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Foreword

This first annual report of NEURODEM Cymru covers the period from the inception
of the network, on 1% December 2005, until 31* March 2007, a period of 16 months in
total. There have been three main points of focus during this initial preparatory setting
up and development phase.

e Firstly, there has been an internal focus, on establishing a strong,
collaborative, open and inclusive network, with structures and processes that
are fit for purpose, good channels of communication and clear roles and
responsibilities for all involved.

e Secondly, it has been essential to develop constructive working relationships
with a number of other groups and networks in Wales, as NEURODEM plays
its part in the Clinical Research Collaboration Cymru. There are shared
interests with other Thematic Research Networks to pursue, in joint proposals,
for example; a need for collaboration with Infrastructure Support Services to
ensure high quality research proposals; and a need for close liaison with the
Coordinating Centre in order to access the Research Professional Network, to
take forward support for NEURODEM projects operating in Wales.

e Last, but by no means least, because the UK Dementias and
Neurodegenerative Diseases Research Network (DeNDRoN UK) was
established at almost the same time as NEURODEM Cymru, it has been
important to work together to ensure that the particular situation of the
devolved nations has been taken fully into account in the development of
DeNDRoN’s structures and processes.

This report documents a great deal of progress that has been made in each of these
three areas, and no doubt future annual reports will be able to show how these
foundations have acted as a launching pad to enable a great deal more to be done in
tangibly supporting research and researchers in Wales. For example, in the first two
months of the following period a number of developments have occurred: these
include the appointment of an additional two half-time Research Portfolio
Development Fellows in March / April 2007, and the clarification of DeNDRoON’s
adoption process, which has enabled the first studies from Wales to be placed on the
UK Clinical Research Network Portfolio; the first Clinical Studies Officers have been
appointed to the Research Professional Network, with a brief to support NEURODEM
projects; and the funding for a special project developing an opt-in database has been
secured from CRC Cymru.

The progress made was especially evident at NEURODEM’s first annual conference,
held in Llandrindod Wells on March 8" 2007, attended by over 60 delegates. In the
keynote address, Professor Martin Rossor, the Director of DeNDRoN, showed clearly
how it was envisaged that NEURODEM could take forward, across the whole of
Wales, many of the facilitative functions of Local Research Networks in England,



ensuring that researchers in Wales are not disadvantaged in their efforts to secure
funding for high-quality research studies, whether operating solely within Wales, or
as part of multi-centre initiatives with centres in other parts of the UK. Other
presentations showcased some of the world-class research being undertaken in Wales,
in relation to the dementias, Parkinson’s disease and Huntington’s disease, as well as
outlining the role of users and carers in the research process. There was lively and
productive discussion at the first NEURODEM Research Development Group
sessions, which brought together researchers, practitioners, users and carers and
relevant voluntary organisations. It was clear that two years down the track, the
enthusiasm and commitment that was evident in meetings held in North and South
Wales in Spring 2005 as part of the Scoping Study that led to the funding of
NEURODEM, had been harnessed productively and that a firm collaborative basis
had been established.

Many of the presentations made at the conference may be viewed at NEURODEM’s
web-site: http://www.neurodemcymru.org/

Pictured below: Professor Martin Rossor, Director DeNDRoN UK and Professor
Julie Williams (Cardiff University and Steering Group Member) at the first
NEURODEM Annual Conference, March 2007.

Bob Woods
Academic Lead / Director
May 2007



Section 1

Overview of progress

1.1 Role and purpose

The mission of NEURODEM Cymru is to work towards the development of
a close, and mutually beneficial, collaboration between research and
health and social care with respect to the dementias and the
neurodegenerative diseases in Wales.

The aims of the NEURODEM Cymru are threefold:

To develop a health and social care infrastructure for the
dementias and neurodegenerative diseases which supports
clinical research and removes barriers to its conduct.

To ensure that research and development will be more closely
influenced by the issues and concerns facing service users,
care-givers, practitioners and service managers, commissioners
and planners.

To ensure that the results of research will have a greater
influence on service provision, with more consistent
implementation of evidence-based practice, and further
development of translational research.

NEURODEM Cymru has adopted the following objectives:-

Increase recruitment in research studies and broaden
opportunity for patients, carers and practitioners to be actively
involved

Involve more services in research studies

Facilitate involvement of patients and carers — building upon
existing examples of good practice

Increase links with basic science research and facilitate
translational research

Offer opportunities for researchers in Wales to initiate large-
scale projects

Facilitate the conduct of large, pragmatic trials of interventions
across Wales

Offer opportunities for people in Wales to participate in
projects initiated by researchers elsewhere in UK.

Bridge the gap between research and practice, through
dissemination of research findings and greater dialogue
between practitioners and researchers

Act as a resource to assist people, including patients and care-
givers, wishing to undertake research for the first time.



1.2 Work programme

Details of NEURODEM'’s planned three year programme are set out in Appendix
1 and the following information presents an overview of progress between the
inception of the network on 1 December 2005 and the 31 March 2007.

1.2.1 Network development
The following staff appointments were made as from the inception date on 1
December 2006: Director (1 session / month) - Professor Bob Woods,
Coordinator (2 sessions / week) - Gareth Morgan, Information Officer (3
sessions / week) — Lesley Prendergast, based at University of Wales Bangor.
Two half-time Research Portfolio Development Fellows have recently been
appointed, with Dr Kate Jones, based in Bangor, commencing on 1% March
2007 and Dr Paul Hollingworth commencing on 1% April 2007, based in
Cardiff. Arrangements are in hand to appoint a part time support service /
administrator post at Cardiff University, early in 2007/08. Following the initial
appointment of core staff, meetings were arranged with a number of key
individuals who subsequently agreed to serve on the Steering Group, which
first met in February 2006. An Executive Group of 10 members was
established, with leads identified for various specialist areas of work, and has
conducted business electronically as required. The Alzheimer’s Society, in
partnership with other voluntary agencies, has established a network of service
users and carers willing to contribute to research studies across Wales. A total
of thirty persons representing users/carers, researchers and practitioners have
contributed to the development of the network during the year as members of
the Steering Group. NEURODEM established its own web-site by June 2006
and there have been a number of initiatives to make the network widely
known, such as NEURODEM'’s presence and display stands at the following
conferences:-
e British Society of Gerontology conference held in Bangor during
September 2006
e All Wales Improvement Network (AWIN) for services for older
people, Conference, Llandrindod Wells, September 2006
e UK Dementia Congress, Bournemouth, November 2006
e Wales Psychiatric Society, Conference, Llandudno, November 2006
e International Psychogeriatric Society symposium on dementia
networks, Lisbon, May 2006
e Meetings of old age psychiatrists and geriatricians in Gwent, Mid-
Glamorgan and Dyfed
e National Dementias 2007 Conference, London, March 2007.

