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The global i‘mpact of dementia

the world; there will be 9.9 million
new cases of dementia in 2015,

one-évery ’
3 seconds

48.8 million people warkiwide are
living wiith dementiain 2015.
This numbar will-almost
double every 20 years.

Much of the increase

Will take place in low

and middle income
/  countries (MICs)

In 2015, 58% of all people

with dementia live in LMICs,

rising to 63% In 2030

and 68% in 2050.

World dementia report 2015

The Parkinson Pandemic
A Call to Action

JAMA Neurology

Figure. Estimated and Projected Number of Individuals With Parkinson
Disease, 1990-2040
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Overcoming barriers in Europe

O 1pND
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Fragmented Research
Non-concerted National Funding

Duplication

< 5% of total EU countries
research budget shared (mainly
through the European
Commission)
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The Joint Programming Concept research

Joint programming was originally created as a Member
States-led initiative in Europe. It aims to address “grand
challenges™ to EU and global society by coordinating
national research programmes 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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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 research in

JPND-affiliated countries
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Scope of the JPND initiative research

Focus on Three Domains

Scientific
- Animal models
 Biobanks

» Cohorts/reqistries
* Disease patholod

Medical
- Early diagnosis
* Prevention

* Clinical trials

Disease areas

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)

- Health care delivery
« Home automation
» Health economics
 Ethics
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- Researchers (Basic, Clinical, Healthcare/Social)
- National Funding Bodies

- National Research Strategies and Investments

 Industry




Internationalisation: Europe and beyond  Abpnia
‘ ' Austria

Belgium

Bulgaria

Canada

JPND is the largest global ND research initiative led by EU Croatia
Czech Republic

countries, with 30 participating eh Repul
23 EU member states - Finland
France

5 Associated countries Germany
Greece
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« New collaborat n with USA NIH in 2018 o

« Exploring potenti

.Q_'rging.r_)ew internatloﬂl‘ links
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or future collaboration W|th ‘

Brazil

China '_
India

Japan A

Singapore A
South Korea | ?{&
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A common Strategic Research and
Innovation Agenda




2012: The Strategic Research Agenda JPND
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21

A roadmap for research agreed by all Member JPND Research Strategy;

Tackling the challenge of Almeim‘g'r"s nd

States + Assoc. Countries + Partners Countries

Thematic priorities for future research:

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

Developing therapies, preventive strategies and

interventions

Health and social care
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The Strategic Research Agenda — ]PND
Enablers ———

Enabling activities

JPND Research Strategy,

Tackling the challenge of Alzheimer's and
other neurodegenerative diseases in EUrope

Research funding capability (fully engaging JPND MOs) L |

Supportive infrastructure / platforms (cohorts, models,
imaging)

\ <r-mﬁa

Industry partnership

Regulation

Global partnership

Building capacity in research (people)

Education and practitioner training
Connection to policy makers

YV V V ¥V YV V V

Communication and outreach to patients and public




Joint calls: Funding process research

JPND member countries decide on a topic
Countries that want to participate earmark a
dedicated budget

Once enough funding has been collected, an MoU
IS sighed
A joint program call is launched




Implementing transnational and ]PND
additional joint calls ~ research

Total investment €200 M —

2011 €16M Optimization of biomarkers + harmonization of

(pilot) their use
. . 2012 €18M Risk and Protective Factors 5
‘]Olnt Transnatlonal Cal IS 2012 €11M Evaluation of Healthcare 6
o Between 20 and 189 2013 £12M Cross-Disease Analysis 10
pr0p08a|S per Ca_” 2013 €11M Preventive Strategies <
2014 €0.5M Working Groups Cohort Studies L
o) 125 prOJeCtS Su pported 2015 £36M Lo_ngitudinal Cohort Approaches; Ac.ivanced 21
. . . . Experimental Models; Risk and Protective Factors.
InC|Ud|ng 24 prOJeCtS In 2016 €0.6M Working Groups on Harmonisation and Alignment -
the Center of Excellence | MU i e
2017 €14.4M Cross-Disease pathways 10
Network prog ram 2018 €18-19M Health and Social Care 9/10
2019 #30M Personalised medicine In progress
2011 €6M CoEN common resources and meth. approaches 8
2013 €8M CoEN Phase Il : “Pathfinder” projects 5
2016 €4,9M CoEN Phase Il : “Pathfinder” projects 11

