of what was then called the National Association of Parents of Backward Children in 1955, and this was but one of 200
        branches with 12,000 members founded in the decade 1946–56 (Walmsley, 2000, p. 117).
      

      You might ask, as one of our testers did, why it was at this time that parents began to present a united front. This is a
        difficult question to answer – however, you might get some ideas from listening to three generations of parents from Bedford
        Mencap, reflecting on the way things have changed since the founding of the local society there in 1955. You will be asked
        to listen to these clips in Section 3.
      

    

  
    
      2 Pressure for change

      Bedford Mencap was founded in 1955, as a branch of the National Association for Parents of Backward Children. It provides
        services for its members, such as the Welfare Visitors Scheme, and also campaigns for change at national and local levels.
        When the branch was founded there was no provision for families other than the advice to put their child into a mental handicap
        hospital. Now, partly due to the efforts of Mencap, there is far more on offer. However, you'll shortly be hearing that while
        some older members believe that the pendulum is swinging too far in the direction of independence and inclusion, younger members
        are frustrated that Mencap is too conservative, and want a greater commitment to inclusive education and supported independent
        living.
      

    

  
    
      3 Audio activity

      The three clips included in this section are taken from interviews with parents who contributed to the development of the
        Bedfordshire branch of Mencap.
      

      As you listen to the clips, make notes on why change was needed, and on what pressures for change the speakers mention.

      
        
          Clip 1

        

        
          
            Brenda Nickson, whose son has a learning disability, talks about her own experiences, and about how the organisation was set
              up.
            

            
              
                Audio content is not available in this format.

              

              Clip 1

              View transcript - Clip 1

            

          

        

      

      
        
          Clip 2

        

        
          
            Michael and Anne Tombs talk about how Mencap provoked changes in care provision for people with learning disabilities.

            
              
                Audio content is not available in this format.

              

              Clip 2

              View transcript - Clip 2

            

          

        

      

      
        
          Clip 3

        

        
          
            Helen Robinson talks to Beryl McLennan abut the Welfare Visitors Scheme. We also hear from Kim Bell, who presents the views
              of younger members of Mencap.
            

            
              
                Audio content is not available in this format.

              

              Clip 3

              View transcript - Clip 3

            

          

        

      

    

  
    
      4 Comment on the audio clips

      
        4.1 Why was change needed?

        Brenda Nickson highlights the absence of any support when her son was young; ignorance in the medical profession; the need
          for respite care, leisure provision, and some contact with other parents with similar problems.
        

        Ann and Michael Tombs also mention the need for more services; the importance of a pressure group demanding changes; the need
          for a campaign to ensure that people with learning difficulties got treatment in hospital for things like cataract operations;
          alternatives to hospital care for long-term provision.
        

        Beryl McLennan talks of the need parents had for information, for befriending, for practical support in applying for benefits.
          Latterly she has added Asian families to her list because their needs were not being met.
        

        However, the need to exert pressure for change is not just a thing for the past. Kim Bell, a younger parent, with a 16-year-old
          son, believes Mencap needs to change more radically, to reflect the interests of younger people who expect more than special
          schools and residential provision.
        

      

      
        4.2 What pressures for change were exerted?

        The emphasis is very much on the impetus individuals gave to change. Jim Nickson in particular seems to have been a man with
          energy and vision. The parents set up their own services where they were missing – a holiday chalet, swimming sessions, a
          club where young people could meet, above all the long-established Welfare Visitor Scheme. They campaigned for services in
          the community as an alternative to hospital admission. A strong theme is that work they started was often taken up by the
          local authority later and provided through the statutory sector.
        

        Less obvious, but also important, was greater visibility for families with children with learning difficulties. That, says
          Ann Tombs, was the big contribution of the 1971 Education Act which gave people the right to an education, however severe
          their impairment, and meant they were visible in the community as they travelled to and from school. Brenda Nickson and Rene
          Harris (quoted in Section 1) both indicate how isolated they felt, not knowing other families in similar situations. Mencap changed that.
        

        There are now new pressures for change within Mencap itself. Kim Bell believes that it's too heavily dominated by older parents
          who do not adequately represent what her son's generation demands – independent living, work opportunities, fully inclusive
          education. She believes that the name itself needs to change with the times.
        

      

    

  
    
      5 Conclusion

      From the point of view of the contributors in the audio clips, the work individuals have done to promote change is the most
        obvious source of pressure. Working together, they see that parents have had a major impact over the past 50 years.
      