1.2.2 Relationship with other relevant networks and organisations within

Wales.
During 2006/07 NEURODEM Cymru established very useful links with other
research networks and support services in Wales. A significant amount of time
has been invested in developing working relationships with the Clinical
Research Collaboration Cymru’s Coordinating Centre (CRCC). Various texts
were submitted for inclusion in the CRCC Newsletter, on display banners and
other items of stationery. The most substantive joint working initiative was the
establishment of a joint framework for the Research Practitioner Network



(RPN) in partnership with the Learning Disability and Autism (LDAN) and
Mental Health Research Networks (MHRN-C). Successful interviews were
organised by CRCC during February and March 2007 to appoint the first five,
out of the proposed six, Clinical Study Officers (CSOs) to work on the RPN.
Links with MHRN-C are assisted by NEURODEM'’s Coordinator holding a
similar part-time position with  MHRN-C, and through Bob Woods’
membership of the MHRN-C Executive Group. Tony Bayer is a member of
the Older People’s Network (OPAN) Steering Group.

Discussions regarding joint proposals / joint working have been held between
NEURODEM members and members of OPAN, the Wales Epilepsy Research
network (WERN), the North Wales Trial Unit (NWORTH) and the Wales
Health Economics Support Service (WHESS).

Outside the Collaboration, regular reports have been provided to the Wales
Collaboration for Mental Health, which supported NEURODEM'’s
development, and there are close links with the All-Wales Improvement
Network for Mental Health for Older People, which is led by a consortium
including the Alzheimer’s Society and the Dementia Services Development
Centre Wales.

1.2.3 Recruitment to research studies.

During the year NEURODEM collated information about 25 research projects
ongoing or in set-up phase within Wales; twenty three of which were led by
members of the network in their capacity as Principal Investigator, Chief
Investigator or Co-investigator on the projects. This represented a total
research income of over £6 million. Further information about this portfolio of
studies is set out in Section 3 of this report. One of the roles of the Research
Portfolio Development Fellows will be to ensure that, where it is appropriate,
these and forthcoming studies will be entered onto the UK Clinical Research
Network database, and a mechanism for achieving this has been agreed with
DeNDRoN.

In September 2006 NEURODEM Cymru was successful with its application
for Special Project Funding from CRCC to develop a data base to support an
opt-in protocol for patients to consider, early in their patient journey at
Memory Clinics and Parkinson’s disease clinics across Wales, whether they
are happy to be contacted by research teams regarding participation in
projects. The data base will reflect a similar model developed by the European
Huntington’s disease network. Whilst the contract for the database project was
not awarded before the end of the year it is anticipated that the work will start
early in 2007/08. The proposed development of protocols for patients and
obtaining permission to opt-in to research studies will also roll over to year
two, as a result of the delay in appointing CSOs.

1.2.4 Relationship with UK Dementias and Neurodegenerative Diseases Network
(DeNDRON).
NEURODEM Cymru has established sound relationships with DeNDRON.
Five UK Clinical Studies Groups (CSGs) were established during 2006/07 and



the following researchers from Wales were appointed onto four of the CSGs as
a result of open competition:-

Professor Anne Rosser - Huntington’s disease CSG
(Chairperson)

Dr Huw Morris - Parkinson’s disease CSG

Dr John Hindle - Parkinson’s disease CSG

Professor Bob Woods - Dementias CSG

Dr Linda Clare - Primary and Social Care CSG

Professor Anne Rosser, in her capacity as Chairperson of the Huntington
Disease CSG, has been appointed a DeNDRoN Associate Director, reflecting
the importance of the Wales research group in the national and international
research activity on Huntington’s. Both Professor Bob Woods and Professor
Anne Rosser are also members of DeNDRoN’s Operational Steering Group.

Membership of UK CSGs has the potential to support “two-way traffic”. It
means that researchers in Wales have the opportunities to:-

- participate in a wide range of research projects running across the UK

as a whole

- lead projects incorporating sites elsewhere in the UK.
During 2007/08 it is anticipated that the CSG members will continue with
their established roles to lead on the development of local research groups
with a broader membership across Wales. It is also anticipated that DeNDRoN
will establish further groups, and NEURODEM will aim to ensure that
researchers from Wales are supported in participating in these groups.

Section 2. Summary of key outputs

2.1 Steering Group

The steering group includes representation from the major disease and carer
organisations in Wales, together with researchers from Cardiff, Swansea, Glamorgan
and Bangor Universities, as well as representation from relevant components of the
NHS and Social Services. This multi-disciplinary, multi-agency group has met three
times in 2006/7 to oversee NEURODEM’s work programme and copies of the
minutes of those meetings are included in Appendix 2.

2.2 User Carer Participation (UCP)

Alzheimer’s Society Wales has been designated as the lead agency responsible for
working closely with Carers Wales, Parkinson’s Disease Society, Huntington’s
Disease Society, Motor Neurone Disease Association and the Multiple Sclerosis
Society. Consequently, the views, interests and expertise of people experiencing the
relevant range of disorders are at the core of the NEURODEM research projects and
also contributing to the work of the CRC Cymru: Involving People Group.

Furthermore, members of the Alzheimer’s Society Quality Research in Dementia
(QRD) network across Wales have been involved in NEURODEM in a number of
ways. The User Carer Participation (UCP) programme has sought information from
the QRD volunteers in Wales around participation and user involvement issues.
Information has been sought from the core group of QRD volunteers at their regular



quarterly meetings. QRD members have also attended NEURODEM Cymru events,
most notably the First Annual Conference at which a QRD member took questions
around participation from attendees from the floor. Three active QRD members took
part in the conference. During the year, the size of the QRD network in Wales has
increased from 5 to 9 members.

Within the larger UK QRD network, there has been a number of awareness raising
items on QRD agendas as to the purpose of NEURODEM Cymru, and the functioning
of the UCP programme. QRD members will continue to be involved in consultations
regarding NEURODEM generally, and the UCP programme specifically. This is
likely to include participation of QRD in assisting with establishing users and carer
participation across Wales around the assessment of specific research proposals and
within research monitoring groups. QRD members already regularly act as monitors
for research projects funded by the Alzheimer’s Society in Wales.

2.3 First Annual Conference

Over sixty delegates representing service users / carers, practitioners and researchers
attended NEURODEM Cymru’s first annual conference in mid-Wales on March 8"
2007. The guest speaker was Professor Martin Rossor, Director of DeNDRoON UK.
The conference provided the opportunity to showcase some of the existing research
projects conducted in Wales and to outline plans for engaging service users and carers
in future research. Judging by the feedback from delegates it was a very productive
event which augurs well for the further development of well designed collaborative
research projects across Wales. Workshop sessions based around the main Clinical
Study Group topics acted as informal Research Development Groups, with a number
of potential topics and priorities for future research projects being identified; some of
these may be developed in Wales; some may inform NEURODEM’s CSG members
in their discussions across the UK.

