Shout Out working with the Sunlight Development Trust 
Background: Shout Out is a self advocacy group for adults with a learning disability and meets in Medway, Kent.  The group started in 2006 with support from the Sunlight Development Trust.  At first there were eight members but over the years the group has grown and now has over 50 members.  It meets every week.  Most of the members of Shout Out feel that they have very little choice and control of their lives, and in the decisions that affect them.   However, the group has set up a social enterprise to raise awareness of their needs as well as to generate income.  Members have given learning disability awareness training to people working in the public sector, such as Police Community Support Offices, doctors and a range of health and social care students and professionals.  They have also met with a number of public sector organisations to challenge the lack of employment opportunities made available to people with a learning disability.

As Paula Gill from the Sunlight Development Trust says, “they are a truly inspiring group who command respect from those willing and open to hear what they have to say.”

The objectives: Sunlight Development Trust ran a research design project as part of the South East Regional Empowerment Partnership programme.  This project supported some members of Shout Out to explore ways in which adults with a learning disability can have a greater influence.  The group used their own experience, knowledge and ideas to produce a questionnaire that can be used by adults with a learning disability to undertake further research among their peers.  Four members of Shout Out worked on the design of an Easy Read questionnaire asking for the opinions of other adults with a learning disability about the choice and control they have in their lives.  

The process:  members of the group were employed as research workers, recruited through a rigorous process.  It was felt that it was important to give the workers paid work since they were to be doing a proper piece of research work, and this in itself was empowering.  However, it proved to be hard to find out the implications of short-term part-time work for those who were on Incapacity Benefit.  The support and advice given by Jobcentre Plus was not suited to people with a learning disability and was at times contradictory.  This proved to be such a stumbling block that some people lost interest in applying.   This was not an empowering process and is perhaps one of the first lessons to be learned!  Six people were recruited although one dropped out after the first meeting as he found another job.  Once people had taken the job, there were still problems clarifying how much benefit they could still receive.  

The group started work in early February, meeting eight times.  They pooled their ideas which arose from their direct experience of being a person with a learning disability.  The work was hard, but through discussion and drawing ideas on flip charts, the ideas began to take shape.  They looked at alternative ways of asking people questions and decided that an Easy Read questionnaire would be the best way, together with an audio CD.  They also decided they wanted to make a DVD to let organisations know how they should include people with a learning disability.

The content:  the Easy Read questionnaire is short but to the point and is accompanied by an audio CD.  It’s designed to be asked by people with a learning disability.   The questions are designed to find out what choice those interviewed have in their lives, whether they feel listened to, and if they have someone to go to if they are not happy.  The group also made a DVD showing how organisations can include people with a learning disability in forming their decisions.

The outcomes: outputs from the project were the Easy Read Questionnaire and an accompanying audio CD.  It is hoped that this can be used soon by and with people with a learning disability, analysed and fed back to service providers which would be a good outcome.  The DVD gave important messages to service providers on how to include people with a learning disability, whether that is through surveys, leaflets of meetings.  It gives examples of Easy Read format, and tips on how best to include people in meetings.  Practical suggestions include showing that you have understood by feeding back what the person with a learning disability has said; shaking your hand and smiling – and above all “what people forget is to give me feedback.”  Showing this DVD to a range of service providers and/or using it as a training tool will be an excellent outcome from this project.

Outcomes for the participants were profound.  The evaluator met with three of the original group and asked them about their experiences:

 “I liked it and would do it again but I might not because of sorting out the benefits.  It was like banging your head against a wall.”

“It was good but hard work.  I went home with headaches.”  

“It took a lot of time to put together the questionnaire.  We really had to use our brains.”

“I’ve got more confidence now.  I go to my tenants’ association meetings but find it hard to follow.  I can’t read the minutes because the print is too small so I don’t know what is going on.  Now I’m going to ask them to print the minutes bigger and perhaps to get pictures.” *

And why did they want to get involved?
“I want to have more say in what I want in my life and to do more on my own.  I want to find out whether other people are going through the same things I’m going through.  Carers help you out but do things for you and I want to be more independent.”

The evaluator asked them what they would like to do next:

“We could ask people attending Day Centres across Medway and get the views of other people with a learning disability.  We’d get the feedback and take it to the Council.”

