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1.  Introduction and welcome
The Chairman thanked everyone for attending and extended a warm welcome to David Newell and Gill Windle who were attending their first meeting of the Steering Group.

2. Apologies

A. Bayer, P. Hollingworth, I. Thomas, A Rosser, J. Naji, C. Thomas-Wylie, P. Hobson, M. Warner, R. Williams, S. Hatch, E. Morgan, T. Woods, C. Twining, J. Powell.
3. Notes of Steering Group meeting held on 8th March 2007
3.1 The notes were accepted as a correct record of proceedings. 
3.2 Matters arising:-

Item 8a - Special Project Funding.
Professor Woods informed members that the contractual arrangements between CU and BU were finally agreed during the early summer. The initial attempt to recruit a Research Officer during July/August had not been successful and the post was in the process of being re-advertised. 
During discussion, Dr Handley explained that there was support in principle to developing the Euro HD register for NEURODEM purposes, subject to agreement of specification. It was also noted that useful “opt-in” type data bases had  been developed by DeNDRoN colleagues in Newcastle and Oxford.  Finally, it was agreed that the Research Officer, once appointed, should conduct an appropriate option appraisal as a matter of urgency.

Action: BW/GM  

Item 8b - Research Portfolio Development Fellows.
Members were pleased to note Dr Gill Windle’s appointment as RPDF, to replace Dr Kate Jones; and Professor Julie Williams agreed to convey the good wishes of colleagues to Dr Paul Hollingworth who was currently on paternity leave. 

4. Portfolio 
Members were pleased to note the wide range of studies which had been included in the following five sections of the NEURODEM Cymru Portfolio (Section 3, Annual Report 2006/07) :-

A. UK wide studies with sites in Wales

B. Wales collaboration in multi-centre studies

C. Studies led from Wales with probable UK CRN eligibility

D. Industry funded studies

E. Locally funded studies, studentships etc.

It was noted that eligible studies could be submitted, with support from NEURODEM’s Research Portfolio Development Fellow(s), via DeNDRoN, for inclusion on the UK CRN data base. To date, Dr Clare had experienced some administrative difficulties with the registration of COG REHAB whilst Dr Hindle reported that the PROMS-PD study, in terms of recruitment, was already benefiting from Clinical Study Officer support.  
Two new large scale research projects were reported, for inclusion in the portfolio:

a) AD genome wide association study to identify susceptibility genes, using current samples in 7 centres. PI: Professor J Williams, CU. Funder: Wellcome Trust. Award: £1.28m. Start: October 07.

b) Evaluation of reminiscence groups of people with dementia and their carers, in 8 centres. PI: Professor B Woods. Funder: HTA programme Award: £1.2m. Start: December 07. 

There was a strong consensus in support of collating information within the portfolio about relevant PhD studentships, which potentially represent the next generation of NEURODEM Cymru researchers. 
Following discussion, it was agreed that members should continue to send information about all new studies to the NEURODEM Coordinator (or RPDF) on a regular and timely basis. 
Action: all members
5. Research Practitioner Network (RPN)
It was noted that five Clinical Study Officers had been appointed in April/May, in support of three thematic research networks - NEURODEM, MHRN and LDAN. There were two CSOs based in Cardiff, two in Swansea and one in Bangor. Interviews for the second Bangor post would be held during the first week in October.
CRC Cymru / Velindre NHS Trust had also established RP Manager posts (one per NHS Region), and new appointees for north Wales (base at Glan Clwyd Hospital) and Swansea had been made during the summer. RP Manager, south east Wales (Cardiff) currently vacant.

In conclusion, Professor Woods gave a brief overview of the advantages of utilising CSO support in research and explained that registering studies with NEURODEM Cymru was a necessary pre-requisite.  
6. ‘Brain Bank’ 

Professor Woods explained that an outline proposal had been submitted via WORD to the 2007-2013 programme of EU funding under Priority 1, Theme 1 of the Convergence Programme. Consequently, it had been necessary to include an indication of the outputs, in terms of support for local businesses; and results, such as the number of jobs created, within the bid. 

