
FORMING THE SERVICE USER ADVISORY GROUP  
The group comprised nine service user advisers from across Cambridgeshire, 

with mild-moderate LD and additional mental health and/or behavioural 

needs. Some members had had contact with the criminal justice system; all 

had experiences of disadvantage and exclusion. None had previous 

experience of self-advocacy. 

 

After an introductory event, meetings were held every 2 months for more 

than 2 years. Initially, these focussed on the meaning of ‘research’ and included 

practical training in quantitative and qualitative methods.   

Group members’ engagement was supported through: 

 Personal folders containing easier-read information about each event;  

 Identity badges to give advisers similar status to the researchers; 

 Home visits by a ‘research buddy’ to prepare them for meetings and 

resolve potential barriers to attendance; 

 Transport support including meeting advisers at bus or train stations, 

support in development of independent travel skills; 

 Payment and lunch at the rate advised by INVOLVE.  
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BACKGROUND 
In response to the  Winterbourne View scandal, our studies aim to provide evidence as to how best community services can meet the needs locally of men and women 

with learning (intellectual) disabilities and additional mental health and/or behavioural needs (including offending).  One of these studies is a longitudinal prospective 

mixed methods study, ‘Service User Journeys and Stakeholders’ Experiences’. In this, we examine the outcomes and experiences of this group of service users (and 

care-givers, referrers and team members), and service costs, following referral to a local community specialist team for people with learning disabilities.  

This poster describes the contribution to the study of a service user advisory group. 

CONTRIBUTIONS TO THE RESEARCH PROJECT 
The advisers have: 

 Assisted in selecting standardised measures, and developing introductory 

letters, information sheets, consent forms and service user interviews; 

 Challenged our preconceptions of the boundaries of health and social care; 

 Contributed, and continue to contribute, to the dissemination of the emerging 

findings to inform policy and practice. 

 

REFLECTIONS 
 The service user advisory group provides an example of how men and women who are regarded as ‘hard to reach’ can contribute to health and 

social care services research. The service users acted as advocates for the involvement of a group that is often marginalised, even within learning 

disabilities;  their voices are very rarely heard; 

 However, running an effective advisory group requires a great deal of time and resources. It involves much more than an ‘add on’ to routine PPI;  

 With hindsight, the advisory group should have been established earlier, during the development of the research;  

 The contribution of service user advisers is not confined narrowly to the research project. It also provides opportunities for researchers to form 

longer-term working relationships with men and women whom they might otherwise only encounter as research participants. 

Pictured left to right: presenting a workshop at the national INVOLVE 2012 conference; having fun at a group meeting; on the train to visit a team base; presenting to the theme advisory group; group 

discussion. 

Extract from service user consent form in easier-read format. 
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EXPERIENCES OF THOSE INVOLVED 

The advisers have given 

us different insights 

into the realities of the 

lives of people with 

learning disabilities. 

We’ve built such a 

good friendship over 

the years. 
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