2.4 Brain Bank

NEURODEM has established that within Wales there are a number of clinical
projects recruiting patients for research, which either do not have pathological
support, or collaborate with remote brain banks in England. Furthermore a specialist
facility within Wales will increase the participation in brain donor schemes and
greatly enhance the ability of researchers across Wales to secure external grant
funding for clinical neuroscience research. This is considered an essential component
in the development of world class clinical neuroscience research. Therefore, members
of NEURODEM have taken the initiative in developing an outline proposal for a
Brain Bank for Wales which will be a potential asset to research on the dementias and
neurodegenerative diseases in Wales and in respect of research on other neurological
and psychiatric conditions.

2.7 Publications

The publications listed in Appendix 3 are indicative of a productive output by
researchers in the fields of dementia and neurodegenerative diseases in Wales during
the years 2005 and 2006 (publications from 2000 to 2004 were listed in the Scoping
Study report, available on the NEURODEM web-site). Listed are over 100
publications in peer-reviewed journals, and wherever possible researchers working in
Wales have been highlighted, and an indication given of the institution(s) to which the
researchers are affiliated. The great majority of the researchers cited are affiliated to



NEURODEM, either directly or through membership of an affiliated research group,
and during 2007/08, NEURODEM will endeavour to take further initiatives to engage
with the remaining additional stakeholders with a view to increasing the network’s
activity further.

The publications cover the whole range from laboratory research, through clinical
trials and observational studies to papers on policy, and indicate the firm base on
which NEURODEM is able to build.



2.8 Research Output

Table 1: Summary of NEURODEM research output

Research Outputs Network Led Network Total
(number) Collaboration | (number)
(number)

Research Development Groups 4* 0 4

created

Clinical Study Groups created 0 4 4

New research questions generated 4 NK 4

New research proposals generated 3 NK 3

Proposals submitted for grant 2 NK 2

funding

Proposals funded 1 4 5

Ongoing research studies in 1 24 25

Wales

Participation in UK-wide trials 0 8 8

Publications  from  completed 0 51 51

studies (2006)

Total grant capture £740,000 £5, 510,000 £6,250,000

* Brain bank group; Dementias; Parkinson’s; Huntington’s.
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APPENDIX 1
Wales Dementias and Neurodegenerative Diseases Research Network

Three Year Work Plan

Network development

Year 1

a) Launch network with steering group / stakeholder meeting

b) Identify research leads and form executive group, to meet quarterly

c) Alzheimer’s Society, in partnership with other voluntary agencies, to develop and expand QRD
network in Wales

d) Establish web-site and virtual network of researchers, practitioners and patients / carers

e) Make network widely known e.g. Alzheimer’s Society conference, British Society of Gerontology
conference (Bangor, 2006), All-Wales Improvement Network for Mental Health of older people etc.,
etc.

Year 2

a) All-Wales Conference to be held at beginning of Year 2; Director of UK Network invited as key-note
speaker

b) Alzheimer’s Society continues to develop patient / care-giver panel; able to input to selection and
monitoring of research projects

c) Interactive web-based information and resources provided for network

d) Establish good channels of communication between network members in Wales and Clinical Studies
Groups; hold parallel meetings / seminars in Wales where appropriate.

Year 3

a) Second annual conference — highlighting studies running on the network

b) Further development of patient / care-giver panel

c) Interactive web-based information and resources continue to be provided

d) Maintain good channels of communication between network members in Wales and Clinical Studies
Groups; hold parallel meetings / seminars in Wales where appropriate.

Measurable outcomes

a) Number of patients / care-givers who are active members of QRD and associated network in Wales
increased greatly (current baseline 5)

b) Number of projects with active involvement of patients / care-givers demonstrably increased
(baseline to be ascertained: year on year growth expected)

c) Successful conferences as planned

Recruitment to research studies

Year 1

a) Appoint Research Professional Network, in conjunction with CRCC Cymru..

b) Develop protocol for patients to consider early in their patient journey whether they are happy to be
contacted by research teams regarding participation in projects; ensure compatibility with UK Network
scheme.

c) Establish regional presence; RPN visits to specialist clinics, seek agreement to implement protocol for
opt in procedure.

d) Permissions obtained to operate opt-in protocol.

e) Database developed to support opt-in protocol.

Years 2 and 3

a) Implement protocol through contacts developed in centres throughout Wales.

b) Update database with protocols sent/ e-mailed to central administrator.

c¢) Update website with numbers of participants available, maintaining confidentiality.



d) Receive and process applications for research collaboration. All new projects would be vetted on
scientific, ethical and practical criteria through steering group, including patients / care-givers.

e) For vetted projects, RPN would make initial contact with participants through database information,
informing them of research projects in progress and requesting indication of their participation.

f) Requirement for regular reporting on recruitment and progress of project.

g) Annual newsletter to all database participants and interested parties.

Measurable outcomes

a) Number of patients registering their willingness to be contacted regarding future research projects
(zero baseline — year on year growth expected; target 1000).

b) Number of externally funded multi-centre projects involving centres in Wales (baseline from scoping
study).

¢) Number of clinical and social care centres in Wales participating in projects for the first time.

Relationship with UK Dementias and Neurodegenerative Diseases Network

Years 1- 3

a) Develop working relationship with UK Coordinating Centre for the dementias and neurodegenerative
disorders.

b) Appropriate links made with UK Executive Committee (meeting monthly) and Adoptions Committee.
c) Appropriate links made with Clinical Studies Groups.

d) Compatible protocols / databases for opt in patient protocols.

e) Monitor developments in relation to Brain tissue banks across the UK, with a view to appropriate
arrangements being developed for Wales involvement.

Measurable outcomes

a) Number of researchers from Wales playing active role in Clinical Studies Groups (zero baseline —
new activity).

b) Number of multi-centre projects involving centres in Wales, operating on the UK network (zero
baseline — new activity).

Relationship with the Clinical Research Coordinating Centre Cymru and other relevant networks
and organisations within Wales

Year 1

a) Establish joint RPN framework with Learning Disability and Autism and Mental Health research
networks. Appoint staff to RPN, in conjunction with CRCC Cymru..

b) Establish framework for joint research fellowships between Learning Disability and Autism and
Mental Health and the Dementias and Neurodegenerative Diseases networks. To include peer review
and selection process, including patient / care-giver involvement.

c) Develop links with other networks as appropriate.

Years 2&3

a) Liaise with primary care network and generic RPN regarding recruitment to trials, where this is
appropriate.

b) Continue to develop and manage joint RPN framework with Learning Disability and Autism and
Mental Health networks.

c¢) Continue to develop research fellowships with Learning Disability and Autism and Mental Health
networks.

d) Ensure network members are appraised of resources and expertise available from CRCC Cymru,
AWARD and other groups.

