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EDSA WEBINAR......... MINUTES
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WEBINARJ

Estimation of the number of people with Down Syndrome in Europe

How many people with Down Syndromiése in Europe as a whole, and how many
in the different European countries? What is theige distributior? How have
changes in survival rates influenced tinembers alive? What is theffect of prenatal
testingandselective terminationson the number ofive births of children with Down
Syndrome?s the number of people with Down Syndrome alilecreasing due to
selective terminationsAnd, how do individual European countries compare?

Ly { K S Editalion dzihé number of people with Down syndronie Europe
GOGKS | dziK2NBR DSNI RS DN}YIFFT 0bSGKSNILFYR
worked ondata from 1901until 2015.

They have stitched together registries across Europe to calculate a cduyntry
country estimate of the number gbeople with Down syndrome, the number of
selective pregnancy termination because of

Down syndrome, and the impact of such terminations on birth prevalence and
population prevalence.

For those who want to deepen the argument....
- Estimation of the numbeof people with Down syndrome in Europe

https://www.nature.com/articles/s41433020-00748y

Supplementhttps://go.downsyndromepopulation.org/europsupplement

w 9adAYlFrGSa 2F GKS tAGS O0ANILKazX yI GdzN
syndrome in the United States

https://onlinelibrary.wiey.com/doi/abs/10.1002/ajmg.a.37001

w 9aiAYFGA2y 2F (KS ydzyvoSNI 2F LIS2LX § ¢

https://www.nature.com/articles/gim2016127
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https://www.nature.com/articles/s41431-020-00748-y
https://go.downsyndromepopulation.org/europe-supplement
https://onlinelibrary.wiley.com/doi/abs/10.1002/ajmg.a.37001
https://www.nature.com/articles/gim2016127

HORIZON 2020 PROGRAMME — IMPROVING
COGNITION IN DOWN SYNDROME

The EU Framework Programme
for Researc! h and Innovation

HORIZON 2020

&y

bS¢ LINR2SOGX FdzyRSR 068& GKS 9dz2NRPLISIyYy |-
programme: Improving Cognition in Down syndrome (the ICOD project)

The ICOD project is ready to start: the first-fidbided project on an innovative
pharmacological approach for the treatment of cognitive dysfunction in Down
Syndrome

Down syndrome (DS) is the most common chromosomal abnormality in children
leading to lifelong intellectual disability. Over one milliogople in the EU and US

have DS, and its prevalence has increased in the last ten years. Thanks to significant
advances in medical and social care, the life expectancy of individuals with DS has
increased greatly, so that many of them reach even the ag®-aD0.

DS causes lifelong cognitive dysfunction, which results in important negative
consequences for these individuals, their families and society. Despite the heavier
social burden and the greater medical needs linked to this intellectual disability,
thSNE A ayQi Fy | LILIN@ate8 Reognitive Sdydfundiion Fe2 NJ
Furthermore, though there are specific cognitive screening tests designed for
individuals with DS, no official guidelines have been developed to assess their
cognitive deficits or theiimpact on quality of life of DS individuals and their families.
Further challenges to be met include the difficulty in dissectingrated cognitive
decline from the underlying intellectual disability, and the lack of international
consensus on valited and accepted cognitive psychometric tools able to detect the
potential clinical efficacy of a new drug both at preclinical and clinical levels.

The ICOD project (Improving COgnition in Down syndrome) aims to address these
unmet clinical needs by briingg into humans a firsin-class new drug (AEF0217) that
targets the CB1 receptor, whose hyperactivity has been recently linked to cognitive
RSFAOAGA Ay 5{® !9Cnumt 06Stz2y3a G2 |
specific inhibitors of the CBlaeptor (CBY { AV ¢ X 6KAOK KIF&a o6SS
cognitive deficits in mouse models of DS.

The ICOD project will provide a clinical proof of concept for a new therapy to counter
cognitive deficits in DS by performing first in humans (Phase I), assygibafof-
principle clinical efficacy studies (Phase Il) with AEF0217. The clinical efficacy of
AEF0217 will be evaluated through an innovative psychometric approach where the
same cognitive psychometric tools adopted at preclinical level will be usedrals
Phase /Il trials.

The European Consortium of the H2020-fikided ICOD project is led by IMIM
(Rafael de la Torre, Barcelona, Spain) and AELIS FARMA (Pier Vincenzo Piazz
Bordeaux, France) in collaboration with Oasi Research Institute (Filippa, Chmi&xT,
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Catania & Oasi Troina, Italy), Institut Jérdbme Lejeune (Sophie Durand, Paris, France),
Centre Hospitalier Universitaire (Renaud Touraine, S#ienne, France) and the
Hospital Universitario de la Princesa (Diego Real de Asia, SERMAS, Maih)d, Sp

The final goal of the ICOD project is to make available this innovativénficktss

drug for DS individuals 7 years after its clinical development, offering people with DS
and their families a novel approach for the treatment of-ieated cogniive
dysfunction.