Vil Al
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Research Funding: By disease

= AD

0.2% 462% "D
1_4%7'\__ = Prion
6.5% = MND

4.8% - HD
« SCA
= SMA

= ND general



JPND Alignment Actions, working together

Alignment of
National Strategies

Assisted Living
Technologies

Palliative Care

Allgnment of

ALIOMNal ALl

Longitudinal Cohorts

Patient + Public

Involvement

>

“JJPND

research

EU Joint Programme

ndustry Fartnership

Animal and Cell
Models

—

JpLimisation ol
DICMArkers



Mapping Database =~ JPND

http://www.neurodegenerationresearch.eu/search-our-database-new/. Feséarch

RESOURCES ISEASES COUNTRY

JIPND.

ELl Jaant Programme — Neurodegenerztive Disease Research

4

Experimental Models
18

Investments < 500k
10

Capital Infrastructure
10



http://www.neurodegenerationresearch.eu/search-our-database-new/

JPND Global Cohort Portal ]PND

The first global database of cohorts for ND  research

Why cohorts? Linking and comparing longitudinal cohort studies could

lead to important insights and statistically more powerful conclusions about QQO

ND. But researchers face hurdles: A\
Information on cohort studies is often difficult to find LONGTUDINAL ’
Identifying and connecting with the right contacts from each cohort can be E;}:%:DTEGD'EENSERA"ON
challenging

Main objective: to facilitate information exchange, greater use of cohorts «:’{f’;lpggcﬁ

and new collaborations to help promote:
« Alarger volume of ND research
« Increased efficiency
« Greater scientific impact

More info:
cohorts@jpnd.eu
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How does the JPND Global Cohort

Portal work?

JPND

research

EU Joint Programme — Neurodegenerative Disease Research

Ty All

ext Search

Search the database

Choose how your results
display

Longitudinal Ageing Study in India

EXPORT AS PDF

Cohort type
General populstion-based cohort

IF disease-specific
Alzheimers disease, Parkinsons disease

Participant type
No diagnosis

Profile
StartDate

Sample size at start of planned sample size if still recruiting
Estimated Current Sample Size

Age at Recruitment

Gender

Apstract

Country

Contact details
Institution name

Website

Principal Investiator (P1)

Contact email

20162017

50,000 t0 99,999

20058
Male and Female

‘The main objective of LASIis to provide comprehensive longitudinal
evidence base on health, social and economic wellbeing of elderly
population inIndia. 60,250 participants will be recruited between
2016:2017 from Delh, Kolkata, Mumbai and Chennai

India

Uniuersity of Southern California (USC)Haruard . H. Chan School of
Public Health (HSPH)finternational Institute of Population of
Sciences (IIPS)

hetp:fipsindie.org/research_lasihtm

Professor Jinkook Lee|Professor David Bloom|Professor
Ferisnayagam Arokiasamy

Jinkookl@uscedu

Obtain high-level

overview and cohort

contacts

N



2018: From SRA to Scientific Research and JPND
Innovation agenda (SRIA) ~ research

2012 SRA 2018

SAB : =
| review Key areas identified Updates to SRA text

| 2016 l

Expert workshops

Recommendations Oinn
to SAB i
Draft SRIA
/ SAB Meeting to discuss updates (29 Nov 2017, MS11)
NHP Consultation

(Dec 2017-Jan 2018)

c*rent status

Stakeholder Consultation | september 2018 (3 wks)

* ISAB/MB consulted

SAB = Scientific
Advisory Board W Provisional launch Q1 2019
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2018: General updates \stJPrel\!eQrCh