Measurable outcomes

a) Joint Research Fellowships (dependent on funding).

b) Number of research projects involving collaboration between proposed network and other networks
(zero baseline — year on year growth expected).



APPENDIX 2

Wales Dementias and Neurodegenerative Diseases Research Network

Notes of the Steering Group inaugural meeting held at the Post Graduate Education Centre,
Llandough Hospital, Cardiff on Wednesday 22" February 2006

Present

Mr Tom Woods

Dr Peter Hobson

Professor Julie Williams
Ms Jennie Powell

Dr John Gallacher

Dr Tony Bayer

Professor Johannes Thome
Professor Bob Woods (Chairman)
Mr lan Thomas

Ms Jenny Naji

Ms Olivia Handley

Dr Huw Morris

Professor Morton Warner
Dr Linda Clare

Dr Charles Twining

Dr Diane Seddon

Professor Richard Williams
Mr Gareth Morgan

NHS Trusts in Wales

Glan Clwyd Hospital

Cardiff University

Cardiff & Vale NHS Trust
Cardiff University

Cardiff University
University of Wales Swansea
University of Wales Bangor
Alzheimer’s Society

Cardiff University

Cardiff University

Cardiff University

University of Glamorgan
University of Wales Bangor
Carers Wales

University of Wales Bangor
University of Glamorgan
Wales Collaboration for Mental health

1.Introduction and welcome

Professor Woods gave a brief outline of the work which had led to the submission of the joint bid for the
Wales Dementias and Neurodegenerative Diseases Research Network and the subsequent arrangements
— including the 3 year work plan - which had been approved by the Welsh Office for Research &
Development (WORD) in health and social care. A warm welcome was extended to all present at the
inaugural meeting of the Steering Group and Dr Bayer was thanked for his help in organising the
meeting, including arranging the venue and refreshments.

2. Apologies
J Meara, A Rosser, D Linden, C Thomas-Wylie, S Hatch, L Morgan, D Davies, C. Maciejewksi

3. Work plan: Network Development

a) Executive group: The following nominations were approved: Professor Woods, Dr Bayer, Dr
Meara, Professor J Williams, | Thomas, Professor Rosser, Professor Thome, Dr Morris, Dr Clare, Dr
Seddon. The group would take the lead on the adoption of studies, provide direction for the work of
dedicated employees within the research professional network (subject to their appointment), ensure
close links with similar initiatives in other parts of the UK and elsewhere. It was noted that Gareth
Morgan had been appointed as the Network Co-ordinator (1 day per week) to support implementation of
the work plan.
Whilst the Executive Group would endeavour to conduct its business by communicating via e mail or by
means of video conferencing, it was agreed that Steering Group meetings should be convened every six
months. Members were informed that the well established Huntington’s Research Network: UK and
Europe had adopted a formal constitution and it was decided to consider its merits at the next meeting.
Action: GM
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b) User/carer involvement. It was noted that this would be contracted to the Alzheimer’s

Society in accordance with the submission which had been approved by WORD.

Action GM/IT
The group supported the adoption of a twinned approach, as proposed by Dr Twining, in view of the fact
that users and carers often have very different needs.
Professor Warner indicated that the Welsh Institute for Health and Social Care (WIHSC), University of
Glamorgan was dedicated to applying the findings of research into practice and would be pleased to
collaborate.

c) Web-site. Members were unanimous in support of developing a web site to include list of
studies/current projects, publications data base, details of working groups/members/dates of meetings,
regular newsletter, agenda and notes of Steering Group meetings, relevant links. There was some
discussion about establishing different sites for researchers compared to others with a general interest,
and chat rooms. Finally it was decided to establish a relatively simple site, as soon as possible, which
could easily be maintained and updated regularly.

Action: BW/GM

d) Dissemination: It was agreed that suitable information about the network should be prepared and
disseminated at the following events:
- "Building R & D in Health and Social Care in Wales", 21 June 2006, Dylan Thomas Centre Swansea,
organised by AWARD (All Wales Alliance for Research and Development: mid and West Wales)
- Alzheimer’s Conference UK, September 06
- British Society of Gerontology Conference, Bangor, Sept 06
- Carers Wales, Annual meeting, Sept 06

Action: BW/GM
Similar information should also be sent to the R&D Directors, NHS Trusts in Wales.

Action: GM/TW

4. Work plan: Recruitment to research studies

a) Research Professional Network: Professor Woods explained that whilst WORD had
identified funds for a RPN, which would be contracted to the Clinical Research Coordinating Centre
Cymru, it had also acknowledged the need for a number of research practitioners (thought to be 6 posts)
to have specialist knowledge and experience in order to support studies associated with dementias,
neurodegenerative diseases, other mental health conditions affecting adults of working age and people
with learning disability. Negotiations were ongoing and it was noted that Professor Woods, together
with Professor Keith Lloyd (Mental Health Research Network) and Professor David Felce (Learning
Disabilities Research Network) had agreed to attend a contracts meeting with CRCC Cymru on 20
March.

b) Protocol for opt-in scheme for permission to be approached regarding future research

studies and requirements for database.

Following discussion it was acknowledged there was a need to adopt a formal protocol, to be approved
by the executive group in the first instance.
Action: GM/ExGp.
¢) ldentify existing studies that would benefit from RPN input
It was acknowledged that a data base should be established at the earliest opportunity. Members agreed
to send as much information as possible to Professor Woods about existing and proposed studies and
trials, prior to the meeting with CCRC Cymru on 20 March.
Action: All.

5. Work plan: Links with DeNDRoN UK

a) Local Research Networks in England: awaiting announcement of successful bids.



b) Executive Committee: Professor Woods had been invited to serve on the appointments panel
for LRNs, which had also included a representative from the pharmaceutical industry and from
user/carer groups. Hard copies of web page tabled for information.

c¢) Clinical Studies Groups: Seven CSGs were to be established to cover disease-specific and
cross-cutting areas. Professor A Rosser was to lead on the Huntington’s Disease CSG, and, as such, was
an Associate Director of DeNDRoN UK. Huw Morris (Parkinson’s) and Bob Woods (Primary and
social care) had been cited in the successful DeNDRoN proposal.

d) Brain Tissue Banks: Cardiff University is associated with a UK wide initiative to develop an
Alzheimer’s Brain Bank through their link with the Institute of Psychiatry at the University of London;
the initiative is sponsored jointly by the Alzheimer Research Trust and the Alzheimer’s Society..
Professor Thome gave a brief account of recent developments in Swansea which involved close working
with colleagues in pathology and, following discussion, it was suggested there may be scope in
convening a Welsh group of researchers with an interest in brain tissues.