      However, you can also discern the impact of ideas here, the idea that parents were ‘no longer primarily working-class objects
        of suspicion, but respectable, often middle-class people “burdened with care”, deserving of more public sympathy and support’
        (Walmsley, 2000, p. 119). And new ideas about full citizenship for people with learning difficulties are beginning to shape
        Mencap’s agenda too (Mencap, 2001).
      

      In terms of the power to set the agenda, Mencap's contribution was to shift the question from ‘how can mental deficiency be
        controlled?’, the question that dominated the debates prior to and after the 1913 Act, to ‘how can parents be supported in
        their task of bringing up children with learning difficulties?’.
      

    

  
    
      Keep on learning
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      Clip 1

      Transcript

      
        Helen Robinson

        The National Association of Parents of Backward Children was formed in 1946, an organisation we now know as Mencap. 

        First, one of the founder members talks about her experiences of caring for her son with a learning disability, before the
          advent of the society, and how the society was set up. 
        

        

      

      
        Brenda Nickson 

        Well my name's Brenda Nickson, and I had my son in 1955, and I was just told that he was a mongol, as they were called in
          those days, and there would be no future for him. He'd probably die when he was five. He wouldn't probably, well shall I say,
          he'd probably not live longer than five, and the best thing for us to do was to put him in an institution, which of course
          ... needless to say, my husband and I were just so horrified, we just picked up our bags and left, and had a good ... well
          I had a good weep. Of course, I think I spent the first two years crying. And we were just left then. 
        

        And at that time, of course, nobody acknowledged you to any great extent. My mother-in-law wouldn't acknowledge that there
          was anything different from Roger that except he had a bad heart. And I was referred to Hammersmith, and he went in for the
          investigation to see ... X-ray the heart, to see what holes were in it. When we went to collect him, the specialist said that
          he was very sorry but he couldn't do anything for Roger and, in any case, he would still be a mongol. And it was the last
          remark that really shook us because we knew perfectly well he was going to be a mongol. That could never be repaired.
        

         In those days, the baby clinic was once a month in the village. And the health visitor notified my husband and I that there
          was going to be a meeting in the town of people interested in setting up a branch of the Society for the Parents of Backward
          and Handicapped Children, and would we like to go? And I think my son was four months old then, so it was very early on in
          the circumstances, and we said, “Yes”. 
        

        I can't remember how many people there were there. I was the only one with a baby. All the others had practically, you know,
          growing up children. And then the ... so they decided then to form the branch of the society. There was no such thing as respite
          care or carers, or anything at all. There was just nothing.
        

        And so the aim was to see about that ... helping each other, we were ... it was a self-help society, of course ... and to
          try and get all of them recognised as people. You see, respite care was the culmination of a long effort, because the first
          sort of respite was having a night out at a club. That was one evening that the parents had without their offspring. And that
          was the first sort of respite for the parents, to get initiated into letting their children go somewhere where they weren't
          in charge of them. 
        

        And that was another thing, you see, and the society ... well the members that ran the society, were adamant that there's
          no reason for their offspring not to have a club to go and meet, like other children ... other people did ... and have activities
          of their ... that they could do. 
        

        

      

      
        Helen Robinson 

        Brenda's husband, Jim, became chairman of the society and, along with other members, he worked hard to improve the facilities
          and services available to their children. As Fay Bunyan explains, respite for parents and breaks for families were their priorities.
          
        

        

      

      
        Fay Bunyan 

        Whenever parents got together, one need appeared to be ... and it came up time and time again ... was holiday accommodation,
          where we could take the children. They could have a holiday in private without being stared at, where they could take the
          other children as well. Many of their children never had a holiday, especially the more handicapped ones. And we fancied a
          caravan or a holiday chalet ... and eventually Mr Nixon tramped round East Anglia looking for sites ... and he came.up with
          a site of a chalet in Winterton. And, having got it, he said to me, “You've made more noise than anybody else about this.
          There it is. You look after it”. So I had the job of furnishing it, with the help of quite a lot of local businesses that
          were very, very generous. Social services, yes, were a little bit, “It's not going to work and l hope you know what you're
          doing,” but we ignored those completely. Some parents said they wouldn't use the chalet, and they gradually came round to
          it. 
        

        

      

      
        Helen Robinson 

        Brenda is certain that, when it came to establishing provision for parents and children, the voluntary sector laid the ground
          work for the statutory services. 
        

        

      

      
        Brenda Nickson 

        A lot of the services that are there now really are developed from the fact that this started as voluntary services. I mean,
          who would have thought of them putting a swimming pool in Saint John's? I mean, we used to take the boys, you see ... holidays
          ... and they went swimming. And, naturally, Jim thought, “Why can't we take ... perhaps go swimming with them?” And he got
          permission to have a swimming session at the college on a Saturday morning, twelve to one, when nobody else wanted it, providing
          ... we had to supply our own supervision, of course, and everything.
        