/5

Included techniques or developments in scientific
understanding that have become important:
New gene editing technologies
Organoids
Neuroinflammation and metabolism across diseases
Single cell analysis and systems analysis of brain tissue
Digital technologies / wearable devices
Computational modelling and analysis (ML / Al)

Modified some of the language to make it more lay
friendly and bring out PPI aspects




2018: Example updates \MJPrel\!Qroh

Advance knowledge on the relationship between ND with vascular and metabolic
systems and the role of infection and inflammation in the context of early and late-life
comorbidity (SP1)

Cohorts studies in susceptible groups including underrepresented populations (SP1)

Examine ND mechanisms involving microglial and astroglial responses (SP2, also links
to biomarkers in SP3 and imaging in SP4).

Identify mechanism(s) that account for the effect of lifestyle factors on either promotion
of resilience or neurodegeneration (SP2)

Conduct studies to determine how to improve access to care and to reduce the unmet
needs of individuals outside the formal care system and their carers.(SP5)




2019: Pre-call Announcement =< JPND
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“Multinational research projects on Personalised Medicine
for Neurodegenerative Diseases” (~ 30 Mio €)

Joint call (JPND and EC) will focus on Precision Medicine in the
following research areas:
Diagnosis e.g. biomarkers, imaging data, omics approaches,
big data analyses
Prevention e.g. biomarkers for studying novel treatments and
interventions, co-morbidities, digital technologies, stratification
within cohort studies and clinical trials
Care e.g. improvement of social and health care systems,
molecular profiling, imaging, lifestyle data




How to improve collaboration with academia_]PND
and industry ~ research

Organizing events, such as the workshop, in other venues and bigger
partnership meetings (e.g. BioEurope and others).
Organizing focused meeting on specific results of JPND scientists;

Support science exchange programs and sharing of infrastructures
(such as the Global Cohort and Experimental models portals)

Involve scientists working in companies in the board of reviewers of Joint
calls

Reserve a JPND call for scientists who had developed promising products
suitable for further development to enable them to interact with SMEs
specialized in validations.




Active Social Media Conversation

JPND Europe

Denmark
vember 2016

The JPND website reaches
a wide range of
stakeholders. In 2017:

e 96,279 users
» 126,452 sessions
+ 250,993 pageviews

QJ PND

research

o Twitter

*  YouTube

o Flickr

* SlideShare

JPND Research = roiowing |

What are the benefits of participating in

JPND? An interview with Maiken

Engelstad: youtu.be/S5YRtnVwvsy0?a via
YouTube

[ Yourube

Wihat are the benefits of participat
PN

(7)) JPND Research 3
%/ g@uPNDeurops

Alzheimer’s and Parkinson’s diseases
included in @IMI_JU Call 7 -- Stage 1
submission deadline is March 17, 2016
neurodegenerationresearch eu/2016/01/alzhei

HERs

(75 JPND Research o
A= JFNDeurope

"Work hard, be passionate and never shy

away from asking questions.” Solid advice

from SAB member @ CharlesScerri
neurodegenerationresearch . eu/views/charles-

£

r i
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Keep up to date ~ research

Visit the JPND website:
http://www.]jpnd.eu

Sign up to the JPND News Feeds

E-mail us: secretariat@jpnd.eu

* @JPNDEurope

Keep updated on JPND JPND Progress JPND Newsletter
@ Subscribe to JPND Mews update feed or @ Click here for the latest progress and @ The JPND Mewsletter is a bi-annual “lock
recieve email up dates. updates from ongoing JPMD activities. back” at JPMD activities and highlights.



http://www.jpnd.eu/
mailto:secretariat@jpnd.eu

Creating a Global ERA for Neurodegenerative S\ JPND
disease research ~ research

If you want to go fa§t gb alone. If you want to go far, go together.
African proverb

Map of scientific collaboration, Olivier H Beauchesne, 2014