Action: JT

6. Work plan: Links with CRCC Cymru and other networks
Bob Woods explained that Mike Owen had withdrawn from the Steering group, as he would be
an Executive member of CRCC Cymru.

a) Research Professional Network — await outcome of contracts meeting, 20 March.

b) Mental Health Network: shared network co-ordinator with WDNDRN and close links
established between academic leads.

c¢) Learning Disability Network: close links established between academic leads.

d) Older People Network: Dr Bayer serving on both network groups.

7. Brief title for the Network
Several suggestions were put forward including:

e DeNDRoN Cymru

e Wales DeNDRoN Cymru

e DemNet

e Other ??
It was acknowledged that a title would need to be adopted soon to facilitate communication with others
and the web site development. Following discussion it was agreed to invite all members to vote (via e
mail) on their preferred choice.
Action: BW

8. ldentification of other interests / individuals to be invited to participate:

The following was agreed:

Old Age Psychiatry — RCP Faculty to be invited to nominate representative.

Wales Industry Group — need to discuss representation with APBI.

Local Health Boards — to be invited to nominate representative.

Pathology — nominee proposed by Professor Thome to be invited to join the network.

Action: BW/GM

9. Any other business:

Jenni Naji and Olivia Handley gave a brief introduction to the work of the European Huntington’s
Research Network which is co-ordinated at Cardiff University under the Direction of Professor A
Rosser. Members were impressed by the network’s well developed data base of research subjects and it
was decided to make enquiries about the implications of adopting a similar design and methodology for
use across the WDNDRN.

Action: BW/GM

10. Date of next meeting: Tuesday, 3 October 2006, venue to be announced.



Wales Dementias and Neurodegenerative Diseases Research Network
- NEURODEM Cymru

Notes of second Steering Group meeting held at the Welsh Institute of Sport, Cardiff on Tuesday,
3" October 2006

Present

Mr Tom Woods NHS Trusts in Wales

Dr Tony Bayer Cardiff University
Professor Johannes Thome University of Wales Swansea
Mrs Elizabeth Morgan Cardiff & Vale NHS Trust
Professor Bob Woods (Chairman) University of Wales Bangor
Dr Olivia Handley Cardiff University

Dr Huw Morris Cardiff University

Dr Charles Twining Carers Wales

Mr Gareth Morgan (Coordinator) University of Wales Bangor
1. Apologies

| Thomas, J Gallagher, M Warner, J Meara, D Seddon, A Rosser, D Linden, C Thomas-Wylie, L Clare,
S Hatch, R Williams.

2. Notes of Steering Group meeting held on 22 February 2006

2a. Accuracy.
These were accepted as a correct record subject to including the following amendment:-

Item 8 — Identification of other interested parties. It was decided to make enquiries about the
possible inclusion of the MS Society on the Steering Group. Action GM

2b. Matters arising.

Item 3a: Constitution.
It was noted that the constitution for the European Huntington’s Research Network could provide useful
guidance for new studies to be run on the NEURODEM Network. The NEURODEM Cymru Steering
Group meetings would be convened and organised as described in the original submission (previously
circulated) to WORD.

Item 7: Title for the network.
Professor Woods thanked everyone who contributed to the debate and decision making process and
confirmed that NEURODEM Cymru had been nominated by a large proportion of members, and
subsequently adopted as the brief title for the network.

Item 8: Identification of other interested parties.
- Old Age Psychiatry. Awaiting response from all Wales group.
- Pharmaceutical Industry. There was concern about liaising with the Wales Industry Group which
focused on marketing, and it was decided that the “prescribing” members of the group should consider
more appropriate means of establishing contacts, with a view to acquiring some additional and
appropriate support for NEURODEM Cymru.

Action: AB/HM to lead

- Local Health Boards. Awaiting nomination to replace Alan Lawrie, CEO, Denbighshire LHB who
had recently taken up a new post in Scotland.
- Pathology. Dr Jim Neal to be invited to attend future meetings. Action: GM

3. Brain Bank

Professor Thome gave an overview of the meeting he had convened on 3 August 06, Chaired by Dr Huw
Morris. Dr Morris outlined the contents of a discussion paper, currently in draft form, which had
subsequently been circulated to those present for further comment. During the meeting it had been
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evident that there was much support for the concept of establishing a Brain Bank for Wales. However, it
was appreciated that such a development would incur significant infrastructure costs, some of which
may relate to the needs of NEURODEM Cymru and/or the Epilepsy Research Network. It was agreed
that the discussion paper would be circulated to members of the Steering Group as soon as it had been
approved by all members present at the meeting on 3 August. Action: HM

4. Work Programme

Professor Woods introduced the quarterly progress report for the period 1 June to 31 August 2006
inclusive. The following were highlighted during discussion:-

a) Activity 2 - User and carer participation. Mr G Morgan introduced the outline agreement which
had been developed in consultation with Alzheimer’s Society Wales. There was broad support for the
initiative and the following amendments were approved during discussion:

e Kaey principles, no. 2 - MS Society to be included with the other named voluntary sector
partners.

e General aims, no. 4.Adopt and broaden the Alzheimer’s Society QRD process in order
that lay people, primary care-givers and service users are able to establish priorities for
research projects.....

e Objectives, no. 5. Arrange adequate training and support for service users and care-
givers.... Action: GM

Activity 3 - Web site: www.neurodem.org.uk . This had been developed by Lesley Prendergast,
NEURODEM Cymru Information Officer (e mail: neurodem@bangor.ac.uk) and was live as from 30
June 2006. Dr Morris made reference to the potential of providing information/newsletters for specific
patient groups. All members were invited and encouraged to submit any suitable information for
inclusion: text, photographs, links to other sites.

Action: All members

¢) Activity 5 — Protocol for patient participation in projects.
Professor Woods reported that NEURODEM Cymru had succeeded in acquiring special project funding
for one year from CRC Cymru in order to employ a Data Manager. The purpose of the role holder would
be to prepare a data base to register patients /carers consenting to be approached about approved
research, but with no obligation to participate in any particular project. The initial opt-in procedure
would involve the minimum of demographic information and diagnosis etc. It was envisaged the work
would build on the achievements of the European and UK Huntington’s disease registries. The Data
Manager would work with the Brain Repair Group, Cardiff University and take up post early in 2007.
Action BW/AR
Members were pleased to receive notice of this development. Following discussion it was considered
prudent to seek agreement about the basic demographic details for inclusion in the proposed register,
which would be required in order to apply for ethical approval. It was agreed that draft demographic
criteria be prepared and circulated for comment.
ACTION: BW/GM

e) Activity 7 - Develop working relationship with DeNDRoN UK

It was noted that an exploratory teleconference had been arranged at end of October between Mr G

Morgan, Coordinator, NEURODEM Cymru and Piers Kotting, General Manager, DeNDRoN UK.
Action: GM

) Activity 8 - Representation on DeNDRoN Clinical Studies Groups

Reference was made to the applications from Wales in respect of CSG membership. Professor Rosser

had been nominated the Chair/Lead of the Huntington’s Disease CSG. Professor Woods had recently

received notification of his membership of the Dementia CSG and details of other successful

appointments from Wales were anticipated shortly.

g) Activity 9 — Work with CRC Cymru and other Thematic Research Networks (TRNS)

Dr A Bayer and Mr G Morgan had represented NEURODEM Cymru at the launch of CRC Cymru in

June.