During discussion it was noted that the aim of the application, also supported by the mental health and the epilepsy research networks,  was to secure monies to fund more translational research in Wales, nurture excellence and develop an infrastructure with economic benefits which covers the whole of the research continuum.  It was seen as complimenting the links between researchers in Wales with existing, disease specific, brain banks in England and overseas. There were four core elements to the application, which was totally dependant on the availability of relevant neuropathology services and the support of allied scientific and technical staff:-
· Dedicated staff in the convergence area to maximise participation and ensure short post-mortem delays

· Transport, logistics, preparation and storage: a good infrastructure and skilled input required in preparing samples for storage.
· Development of  two new cohorts of people aged 65 and over 
· New research fellowships and studentships.
Responding to concerns expressed regarding the use of convergence in the context of all-Wales working, Professor Woods explained that the outline bid did not make any assumptions regarding where samples might be stored or analysed, and that the intention was to add resources that would complement and facilitate all-Wales working. In conclusion, members asked that they be kept informed of progress in respect of the bid.
Action: BW

7. User Carer Participation (UCP) Programme
The report, prepared by Ian Thomas, for the period up to 31 August 2007 was received. It was noted that the following would take place during the next quarter:

· preparation of UCP consent form

· development of a more formal set of relationships with Carers Wales

· establishment of dedicated sessions for UCP programme.

Action: IT  
Diane Seddon agreed to forward details of “Involving consumers in NHS research”, to the Coordinator, for the attention of the UCP stakeholders.

Action: DS
8. DeNDRoN Update
A brief update was presented on each of the following:

· Annual Conference, July 07 – Several NEURODEM Cymru members in attendance.
· Operational Study Group – Bob Woods and Anne Rosser had attended the most recent meeting in July.  
· CSG: Huntington’s Disease – Olivia Handley reported that the group had been successful in submitting several studies, via DeNDRoN, for inclusion on the UK CRN data base.  It was noted that those studies running in Wales would therefore be automatically eligible for inclusion on the NEURODEM Cymru portfolio. Three day training event, hosted in Cardiff, planned for June 2008. 

· CSG: Parkinson’s Disease – John Hindle gave an account of ongoing activity to develop proposals that reflect current NICE recommendations.
· CSG: Primary Care – Linda Clare outlined the group’s scoping exercise and research agenda including the development of a minimum data set for pre-screening practice populations for studies.
· CSG: Dementia – Bob Woods described the allocation of working groups, which provided a focus for psychological interventions, vascular dementia and stroke.
· CSG: Methodology – It was noted that Tony Bayer and Olivia Handley had been invited to join the newly established group. Awaiting details of first meeting. 
9. Spring 2008 Conference
The following suggestions were submitted for possible inclusion in the programme:-

· Collation of evidence to highlight success of initial funding phase, and proposals for ongoing sponsorship

· Showcase of high quality research in Wales, with particular emphasis on translational research

· Facilitate further discussion / development of outline proposals for special interest groups originally convened at the inaugural conference, March 07, relating to [1] dementias [2] Parkinson’s disease [3] Huntington’s disease and other conditions
· Choose a venue that is appealing to stakeholders, including attendance for CPD purposes

· Focus on old age psychiatry, e.g. work of memory clinics

· Vascular dementia.

The Chairman thanked everyone for participating and agreed to consider all the suggestions prior to circulating an outline programme for comment.

Action: BW 

10. Any other business  
Julie Williams informed colleagues that she would be giving a lecture at an Alzheimer’s Research Wales event later in the week, and would be pleased to include information about NEURODEM Cymru in the presentation. Bob Woods agreed to forward suitable power point slides.

Action: BW 
11. Papers for information:
The following were received:
· NEURODEM Cymru Annual Report 2006/07

· NEURODEM Cymru Progress Report 1, 2007/08: April to August 07

· LLAIS, Briefing Paper 2 – Language Awareness in Health and Social Care Research Governance, July 07.

12. Date and venue of next meeting: To be held Spring 2008 by means of videoconference, date to be announced.
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