        And so the aim was to see about that ... helping each other, we were ... it was a self-help society, of course ... and to
          try and get all of them recognised as people. You see, respite care was the culmination of a long effort, because the first
          sort of respite was having a night out at a club. That was one evening that the parents had without their offspring. And that
          was the first sort of respite for the parents, to get initiated into letting their children go somewhere where they weren't
          in charge of them. 
        

        And that was another thing, you see, and the society ... well the members that ran the society, were adamant that there's
          no reason for their offspring not to have a club to go and meet, like other children ... other people did ... and have activities
          of their ... that they could do. 
        

        

      

      
        Helen Robinson 

        Brenda's husband, Jim, became chairman of the society and, along with other members, he worked hard to improve the facilities
          and services available to their children. As Fay Bunyan explains, respite for parents and breaks for families were their priorities.
          
        

        

      

      
        Fay Bunyan 

        Whenever parents got together, one need appeared to be ... and it came up time and time again ... was holiday accommodation,
          where we could take the children. They could have a holiday in private without being stared at, where they could take the
          other children as well. Many of their children never had a holiday, especially the more handicapped ones. And we fancied a
          caravan or a holiday chalet ... and eventually Mr Nixon tramped round East Anglia looking for sites ... and he came.up with
          a site of a chalet in Winterton. And, having got it, he said to me, “You've made more noise than anybody else about this.
          There it is. You look after it”. So I had the job of furnishing it, with the help of quite a lot of local businesses that
          were very, very generous. Social services, yes, were a little bit, “It's not going to work and l hope you know what you're
          doing,” but we ignored those completely. Some parents said they wouldn't use the chalet, and they gradually came round to
          it. 
        

        

      

      
        Helen Robinson 

        Brenda is certain that, when it came to establishing provision for parents and children, the voluntary sector laid the ground
          work for the statutory services. 
        

        

      

      
        Brenda Nickson 

        A lot of the services that are there now really are developed from the fact that this started as voluntary services. I mean,
          who would have thought of them putting a swimming pool in Saint John's? I mean, we used to take the boys, you see ... holidays
          ... and they went swimming. And, naturally, Jim thought, “Why can't we take ... perhaps go swimming with them?” And he got
          permission to have a swimming session at the college on a Saturday morning, twelve to one, when nobody else wanted it, providing
          ... we had to supply our own supervision, of course, and everything.
        

        But, when it was first mentioned, I can remember they said, “Good heavens, you're not thinking of taking these sort of children
          swimming?” That was the attitude. “Who on earth do you think will go to look after them?” It went like a bomb.
        

        

      

      Back

    

  
    
      Clip 2

      Transcript

      
        Helen Robinson 

        After they became aware that their son, Sandy, had a learning disability, Anne and Michael Tombs also became involved in Bedfordshire
          Mencap. They believed the society did provoke changes in care provision for those with learning difficulties.
        

        

      

      
        Anne Tombs 

        Yeah, well I think Mencap's been very important, right from the very beginning. I feel that it was pressure from parents,
          and from parents’ organisations, that led to the complete change we've had in the last fifty ... more than fifty years ...
          in a time when people just went into an institution, to the position we're in now, where people have rights and have a choice
          of occupation, and a choice of residential provision. 
        

        

      

      
        Michael Tombs 

        As it developed, it did get a lot of people involved, whose relatives were in the institutions. I refuse to call them hospitals,
          because they're not really hospitals at all. They were just institutions. And they took a different view. They felt that,
          you know, the provisions should be centred round them. They could improve them, they thought, a lot. But they didn't really
          envisage the complete shift in the basis of provision that did develop eventually. We strongly promoted residential care,
          and that was enough to alienate a lot of the people with relatives in the hospital, because they didn't want that. 
        

        

      

      
        Anne Tombs 

        I mean, I think the Education Act in particular was ... is the most important ... and the Chronically Sick and Disabled Persons
          Act as well. The change from health to social services was all part of that recognition, that there should be services in
          the community. And I think that was largely because parents were saying, “We want something better for our children, who are
          in the community, and we don't want them to go into institutions. And we don't think that's the right place for them”. 
        

        

      

      
        Helen Robinson 

        With the closure of the long stay institutions, people with learning difficulties necessarily achieved a greater visibility
          in society. But voluntary societies, like Mencap, still found prejudice in health and social care.
        

