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About the conference

THE 2009 NIHR DENDRON CONFERENCE BRINGS TOGETHER STAKEHOLDERS FROM ACROSS THE DEMEN-
TIAS AND NEURODEGENERATIVE DISEASES COMMUNITY WITH THREE MAIN PURPOSES:

B @ Tosauge the current window of opportunity for strengthening NHS clinical research into dementias
and neurodegenerative diseases - to consider how, at a time when research funding remains quite
robust, DeNDRoN supports an NHS infrastructure capable of delivering research on time, to target, to
the highest quality standards.

D @ To provide a forum for networking and learning from each other - bringing together academics, clini-
cians, research support staff, patients and carers and patient organisations, NHS and University man-
agers, and commercial and non-commercial funders.

— > @ To look at progress and outcomes to date - particularly focusing on the themes of effective research
across all health care boundaries including primary care; increasing our capacity and capability to de-
liver commercial research; and enhancing research through meaningful patient and carer engage-
ment.

Afternoon parallel sessions

e @ Parallel Session 1: Latest Results from Completed Studies This session will review the outcomes of
some recent commercial and non-commercial studies supported by DeNDRoN, and the role of the
network in these clinical studies.

e @ Parallel Session 2: Delivering better outcomes for patients with MND from clinical research We will
explore progress made and new research initiatives in relation to : advances in symptomatic manage-
ment and their effect on quality of life; biomarker development and factors involved in decision mak-
ing influencing patient therapeutic choices.

- @ Parallel Session 3: Rating Scales for Neurodegenerative Diseases: Basic Principles and Insights Rat-
ing scales are increasingly used as primary outcome measures in clinical trials of many disorders, par-
ticularly neurological ones. This is in line with recommendations from the US Food and Drug Admini-
stration (FDA), European Medicines Agency (EMA), and UK Department of Health (DOH) that patient
reported outcomes (PROMs) be used in clinical trials and research. These drivers highlight that
whenever a rating scale is used as an instrument for measurement it is "fit for purpose": by this we
mean there is evidence that a scale generates meaningful measurements of clinically important vari-
ables. Using the scales widely used in clinical trials of AD (ADAS-cog), PD (UPDRS, PDQ-39), HD
(UHDRS), and MND (ALSAQ-40, SF-36, ALS-FRS), as the vehicle for discussion and demonstration, this
workshop aims to introduce participants to the basic principles of rating scale science, the simplicity
of requirements for measurement, and the insights gained from scale evaluation.

- @ Parallel Session 4: Investigating Relationships in Dementia Research We will look at how a forth-
coming opera, ‘The Lion’s Face’, will depict dementia research, with 1 or 2 short video-clips. Around
tables, we will explore informed consent, the relationship between patient, carer and clinician and
how best to portray research issues to scientists and lay people.

- @ Paral |l el Session 5: Pat i ent Cafpatient& publicinvolvement | v e n
be an influential force to help achieve DeNDRoN'’s central tasks, such as speeding up recruitment to
research and ensuring high quality? A mixed panel of people active in DeNDRoN will tackle audience
questions and comments.

Exhibition and networking opportunities
The DeNDRoN Operational Steering Group has invited stakeholders to exhibit at the conference. Time
is provided before and during the conference for networking around the exhibition stands and refresh-
ments , including a buffet lunch, will be provided.



Provisional Programme

09.30—10.30 REGISTRATION
¢ Light refreshments will be provided
Co-CHAIRS FOR THE DAY WILL BE MICHELLE STACE, PATIENT REPRESENTATIVE FROM BERKSHIRE,
AND ALISTAIR BURNS, PROFESSOR AT MANCHESTER UNIVERSITY
10.30—12.45 IMORNING PLENARY SESSION
Opening speech: Professor Martin Rossor, Director, DeNDRoN
W window of opportunity’ - the DeNDRON review and future plans
Scientific updates:
¢ Including comments & discussion from the floor
Developments in rating scale methods ¢ Jeremy Hobart
The potential of brain banking ¢ Paul Francis
Deep brain stimulation ¢ Ralph Gregory
Biomarkers ¢ Sarah Tabrizi
12.45 -14.00 LUNCH BREAK, POSTER AND EXHIBITION VIEWING, AND NETWORKING
¢ A buffet lunch will be provided
14.00—15.00 FIVE PARALLEL SESSIONS
¢ A choice from the following parallel discussions:
OPTION 1 OPTION 2 OPTION 3 OPTION 4 OPTION 5
Latest results from | Delivering better Rating scales for Investigating Patient & Public
completed studies ¢ outcomes for clinical trials in Relationships in Involvement
Chief Investigator | patients with MND | neurodegenerative Dementia ‘“Question
reports on from clinical diseases ¢ insights | Research ¢ lessons debating the
completed research ¢ progress from evaluations ofl from a forthcoming potential for PPI in
DeNDRoON made and new | ADAScog, UPDRS, 2 LIS NI = W ¢DRISDRPNApRogesSsas
supported studies| research initiatives PDQ39, UHDRS, Cl OSQ
and ALSAQO0
15.00—15.30 TeA/COFFEE BREAK, POSTER AND EXHIBITION VIEWING, AND NETWORKING
¢ Light refreshments will be provided
15.30—16.00 AFTERNOON PLENARY SESSION

Scientific update: The future of immunotherapy ¢ Professodames AR Nicoll

Final comments and summary of lessons from the day and next steps
¢ Followed by closing remarks from the Chair

16.00

CLOSE
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B @ The conference is being funded by NIHR DeNDRoN and there is no delegate fee.

About NIHR DeNDRoN

The NIHR Dementias & Neurodegenerative Diseases Research Network (DeNDRoN) is

a UK-wide initiative that aims to improve the speed, quality, and integration of re-
search in dementi as, Parkinson’s di sea
ease and other neurodegenerative diseases, resulting in improvements in preven-

tion, diagnosis, treatment and care for patients.

DeNDRoN is funded by the Department of Health as part of the National Institute for
Health Research and the UK Clinical Research Network. The aim of the Network is to
facilitate research by bringing about focused, effective investment to enhance NHS
research infrastructure, and to increase collaborative working between academics,
clinicians, patients, carers and research funders.

B ® www.dendron.org.uk