Mr G Morgan, on behalf of NEURODEM and Mental Health Research Network Cymru, had
contributed to the development of the Clinical Study Officer job description during August. The CSOs
would constitute the Research Practitioner Network and, over time, up to 6 posts would be dedicated to
support NEURODEM Cymru, MHRNC and the Learning Disabilities & Autism Research Network. The
CSO job description was currently subject to “Desk top matching / Agenda for Change” procedures
within Velindre NHS Trust, and CRC Cymru Coordinating Centre were hoping to advertise for the first
phase of recruits in the near future.
As from July Professor Woods and Mr G Morgan had been engaged in regular meetings of TRN
Leads/Coordinators and CRC Cymru Coordinating Centre staff. Professor Woods tabled copies of the
Coordinating Centre Organisational Chart (Sept 2006) to illustrate the complexities of infrastructure
support. Other meetings has also been held with representatives from staff from the Involving People
Team, Training Section and the Language Awareness Infrastructure Support Service (LLAIS).
Dr A Bayer reported on his involvement with the Older People & Ageing Research Network (OPAN)
which was planning:

e representation at the Wales Stroke Conference (November 20006)

e to coordinate an ESRC New Dynamics of Ageing submission involving several TRNs, including

NEURODEM Cymru, by June 2007.

5. Wales Office for Research and Development in health and social care (WORD)
a) Contract monitoring arrangements
It was noted that the Network Lead and Coordinator were required to prepare quarterly and Annual
reports for WORD, and to attend regular quarterly meetings with WORD’s Contract Manager to discuss
progress.
b) Research Fellowships
Professor Woods reminded colleagues of his recent e mail communication regarding possible funding,
subject to competition, for Research fellows to work in support of TRNs. Dr Bayer and Dr Morris had
responded indicating that NEURODEM Cymru should consider working on the early onset of dementia
as its priority. This was supported by members and it was agreed that an appropriate submission be
prepared as soon as confirmation of funding is received.
ACTION: BW/AB/HM

6. Any other business

a) Animal research.

A Drief discussion was initiated following a general query raised by Professor Thome. In essence,
NEURODEM Cymru, as part of the Clinical Research collaboration, would not envisage that research
involving animals would be part of its portfolio. However, translational research was part of the
network’s remit and members recognised the potential clinical benefits arising from some animal
research studies.

7. Date of next meeting
The next Steering Group meeting would be held on Thursday, 8" March 2007 at a mid Wales venue.
It was also agreed to organise a workshop/seminar with invited sEeakers on the same date, and to
investigate the possibility of dinner / speaker on the previous evening, 7" March 2007.
Action: BW/GM



Wales Dementias and Neurodegenerative Diseases Research Network
- NEURODEM Cymru

Notes of third Steering Group meeting held at the Metropole Hotel, Llandrindod Wells on
Thursday 8" 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 lan 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 3™ 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. DeNDROoN Clinical Study Groups
The CSGs were established during the summer of 2006 and included the following members from
Wales:

e Professor Bob Woods — Dementia CSG

e Dr Huw Morris, Dr John Hindle — Parkinson’s disease CSG

e Professor Anne Rosser— Huntington’s disease CSG (Chair / Associate Director DeNDRON)

e 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 Cls

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
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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.

March 07
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APPENDIX 3

Publications in peer-reviewed journals relating to the dementias and neurodegenerative diseases,
involving researchers from Wales

2005

Aalten, P Van Valen, E Clare, L Kenny, G Verhey, F (2005) Awareness in dementia: A review of
clinical correlates Aging & Mental Health 9 (5), 414-422 (UWB)

Bayer, A Pratt, RD Perdomo, CA (2005) Donepezil-treated patients demonstrate global benefits on
the clinician's interview-based impression of change-plus version (CIBIC-plus): A comparison of
Alzheimer's disease versus vascular dementia. Journal of Neurological Sciences Vol 229-300 Special
Issue Sl, 303 (UC)

Bayer, AJ Bullock, R Jones, RW Wilkinson, D Paterson, KR Jenkins, L Millais, SB Donoghue,
S (2005) Evaluation of the safety and immunogenicity of synthetic A beta 42 (AN1792) in patients with
AD Neurology 64 (1), 94-101 (UC)

Benton, D Kallus, KW Schmitt, JAJ (2005) How should we measure nutrition-induced improvements
in memory? European Journal of Nutrition 44 (8), 485-498 (US)

Clare, L (2005) Psychosocial interventions for people with dementia International Psychogeriatrics 17
Supp.,. 2 38 (UWB)

Clare, L (2005) Cognitive rehabilitation for people with early-stage dementia International
Psychogeriatrics 17 Supp.,I 2 70-71 (UWB)

Clare, L Woods, B (2005) Awareness in dementia: A subject for scrutiny Aging & Mental Health 9 (5),
384-385 (UWB)

Clare, L Markova, | Verhey, F Kenny, G (2005) Awareness in dementia: A review of assessment
methods and measures Aging & Mental Health 9 (5), 394-413 (UWB)

Cole, K Vaughan, FL (2005) Brief cognitive behavioural therapy for depression associated with
Parkinson's disease: a single case series Behavioural and Cognitive Psychotherapy 33 (1), 89-102 (C&D
NHS Trust; UWB)

Cole, K Vaughan, FL (2005) The feasibility of using cognitive behaviour therapy for depression
associated with Parkinson's disease: A literature review Parkinsonism & Related Disorders 11 (5), 269-
276 (C&D NHS Trust; UWB)

Dobrossy, MD Dunnett, SB (2005) Training specificity, graft development and graft-mediated
functional recovery in a rodent model of Huntington's disease Neuroscience 132 (3), 543-552 (UC)

Dobrossy, MD Dunnett, SB (2005) Optimising plasticity: Environmental and training associated
factors in transplant-mediated brain repair Reviews in the Neurosciences 16 (1), 1-21 (UC)