¢KS L/h5 LINRP2SOi KFa NBOSAGSR (KS Tdz
research and innovation programme under grant agreement n° 899986

https://cordis.europa.eu/project/id/®9986
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https://cordis.europa.eu/project/id/899986

WDSD 2021 EDSA MEMBERS CAMPAIGN

#CONNECT

3 World
32! Dovan
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World Down Syndrome Day (WDSD) is a global awareness day recognized since 2012
by the UN, which takeglace on 21 March every year. On WDSD people with Down
syndrome, their families, friends and advocates, work to raise awareness of what
Down syndrome is, what it means to have Down syndrome, and how persons with
Down syndrome play a vital role in lives aminmunities.

CONNECT for World Down Syndrome Day 2021
The COVIR9 pandemic has forced many of us, individuals and organizations, to
adapt the ways that we connect and communicate with each other. It has been a
huge challenge and many people, particuldhlgse with disabilities, have been left
behind. It is important to find new ways of connecting that are accessible to
everyone.

¢KS F¥20dza 2F GKS 95{! OFYL}A3IYy &/ hbbo/
Down Syndrome to stay in contact with others, htivey can participate and stay
connected to the world, especially this pandemic timeWhat can we do or what

did we do to facilitate them, to take part in activities and not be separated or left
alone?

From 1st to 21st march we have showed good exasfrlem all over Europe!

Here some pictures from Russia, Austria, Spain, Norway, Luxemburg, Romania,
Netherlands, France, Ukraine, Switzerland (ltalian speaking), Germany, Albania,
Kosovo, Croatia, Slovakia, Czech Republic, Italy, Switzerland (Frenchgp&adin,
United Kingdom, Netherlands and Bosnia Herzegovina.

Look at all the examples
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http://www.edsa.eu/category/world-down-syndrome-day/world-down-syndrome-day-2021/
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Come and share the Meeting for the
16th World Down Syndrome Day

RESERVATION REQUIRED :
Individual registration: per

Free registration form on
To be completed before March 15/
by emai

jacquesOcostils@hotmail.com
afrtassociation@gmail.com

Con
tact
us:
06 81 80
80 95 /06 77 78 01 66
afrt@univ-paris-diderot.fr

jacquesOcostils@hotmail.com
afrtassociation@gmail.com www.afrt.fr
AFRT : University of Pari

35 Hélene Brion street, case 7088
75013 Paris

On-line 3axaTTa Ta
AOMALWHI 3QBAGHHA
yJacHuKis
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Assocumons
ITALIANA
PERSON

| DOWN J

CONFERENCIAS DOWN

Conversaciones sobre

Sindrome de Down
y Coronavirus

NUEVA . Viernes 27 de marzo de 2020 - 19:00 2 20:00 h.
FECHA ' Aforo maximo: 500 personas

Dr. José Maria Borrel
Asesor médico de Down Espafia

y accede gratis a la videoconferencia en A%
DR: V" https://zoom.us/j/164019888 g
< Expab 1D de la reunién: 164019888

Sharing
Positive
Support

online sessio
for parents/care;s
and professionals

STICHTING
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OPENPM?

Just in case our/your European project is approved, how to manage it? A guide

72 PM2

Open Project Management
Methodology

=iy

Open Project Management Methodology

OpenPMids aproject management methodology designed by the European
Commission Its purpose is to enable project teams to manage their projects
effectively, and to deliver solutions and benefits to their organisations and
stakeholders. While OpenPM2 is suitable for any type of proistideal for projects
related to the public sector, or EU programmes and grants.

OpenPM3s afree version of the PMtleveloped by the Commission in 2007. It
incorporates elements from globally accepted best practices, standards and
methodologies. Operf#? gives open access to the PM?2, widening the circle of
beneficiaries across Europe and enriching the methodology with additional good
practices and examples. It aims to improve project management competency in the
EU.

What OpenPMz2 offers now:
PM? Guide Open Editiorr new version published in October 2018!
PM2 Templates

PMz Online resources (wiki)

= == =4 -2

A Project Support Network (PSN) network/community of PM?2 users that
can support each other in rollingut PM2 in their organisations, and with
using the PM#nethodology in their projects.

Coming soon:

1 Establishment of an OpenPM?2 Project Support Network, a network of local
Project Support Offices

1 Publication of the remaining PM? publications
Our solution at a glance

Read theDpenPM3eaflet.

Lookat the OpenPM? infographic
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https://ec.europa.eu/isa2/sites/isa/files/docs/publications/leaflet_open_pm2.pdf
https://webgate.ec.europa.eu/fpfis/wikis/download/attachments/175357371/open%20pm%C2%B2%20poster%20final%20v.1.0.1%20new.pdf?version=1&modificationDate=1479462966647&api=v2

Read thepresentation Thé?M?2 Story

Get started
Download thePM2 Guidglatest version 3.0 published in October 2018).

Download the dtestOpen Artefacts/Templatete be used for your projects.

