
Wales Dementias and Neurodegenerative Diseases Research Network

- NEURODEM Cymru
Notes of third Steering Group meeting held at the Metropole Hotel, Llandrindod Wells on Thursday 8th March 2007
Present
Dr John Hindle



North West Wales NHS Trust

Dr Peter Hobson



Conwy & Denbighshire NHS Trust 
Dr John Gallacher



Cardiff University

Dr Tony Bayer 



Cardiff University
Dr Olivia Handley 



Cardiff University

Dr Christina Maciejewski


Cardiff & Vale NHS Trust

Dr Ian Thomas



Alzheimer’s Society

Professor Johannes Thome 

Swansea University

Professor Anne Rosser


Cardiff University

Professor Julie Williams


Cardiff University

Mrs Carol Thomas-Wylie


Motor Neurone Disease Association

Dr Huw Morris 



Cardiff University

Professor Bob Woods (Chairman)
University of Wales Bangor

Mr Gareth Morgan (Coordinator)

University of Wales Bangor
1.  Chairman’s business

A warm welcome was extended to everyone, especially those members who were attending their first meeting.

Members joined Professor Woods in expressing their sympathy to Dr Charles Twining (Carers Wales representative on Steering Group) and Mrs Lesley Prendergast (Information Officer, NEURODEM Cymru) who had both been recently bereaved.
2. Apologies

M. Warner, R. Williams, J. Meara, D. Seddon, D. Linden, L. Clare, S. Hatch, E. Morgan, T. Woods, C. Robinson, C. Twining, J. Powell, L. Jeffes, J. Neal, A Crook.
3. Notes of Steering Group meeting held on 3rd October 2006 

3.1 The notes were accepted as a correct record of proceedings. 


3.2 Matters arising

Item 2b. Identification of other interested parties

It was noted that Dr Jim Neal (Pathology), Alison Crook (Pharmaceutical Industry) and Leigh Jeffes (MS Society) had accepted invitations to join the Steering Group but were unable to attend the present meeting.

4. Brain Bank 
The Outline Proposal, 5 December 06 was received and members were informed that it had been forwarded by WORD colleagues to other WAG officials with responsibility for developing the framework for the proposed European Convergence Fund in Wales.  Members expressed their strong support for the proposal and discussion focused on several arguments in favour of a Wales Brain Bank as highlighted in the proposal, including: increased scope for research across conditions/disease areas, the interest of other TRNs (MHRN-C and WERN), capacity to increase tissue collection in Wales, access and cost of brain bank in London (as experienced by Alzheimer’s Disease Research Team, CU). 
It was acknowledged that there would be no feedback from WAG for 2 or 3 months and consequently agreed that the matter be considered at subsequent meetings. 

5. DeNDRoN Clinical Study Groups

The CSGs were established during the summer of 2006 and included the following members from Wales:

· Professor Bob Woods – Dementia CSG

· Dr Huw Morris, Dr John Hindle – Parkinson’s disease CSG

· Professor Anne Rosser– Huntington’s disease CSG (Chair / Associate Director DeNDRoN)
· Dr Linda Clare – Primary Care CSG.

It was noted that Wales did not currently have any members on the Motor Neurone Disease CSG. There was a general discussion about the way CSGs would function and it was envisaged that the processes would be firmed up during the next 6 – 12 months.

Following discussion, Dr H Morris informed the group of a potential research project which the Parkinson’s Disease Nurse Specialists in South Wales would like to develop. It was decided that the Research Fellow: Portfolio Development (see item 8b) could provide the most appropriate support in the first instance.
Action: GM 
6. CRC Cymru: portfolio data base flow chart 

The information was received and further details were anticipated with interest.

The flow chart initiated much discussion about the “adoption processes” and the role of research networks/CSGs in [a] identifying research themes that require sponsorship, and [b] facilitating robust proposals to apply for research funds. There was a consensus that NEURODEM Cymru should endeavour to be as influential as possible in both respects.    
7. Research Practitioner Network – recruitment of Clinical Study Officers

Interviews had been held during the previous week to appoint Clinical Study Officers in Bangor, Cardiff and Swansea. It was anticipated that there would be a minimum of three appointments made (1 in each centre) and a maximum of six CSOs (two per  centre) as a result of the first phase of recruitment. Further information to be circulated as soon as arrangements are complete. 

Action GM 
The CSOs would be employees of CRCC and function as a shared resource  between NEURODEM Cymru, MHRN-C and LDAN. Chief Investigators will need to contact the relevant Academic Lead/TRN Director to discuss CSO support for projects. The main role of CSOs would be in recruitment to studies, support for practitioners and users/carers so that they are engaged in research, and to assist with research governance/ethical approval procedures. 
Action CIs 
8. Project developments
8a. Special Project Funding: Data Manager
The NEURODEM Cymru proposal was successful (September 06) although contractual arrangements had yet to be finalised and consequently it was not possible to identify a start date for the 1 year project.

8b. Research Portfolio Development Fellow
WORD had allocated funds to appoint one (WTE) Research Fellow post following receipt of NEURODEM Cymru’s application. Professor Woods explained that the agreement would constitute an extension to the current WORD contract and extend until November 2008 (in the first instance). Discussions were currently ongoing between UWB (BW) and CU (JW) to explore the possibility of appointing two Research Fellows (0.5 WTE).  Further information would be circulated to colleagues as soon as possible.

Action: GM
9. First Annual Conference: feedback and assessment
Members considered the conference to be useful, interesting, positive experience. However, there was scope to attract more practitioners to future events and it would be prudent not to arrange a conference near the end of the financial year when most training budgets were spent. 
10. Progress Reports to WORD: September – November 06, December 06 – February 07 
The reports were received. Members were pleased with their concise nature.
11. Current research projects: NEURODEM portfolio
It was apparent that not all members had received a copy of the current NEURODEM portfolio / list of active projects. It was envisaged that the portfolio could be subdivided into the following categories: 
- studies on UKCRN portfolio running in Wales 
- other studies sponsored in Wales 
- small scale research initiatives, e.g. postgraduate projects. 
Consequently, in addition to providing details of all relevant research in Wales, the contents of the portfolio would provide the basis on which decisions would be made to allocate Clinical Study Officer support for studies/trials. 
It was agreed that:

-  the list of current research projects would be circulated to all members with the notes of the meeting.

Action: GM

- members would inform the NEURODEM Coordinator of additional research projects which need to be included on the portfolio.
Acton: All

12 Papers for information:
9.1 LLAIS, Briefing Paper 1 – Language Appropriate Practice in health and social care - Received.

9.2 UKCRN Working with Industry - Received.

13. Date and venue of next meeting:
The next meeting to be convened by means of videoconference, details to be circulated, at 2pm, Monday, 24 September 2007. 
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