        

      

      
        Michael Tombs 

        One of our members needed a cataract operation, and the local hospital refused to do it ... we were told. And so we quite
          simply said, “Right, we'll raise the money, have it done privately. We will give this maximum publicity, and we'll march up
          and down outside the hospital waving banners”. And the hospital, and presumably the consultant in question, just changed their
          mind. And I believe the operation was carried out fairly quickly. And that was just the watershed. Before that, they wouldn't
          ... or at least they were extremely careful about admitting people with learning disabilities.
        

        

      

      Back

    

  
    
      Clip 3

      Transcript

      
        Helen Robinson 

        In order to create greater awareness of people with learning difficulties, it was important for Mencap to disseminate information
          and create a supportive network of parents. One of its most successful ventures has been the Welfare Visitors Scheme ... thanks
          in part to committed volunteers like Beryl McLennan. 
        

        

      

      
        Beryl McLennan 

        I think Mr Nixon probably thought there was a need for welfare visitors, because a lot of people didn't come forward to join
          Mencap. They weren't involved, so there's lots of people out there with children and adults with a handicap that that weren't
          getting the help and support. I mean, it was obvious social services couldn't personally visit every family with a problem,
          so he came up with this idea. And he got together with social services. So it wasn't just, you know, him on his own. He did
          it property with ... we had a member of social services all the way in the planning stage, and everything. 
        

        I think it's made a lot of difference, especially as befriending, because a lot of people ... I think sometimes you think
          you're the only one. You're the only one with a handicapped child or adult. You're the only one, you know, coping. And then
          you find out there's more. And another way it's helped is with benefits, because a lot of people were not getting their right
          benefits. They didn't know what benefits they should have, and nobody told them. 
        

        

      

      
        Helen Robinson 

        Beryl recently won an award for long service to the society. She's seen the community she serves change, presenting fresh
          challenges.
        

        

      

      
         Beryl McLennan 

        At one time, I don't think I had any Asian families on my list at all. Now I think about ten percent of my list is Asian families.
          I mean, it did start at Saint John's school. They got a group together to get Asian parents together, because they really
          felt they were isolated, especially in their community, when they did have a handicapped child. And they asked me to go along
          as a welfare visitor, to advise on grants and benefits, that type of thing. And that's how I initially got to know families
          ... Asian families ... and that's many, many years ago, and I'm still visiting them. 
        

        Things have changed because we've now got Asian families very much involved. I find that the children ... school age children
          ... tend to translate, if the mums haven’t got much, you know, English language. But it's all worked out quite well really.
        

        

      

      
        Helen Robinson 

        The move towards complete integration into the education system and the community has been welcomed by many parents, though
          some regard these developments with caution. 
        

        

      

      
        Anne Tombs 

        It's going too far with the idea of progressing towards normality because, after all, people have got a learning disability,
          or a mental handicap, and so they do need a lot of support, and help. And I do think that it's up to the younger parents now,
          who've perhaps come up with greater expectations to see if those things can work in the future. 
        

        

      

      
        Helen Robinson 

        Younger committee member, Kim Bell, says there's been a definite shift in expectations. 

        

      

      
        Kim Bell 

        I do feel that sometimes, at committee level, often it’s views of older people with learning disabilities that are being aired.
          There's not a lot of new people coming in with younger children. For instance, going back to education, a lot of new parents
          wish their people ... their children ... to go to school within the local community, whereas the people with older children
          fought for special schools. And that's what they wanted, but the current law does say that children should be going to their
          local schools. 
        

        Our aim is for Simon to be able to be as independent as possible, living in his own flat with or without a friend, to be able
          to go off to work two or three days, to go off to college two or three days. Barnfield College gives a good service every
          Friday. He goes now with his friend. So he has his leisure, his social activities, as well as an independent but useful life.
          He does have a lot to offer. 
        

        

      

      
        Helen Robinson 

        And terminology also provokes debate between the generations. 

        

      

      
        Kim Bell 

        I think it was last year, they had their fiftieth anniversary. And I had hoped ... as a parent ... that they would take that
          year to change their name because Mencap ... we all know what Mencap, you know, stems from, and I just think it's the wrong
          impression. Mentally handicapped is not what we want to hear. And, if you listen to client groups - people with learning disabilities
          who meet together - they don't want that term either. 
        

        

      

      
        Helen Robinson 

        Mencap's aspiration have developed and moved on. Founder member, Brenda Nickson, hopes this process will continue.

        

      

      
        Brenda Nickson 

        It's only the people involved in the problems that can see ways ahead. And, as new ideas come, I hope that they will be accepted.
          You see, the whole attitude of the world of ... of the approach is so ... has jumped so much you know, that I just hope that
          it goes on.
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