CYMDIETHAS Alzheimer’s 

The NEURODEM Cymru: User and Carer Participation (UCP) – Quarterly Report 4 November 2007.

This report covers the period from the start of August 2007 to the end of November 2007.

The emphasis in this quarter has focused on the consolidation of the structure, suggested amendments to the process, and the raising of awareness of the programme.

Activities 

1. Meeting with new lead within CRC. The meeting concentrated on sharing knowledge as to how the user involvement works, and how dementia forums were structured. It was agreed that an invite for attendance would be made for the next dementia forum in January 2008.

2. A full forum for people with dementia was held in October 2007. At the forum participants were made aware of the programme and the types of participation involved. Forum feedback was exceptionally positive and the following actions were noted:

a. That the users were keen to participate and asked as to when research proposals would be coming forward.

b. That the focus of the next forum should be entirely around information of existing research projects, preferably in the form of a presentation.

3. A brief update on UCP & NeuroDem Cymru progress was given to the Wales Neurological Alliance.

4. A large NeuroDem Cymru presence and branding was present at the University of Glamorgan Dementia Update conference held on the 29th November. Funds from the UCP budget were made available for 20 places – all of which were taken up by users and carers. The focus on the conference was around connecting research with practice, and how research and epidemiological factors were used to progress knowledge of, and about dementia. There was also a presentation on how carers were affected by dementia

5. A sessional worker, Irene Hughes, has been used to assist with the administration of user forums. Irene recently retired as a training manager for a large unitary authority, and has experience of working with vulnerable groups including people with learning disabilities, and people with mental health problems.

6. Contact has been made with the Unit for Development in Intellectual Disabilities (UDID) at the University of Glamorgan. A meeting is to be convened in early 2008 to discuss the issues in research around safety of participants, and confidentiality. 

      Process for UCP – A MODEL FOR ENGAGEMENT

Following the initial discussion with UDID, a suggested amendment to the model for engagement (below) has been proposed. Literature on best practice suggests that vulnerable people who are participants in research often feel isolated following their contribution because there is no active feedback once the lay summary has been passed to the research team.

It is therefore asked that NeuroDem Cymru ensure that, once lay summaries have been commented upon, and research undertaken, that participants be given feedback as to how the research is progressed and concluded.  The purpose of this is to ensure ‘closure’ for user participants. It should fall to the lead on UCP to disseminate information to participants from research teams.

UCP Model for Engagement 

a. When a proposal is received by NEURODEM Cymru concerning proposed research, it should be accompanied by a ‘lay summary’ of what the research intends to achieve. The summary should be clear, concise and should explain in lay terms the clear benefits of the research.

b. The lay summary should be forwarded to the UCP project board along with any other relevant supporting material for consideration. Depending on the nature of the research the project board should then consider the best means by which to engage users and carers, and within which specific neurological condition.

c. A named person within the UCP project board will then move the lay proposal to the relevant user and carer along with a consent form, a ‘soft contract’ between the project board and user/carer, and any relevant information around payment and expenses. 

d. After the designated time for consideration has elapsed the user/carer will submit reports back to the UCP project board contact. The UCP project board will then be responsible for the collation of reports and ensure that they are then passed through to the relevant person within NEURODEM Cymru. 

Next steps

1. Dementia research forum in January 2008.

2. Update list of participants

3. Take proposal on feedback to NeuroDem Cymru 

4. Further meeting with UDID.

Annex 1

Key principles

1. Plan and implement the UCP programme so that service users and caregivers in all parts of Wales are fully integrated into NEURODEM Cymru initiatives.

2. Work closely with Carers Wales, and other voluntary sector partners (including Parkinson’s Disease Society, Huntington’s Disease Society, Motor Neurone Disease Association and MS Society*) to ensure that the views, interests and expertise of people experiencing the relevant range of disorders are at the core of the NEURODEM Cymru’s work programme.

3. Work closely with the Clinical Research Collaboration – Cymru: Involving People (Cynnwys Pobl) Infrastructure Support group.   

General aims

1. Increase recruitment in research studies and broaden the opportunity for service users and caregivers to be actively involved.

2. Facilitate involvement of service users and caregivers by building upon existing examples of good practice in Wales.

3. Act as a resource to assist service users and caregivers wishing to undertake research for the first time.

4. Adopt and broaden the Alzheimer’s Society QRD process in order that lay people, primary caregivers and service users, are able to establish the priorities for research projects to be run on the NEURODEM Cymru network.

Objectives

1. Establish a methodology, to be agreed with the NEURODEM Cymru Executive Team and Steering Group, whereby each research proposal received by NEURODEM Cymru is rated by a number of service users and caregivers and only those achieving a score above a threshold go onto further consideration. 

2. Develop and implement an agreed training programme to support service users and caregivers in the UCP programme.

3. Develop guidance, and any necessary training initiatives, to ensure that researchers in Wales are able to develop meaningful “lay-summaries” for the benefit of service users and caregivers.

4. Maintain a register of service users and caregivers who could be invited to join teams who are preparing research proposals or responsible for implementing research projects. 

5. Arrange adequate training and support for the registered service users and care-givers who will be required to work alongside research teams and to engage in a variety of tasks including monitoring progress and suggesting ways of increasing involvement.

6. Support allied initiatives within NEURODEM Cymru, such as information and communication strategies, including web site development. 

Monitoring arrangements

Alzheimer’s Society Wales will provide the Network Director and Co-ordinator with regular quarterly   progress reports.  

