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Neurodegenerative diseases in Europe " research
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A European Mobilization research

Informal meeting on competitiveness for
Ministers of Research,Versalilles, 17th July 2008

Chaired by the French Minister of Higher
Education and Research Mrs Valérie Pécresse
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What is Joint Programming? research

A Member States-led initiative in Europe which
aims to address Aingr achhda | | eto E&s O
society by coordinating national research
programmes within the EU to Increase the
Impact and effectiveness of research efforts.

Source : Communication from the Commission to the European Parliament, the
Council, the European Economic and social committee and the Committee of the
Regions toward Joint Programming in Research : Working together to tackle
common challenges more effectively - COM(2008) 468 final, Brussels
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Joint Programming - a definition research

Three pilars

A shared vision : European countries engaging
voluntarily and on a variable geometry basis to
tackle a major societal challenge

A management structure : to address as
efficiently as possible this societal challeng

A common strategic research agenda : to be
defined, developed and implemented




Mayjor sociletal
J JPND
« Grand Cha”enges » ~ research

e JP'\
&4‘
\

Food & Health [




JPND

research

EU Joint Programme — Neurodegenerative Disease Research

A Shared Vision




A\
IPND

Declaration of Intent research

Announcement on December 2", 2008
Interest and emergency recognized for joint action
with a consensus focus
Focusing on the actions for which the European
dimension has added value compared to
respective national actions

Defining the topics of a joint program that could be
Implemented quickly

10 countries : France, UK, Ireland, Italy, Sweden,
Denmark, Spain, The Netherlands, Czech
Republic, Switzerland (+ Finland)




We cannot tackle neurodegenerative
diseases by acting as single countries
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“impact and effectlveness

Albania
Austria
Belgium

Croatia
Czech Republic
Denmark
Finland
France
Germany
Greece
Hungary
Ireland
Israel
Italy
Luxembourg
Netherlands
Norway
Poland
Portugal
Romania
Slovakia
Slovenia
Spain
Sweden

Turkey
United Kingdom
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Researchers (Basic, Clinical, Healthcare/Social)

National Funding Bodies

National Research Strategies and Investments
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Current JPND strategy research

To increase coordinated investment in ND research
aimed at finding causes of disease, developing cures,
and identifying appropriate ways to care for those
with neurodegenerative diseases

Immediate JPND goals:

To add value to national investments through coordinated action
To encourage the development of national research strategies in ND

To engage in partnership to reach the full potential of JPND
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A Management Structure
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Organisation S
A 28 countries represented
A Members mandated to act
A Secretariat Delphine Smagghe
A Chair Philippe Amouyel - France
Executive Board
A Vice-Chair Adriana Maggi - ltaly
A Robin Buckle - UK
A Mogens Horder - Denmark
A Marlies Dorlochter - Germany

Steering Committee
Executive Board +

A Derick Mitchel - Ireland
A Rainer Girgenrath - Germany
A Edvard Beem - Netherlands

Scientific Advisory Board
A 18 Members, chosen for scientific
excellence and competence

JPND currently partly supported by FP7-JUMPAHEAD until August 2014
(GA. 260774)
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DEFRAGMENTATION “JPND
- WHAT JPND IS ALL ABOUT e SR
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A Common Strategic

Research Agenda
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What are the JPND goals? research

To tackle the chall enge of Al
neurodegenerative diseases, the goals of the JPND
Research Strategy are:

A To develop new treatments and preventive strategies
A To improve health and social care approaches

A To raise awareness and de-stigmatise
neurodegenerative disorders

A To alleviate the economic and social burden of these
diseases '
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research

Disease areas that the JPND Scientific Advisory Board has
Included:

Alzheimer's disease and other dementias
Huntington's disease

Motor Neurone Diseases

Parkinson's disease and PD-related disorders
Prion disease

Spinal muscular atrophy (SMA)
Spinocerebellar ataxia (SCA)

Disease areas that the JPND Scientific Advisory Board have
excluded:

Multiple sclerosis

Age-related macular degeneration
Conditions where the primary lesion is not neurodegenerative
Loss of function or cell death due directly to cancer, oedema,
haemorrhage, trauma, poisoning and hypoxia
Comorbid conditions
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Scope of the initiative ~ research

Scientific
AAnimal models

Medical

ABiobanks A _ |
ACohorts/registries Early diagnosis
APrevention

Focus on ADisease pathology

Three Domains

AClinical trials

Social
AHealth care delivery
AHome automation
AHealth economics
AEthics
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JPND Research Strategy (SRA) ~ research

Agreed by 25 Member States + Associated
Countries
Officially Launched Feb 7t 2012

Thematic priorities for future research:

The origins of neurodegenerative disease
Disease mechanisms and models
Disease definitions and diagnosis

Developing therapies, preventive strategies and

interventions

Healthcare and social care
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JPND Research Strategy (SRA) ... Tesearch

JPND Research Siralchy

eimer’s a

Enabling activities for future research:

Knowing our research capability
Supportive infrastructure and platforms
Working in partnership with industry
Working with regulatory organisations
International partnership beyond Europe
Capacity building

Education and Training

Connection to policy makers

Communication and outreach




How can JPND reach its goals? )

Alignment of research in Member Countries
Partnership with the European Commission
Partnership with Industry

Partnership with other international organisations

Involvement of Patients and Public




Strategic Alignment |
Phase | SRA Implementation (2012-2014) .

JPND-level

Alignment Actions / Action Groups

Annual Transnational Calls for Proposals

Member country-level

National Plans and Strategies

ERA-Level

Synergy between JPND actions and H2020 programme




Alignment Actions / Action Groups

To determine transnational research needs and opportunities

Palliative Care (chair: E. Connolly)
Animal and Cell Models (chair: A. Maggi)
Assisted Living Technologies (chair J. Hoogendam)
Longitudinal Cohort Studies (chair: R. Buckle)

To promote engagement, commitment and partnerships

Engagement, partnership with EC + non-EU countries (chair: P. Amouyel)
Engagement and Partnership with Industry (chair: A. Maggi)

User and Public Involvement in ND Research (chair: M. Horder)

Linkage + Alignment of National Plans and Initiatives (chair: E. Hirsch)
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About IPND  Major Activities  Supported Projects | News & Media [RERRERATS

Animal and Cellular Models - JPND Action Group reports
24 January 2014

The JPND Action Group on Animal and Cellular Models has published its
report, providing an overview on the state-of-the-art of currently
available models for neuredegeneration research across JPND countries.

mora]

Proaress in BIOMARKAPD Biomarker project

YouTube Videos 15 January 2014
Interview with Bengt Winblad, Coordinator of JPND-supported
Photo Gallery BIOMARKAPD project[mare]

Longitudinal cohort studies in neurodegeneration - JPND Action
Group reports
Dissemination + 9 December 2013

tion

The JPND Action Group on lengitudinal cohort studies has published its
report, bringing together for the first time the wealth of cohort