Doran, M Vinjamuri, S Collins, J Parker, D Larner, AJ (2005) Single-photon emission computed

tomography perfusion imaging in the differential diagnosis of dementia: a retrospective regional audit
International Journal Of Clinical Practice 59 (4), 496-500 (Wrexham Maelor Hospital)
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Dowd, E Monville, C Torres, EM Wong, LF Azzouz, M Mazarakis, ND Dunnett, SB (2005)
Lentivector-mediated delivery of GDNF protects complex motor functions relevant to human
Parkinsonism in a rat lesion model European Journal of Neuroscience 22 (10), 2587-2595 (UC)

Dowd, E Dunnett, SB (2005) Comparison of 6-hydroxydopamine-induced medial forebrain bundle
and nigrostriatal terminal lesions in a lateralised nose-poking task in rats Behavioural Brain Research
159 (1), 153-161 (UC)

Dowd, E Dunnett, SB (2005) Comparison of 6-hydroxydopamine-induced medial forebrain bundle
and nigrostriatal terminal lesions in rats using a lateralised nose-poking task with low stimulus-
response compatibility Behavioural Brain Research 165 (2), 181-186 (UC)

Dowd, E Monville, C Torres, EM Dunnett, SB (2005) The Corridor Task: A simple test of
lateralised response selection sensitive to unilateral dopamine deafferentation and graft-derived
dopamine replacement in the striatum

Brain Research Bulletin 68 (1-2) Sp.lss. Sl, 24-30 (UC)

Downs, M Clare, L (UWB) Mackenzie, J (2005) Understandings of dementia and their implications
for therapeutic effort International Psychogeriatrics 17 Suppl. 2, p39 (UWB)

Elwood, P Morgan, G Brown, G Pickering, J Baigent, C (2005) For and against - Aspirin for
everyone older than 507 British Medical Journal 330 (7505), 1440-1443 (UC)

Fish, M Bayer, A (2005) Application of diagnostic criteria for vascular dementia in a community
cohort Journal of the Neurological Sciences 229-30 Sp. Iss. Sl, 383-384 (UC)

Fish, M Bayer, A (2005) People with undiagnosed dementia living at home - Who are they and what
do they want: a cohort study International Psychogeriatrics 17 Suppl. 2, 369-370 (UC)

Freeman, E Clare, L Savitch, N Royan, L Litherland, R Lindsay, M (2005) Improving website
accessibility for people with early-stage dementia: A preliminary investigation Aging & Mental Health
9 (5), 442-448 (UWB)

Gallacher, JEJ Pickering, J Elwood, PC Bayer, AJ Yarnell, JW Ben-Shlomo, Y (2005)
Glucoregulation has greater impact on cognitive performance than macro-vascular disease in men with
type 2 diabetes: Data from the Caerphilly study European Journal of Epidemiology 20 (9), 761- 768
(UC)

Gallacher, I Bayer, A Ben-Shlomo, Y (2005) Commentary: Activity each day keeps dementia away -
does social interaction really preserve cognitive function? International Journal of Epidemiology 34
(4), 872-873 (UC)

Gupta, A Watkins, A Thomas, P Majer, R Habubi, N Morris, G Pansari, K (2005)
Coagulation and inflammatory markers in Alzheimer's and vascular dementia International Journal of
Clinical Practice 59 (1), 52-57 (W Wales, Swansea, Carmarthen)

Harper PS (2005) Genetics, history, and Huntington's disease Journal of Neurology Neurosurgery and
Psychiatry 76 Suppl. 4 (UC)

Hobson, P Gallacher, J Meara, J (2005) Cross-sectional survey of Parkinson's disease and
parkinsonism in a rural area of the United Kingdom Movement Disorders 20 (8), 995-998 (UC)

Hodges, A Strand, AD Aragaki, AK Sengstag, T Hughes, G Elliston, L Hartog, C Goldstein,
DR Thu, D Hollingsworth, ZR Collin, F Synek, B Holmans, PA Young, AB Wexler, NS
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Delorenzi, M Kooperberg, C Augood, SJ Faull, RLM Olson, JM Luthi-Carter, R Jones, L (2005)
Regional specificity of transcriptional changes in early grade Huntington's disease brain Journal of
Neurology Neurosurgery and Psychiatry 76 Suppl. 4 (UC)

Holmans, P Hamshere, M Hollingworth, P Rice, F Tunstall, N Jones, S Moore, P DeVrieze,
FW Myers, A Crook, R Compton, D Marshall, H Meyer, D Shears, S Booth, J Ramic, D
Williams, N Norton, N Abraham, R Kehoe, P Williams, H Rudrasingham, V. O'Donovan, M
Jones, L Hardy, J Goate, A Lovestone, S Owen, M Williams, J (2005) Genome screen for loci
influencing age at onset and rate of decline in late onset Alzheimer's disease American Journal Of
Medical Genetics Part B-Neuropsychiatric Genetics 135B (1), 24-32 (UC)

Hoskins, S Coleman, M McNeely, D (2005) Stress in carers of individuals with dementia and
Community Mental Health Teams: an uncontrolled evaluation study Journal of Advanced Nursing 50
(3), 325-333 (Bridgend, US)

Hughes, GP Brooks, SP Hodges, AH Holmans, P Thomas, JM Goldstein, D Dunnett, SB
Jones, L (2005) Integrating behaviour and brain gene expression in Huntington's disease transgenic
mouse models Journal of Neurology Neurosurgery and Psychiatry 76 Suppl. 4 (UC)

Keady J. Williams S. Hughes-Roberts J. (2005) Emancipatory practice development through life-
story work: changing care in a memory clinic in North Wales. Practice Development in Health Care
4(4), 203-12 (UWB, C&D NHS Trust)

Kelly, CM Precious, SV Dunnett, SB Rosser, AE (2005) Neural stem cells for cell replacement
therapy in Huntington's disease Journal of Neurology Neurosurgery and Psychiatry 76 Suppl. 4 (UC)

Macdonald, AJD Woods, RT (2005) Attitudes to dementia and dementia care held by nursing staff in
UK "non-EMI" care homes: what difference do they make? International Psychogeriatrics 17 (3), 383-
391 (UWB)

Mari-Beffa, P Hayes, AE Machado, L Hindle, JV (2005) Lack of inhibition in Parkinson's disease:
evidence from a lexical decision task Neuropsychologia 43 (4), 638-646 (UWB, NWW NHS Trust)

Markova, IS Clare, L Wang, M Romero, B Kenny, G (2005) Awareness in dementia: Conceptual
issues Aging & Mental Health 9 (5), 386-393 (UWB)

McCaddon, A Davies, G (2005) Co-administration of N-acetylcysteine, vitamin B-12 and folate in
cognitively impaired hyperhomocysteinaemic patients International Journal of Geriatric Psychiatry 20
(10), 998-1000 (UC Wrexham, Wrexham Maelor)

