Examples of User Involvement in National Research
NPEU and BLISS
The National Perinatal Epidemiology Unit tried to set up a trial to monitor the long term effects of dexamethosone, a corticosteroid given to premature infants. This included asking adolescents to complete a questionnaire highlighting what they could and couldn’t do, which would be used with assessments made by teachers to compare them with their peers. The MREC felt that it would be distressing for parents to realise that their children were different to their peers and, as a result, they did not approve the research. BLISS, the premature baby charity lobbied the MREC, making it clear that parents already knew their children were different and that they wanted their children to be involved if it could provide useful lessons for others. BLISS were, however, conscious that many parents still equated research with experimentation, potentially making them reluctant to take part. The charity developed patient information explaining what an RCT was, their rights and responsibilities if they took part. Staff at BLISS offer support and advice to parents and children before, during and after the research ; they also train staff and volunteers working on research with families.

MRC Prion and Autism Studies
The MRC established a Consumer Liaison Group in March 2000 to advise on ways of promoting effective user involvement. As a major funder of human and animal research, the MRC was also keen to ensure it could respond to consumer interests and concerns about research. Members of the CLG have been involved in a wide range of activities including

Parents of young people diagnosed with variant CJD were invited to be part of the steering group on the MRC’s Prion study. Participants, driven by their personal experiences of the disease and motivation to find answers, were felt to be a strong independent voice on the Committee, their ‘naïve’ questions often getting to the heart of the issue under discussion.

An autism lay group was set up by the MRC to review the existing literature on autism with researchers and identify future priorities for research. The group consisted of autism charities, parents of autistic children and 2 members of the CLG. The group produced a comprehensive report which highlighted the need to refine case definition, develop better epidemiological studies to determine the extent of the condition, conduct more integrated research into defining risk factors and mechanisms for the disease and develop hypotheses about the role of abnormal physiology for testing.

User involvement in Local Research
Initial research conducted by staff in Infection and Immunity suggested that sexual health services were not meeting the needs of the local Bangladeshi community. A project was set up to identify why patients from this group were not accessing services. To oversee the research a steering group which involved the Brick Lane Youth Development Association, Social Action for Health, the East London Mosque, advocacy, clinical and academic stakeholders. The project found a number of key gaps in the service, often resulting from failure to address confidentiality concerns or cultural beliefs. As a result 2 Bengali speaking health advocates have been recruited for the Ambrose King Centre, along with a Bengali speaking health adviser. The Steering group is still active, providing a link for information and advice between the NHS and the local community.
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