Monville, C Torres, EM Dunnett, SB (2005) Validation of the L-dopa-induced dyskinesia in the 6-
OHDA model and evaluation of the effects of selective dopamine receptor agonists and antagonists
Brain Research Bulletin 68 (1-2) Sp. Iss. SI, 16-23 (UC)

Morris, HR (2005) Genetics of Parkinson's disease Annals of Medicine 37 (2), 86-96 (UC)

Morris, HR Bronstein, AM Shaw, CE Lees, AJ Love, S (2005) Clinical grand round: A rapidly
progressive pyramidal and extrapyramidal syndrome with a supranuclear gaze palsy Movement
Disorders 20 (7), 826-831 (UC)

Morton, AJ Hunt, MJ Hodges, AK Lewis, PD Redfern, AJ Dunnett, SB Jones, L (2005) A

combination drug therapy improves cognition and reverses gene expression changes in a mouse model
of Huntington's disease European Journal of Neuroscience 21 (4), 855-870 (UC)
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Naji, JJ Handley, OJ Harper, PS Dunnett, SB Rosser, AE (2005) The UK Huntington's disease
network Journal of Neurology Neurosurgery and Psychiatry 76 Suppl. 4 (UC)

Ogunbiyi, SO Coxon, M Morris-Stiff, G Lewis, MH (2005) The diagnostic dilemma of Parkinson's
disease as a cause of calf ‘claudication’ British Journal of General Practice 55 (511), 132-133 (Royal
Glamorgan Hospital)

Orrell, M Spector, A Thorgrimsen, L Woods, B (2005) A pilot study examining the effectiveness of
maintenance Cognitive Stimulation Therapy (MCST) for people with dementia International Journal
Of Geriatric Psychiatry 20 (5), 446-451 (UWB)

Pariente, J Cole, S Henson, R Clare, L Kennedy, A Rossor, M Cipoloti, L Puel, M Demonet,
JF Chollet, F Frackowiak, RSJ (2005) Alzheimer's patients engage an alternative network during a
memory task Annals Of Neurology 58 (6), 870-879 (UWB)

Passmore, AP Bayer, AJ Steinhagen-Thiessen, E (2005) Cognitive, global, and functional benefits of
donepezil in Alzheimer's disease and vascular dementia: results from large-scale clinical trials (2005)
Journal of the Neurological Sciences 229-30 Sp. Iss. Sl ,141-146 (UC)

Pekarik, VV (2005) Design of shRNAs for RNAI - A lesson from pre-miRNA processing: Possible
clinical applications Brain Research Bulletin 68 (1-2) Sp. Iss. Sl, 115-120 (UC)

Precious, SV Kelly, C Sims, A Penketh, RI Amso, NN Dunnett, SB Rosser, AE (2005)
Ultrasound guided fetal tissue retrieval improves yield of viable neural cells for use in neural
transplantation swift-HD (South Wales initiative for transplantation Huntington's disease) Journal of
Neurology Neurosurgery and Psychiatry 76 Suppl. 4 (UC)

Prvulovic, D Van de Ven, V Sack, AT Maurer, K Linden, DEJ (2005) Functional activation
imaging in aging and dementia Psychiatry Research-Neuroimaging 140 (2), 97-113 (UWB)

Rait, G Fletcher, A Smeeth, L Brayne, C Stirling, S Nunes, M Breeze, E Ng, ESW Bulpitt,
CJ Jones, D Tulloch, AJ (2005) Prevalence of cognitive impairment: results from the MRC trial of
assessment and management of older people in the community Age and Ageing 34 (3), 242-248 (UC)

Robinson, L Clare, L (UWB) Evans, K (2005) Making sense of dementia and adjusting to loss:
Psychological reactions to a diagnosis of dementia in couples Aging & Mental Health (UWB)

Schroeter, ML Bucheler, MM Preul, C Scheid, R Schmiedel, O Guthke, T von Cramon, DY
(2005) Spontaneous slow hemodynamic oscillations are impaired in cerebral microangiopathy Journal
of Cerebral Blood Flow and Metabolism 25 (12), 1675-1684 (UC Wrexham)

Seiffer, A Clare, L Harvey, R (2005) The role of personality and coping style in relation to awareness
of current functioning in early-stage dementia Aging & Mental Health 9 (6), 535-541 (UWB)

Tales, A Haworth, J Nelson, S Snowden, RJ Wilcock, G (2005) Abnormal visual search in mild
cognitive impairment and Alzheimer's disease Neurocase 11 (1), p80-84 (UC)

Tales, A Snowden, RJ Haworth, J Wilcock, G (2005) Abnormal spatial and non-spatial cueing
effects in mild cognitive impairment and Alzheimer's disease Neurocase 11 (1), 85-92 (UC)

Thome, J Eisch, AJ (2005) Neurogenesis. Relevance to pathophysiology and pharmacotherapy of
psychiatric disorders Nervenarzt 76 (1), p11 (US)

15



Tian, XD Cecal, R McLaurin, J Manea, M Stefanescu, R Grau, S Harnasch, M Amir, S
Ehrmann, M St George-Hyslop, P Kohlmann, M Przybylski, M (2005) Identification and structural
characterisation of carboxy-terminal polypeptides and antibody epitopes of Alzheimer's amyloid
precursor protein using high-resolution mass spectrometry European Journal Of Mass Spectrometry 11
(5), 547-555 (UC)

Torres, EM Monville, C Lowenstein, PR Castro, MG Dunnett, SB (2005) Delivery of sonic
hedgehog or glial derived neurotrophic factor to dopamine-rich grafts in a rat model of Parkinson's
disease using adenoviral vectors - Increased yield of dopamine cells is dependent on embryonic donor
age Brain Research Bulletin 68 (1-2) Sp. Iss. Sl, 31-41 (UC)

Torres, EM Monville, C Lowenstein, PR Castro, MG Dunnett, SB (2005) In vivo transgene
expression from an adenoviral vector is altered following a 6-OHDA lesion of the dopamine system
Molecular Brain Research 137 (1-2), 1-10 (UC)

Trueman, RC Brooks, SP Dunnett, SB (2005) Implicit learning in a serial choice visual
discrimination task in the operant 9-hole box by intact and striatal lesioned mice Behavioural Brain
Research 159 (2), 313-322 (UC)

Vernooij-Dassen, MJF  Moniz-Cook, ED Woods, RT (UWB) De Lepeleire, J Leuschner, A
Zanetti, O de Rotrou, J Kenny, G Franco, M Peters, V lliffe, S (2005) Factors affecting timely
recognition and diagnosis of dementia across Europe: from awareness to stigma International Journal
Of Geriatric Psychiatry 20 (4), p377-386 (UWB)

Wickremaratchi, MM Momeni, P Hardy, J Neal, J Morris, HR (2005) Familial fronto-temporal
dementia in Wales Journal of the Neurological Sciences 238 Suppl. 1, S159-S160 (UC)
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