Visit theOpenPM? wik(BJ Login registration requiredlick here for the tutorigl

Download the Project Management Methodology Overv({ewrently available in 11
languages).

Any questions?
Please contact th®penPMaeamthrough the formhere.

Contact the Interoperability Unitat DG Informatics (please use the subject line
'OPM?).

More detailed information

Join theOpenPM? communitpn Joinup.

Read more about th&haring and reuse of IT solutions

Who is already using this solution?

TheEuropean Commission, the European Council, EU External Action Services, the
Committee of the Region&.CB, EIB, SRB, CVRIA, CEFEFOP, OP, ESEh&SMA

20 EUAgenciedocated all over the EU Memb&tates. The methodology is also used
by many consortia and hundred$ contractors involved in EU projects.

Source: European Commission
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https://www.slideshare.net/nkouroun/the-pmstorynicoskourounakis2017share
https://www.slideshare.net/nkouroun/the-pmstorynicoskourounakis2017share
https://publications.europa.eu/en/publication-detail/-/publication/ac3e118a-cb6e-11e8-9424-01aa75ed71a1/language-en/format-PDF/source-83307127
https://ec.europa.eu/isa2/sites/isa/files/opm2_artefacts.v3.0.1.zip
https://webgate.ec.europa.eu/fpfis/wikis/display/openPM2/
https://ec.europa.eu/eurostat/documents/203647/771732/EU_Login_Tutorial
https://webgate.ec.europa.eu/fpfis/wikis/display/openPM2/Translations
https://ec.europa.eu/eusurvey/runner/openpm2-contact
mailto:ISA2@ec.europa.eu
https://joinup.ec.europa.eu/collection/open-pm2-project-management-methodology
https://ec.europa.eu/isa2/actions/promoting-sharing-and-reuse-interoperability-solutions_en

EU FUNDING OPPORTUNITIES

Erasmus+

Enriching lives, opening minds.

ERASMUS PLUS 2@227¢ PROGRAMME GUIDE
Programme guide

The Erasmus+ Programme Guide is essential to understanding Erasmus+. It provides
participating organisations and individuals a comprehensive list of opportunities
supported by the programme.

The 2021Programme Guide is available asamine version with a more user
friendly, accessible format to make it easier to find informationwa$l as aPDF
version

Read the Programme Guide Download the PDF

What is it?

TheErasmus+ Programme Gui@ersion lof 25/03/2021) is an integral part of
the 2021 Erasmus+ Call for Proposaigblished on 25/03/2021.

Organisations ath institutions seeking funding in the framework of this call must
comply with the conditions for participation and funding expressed in this Guide.

The document provides information on:
1 the priorities of the programme,
1 the actions supported,
1 the funding awilable for different actions,
1 detailed information on participation.
Which language versions are available?

The Programme Guide is currently being translated. Translations will be published
here as soon as they become available.

In the case of conflictingreanings between language versions, the English version
prevails.

How to apply?

Organisations are invited to submit applications online tof&ional Agencin the
relevant country, via th&rasmus+ forms websiter to the European Education and
Culture Executive Agency
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https://ec.europa.eu/programmes/erasmus-plus/programme-guide/introduction/how-to-read-programme-guide_en
https://ec.europa.eu/programmes/erasmus-plus/resources/documents/erasmus-programme-guide-2021_en
https://ec.europa.eu/programmes/erasmus-plus/resources/documents/erasmus-programme-guide-2021_en
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv%3AOJ.C_.2021.103.01.0012.01.ENG&toc=OJ%3AC%3A2021%3A103%3ATOC
https://ec.europa.eu/programmes/erasmus-plus/contact/national-agencies_en
https://webgate.ec.europa.eu/web-eforms/
https://www.eacea.ec.europa.eu/index_en
https://www.eacea.ec.europa.eu/index_en

The 202lonline application forms and related documents are currently being
prepared. Depending on the actions concerned, these will be made available on the
websites of either théNational Agencieer the European Ediation and Culture
Executive Agency.

For actions managed by the European Education and Culture Executive Agency
(EACEA), the relevant documents by action will be published and opened for
submission on th&unding and Tender Opportunities Poal 14/04/2021.

Individuals seeking to apply should contact their organisation, institution, or
educational establishment.

Where to find out more?

Organisations seeking furth@rformation on the process can contact théiational
Agency National Officeor the European Education and Culture Executive Agéancy
Brussels.

Source: European @onission
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https://ec.europa.eu/programmes/erasmus-plus/contact/national-agencies_en
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/home
https://ec.europa.eu/programmes/erasmus-plus/contact/national-agencies_en
https://ec.europa.eu/programmes/erasmus-plus/contact/national-agencies_en
https://ec.europa.eu/programmes/erasmus-plus/contact/national-offices_en
https://www.eacea.ec.europa.eu/contacts/erasmus_en

MAKE THIS NEWSLETTER REALLY YOURS!

Have you got any news that we could publish in EDSA newsletter?
Please send us any information you would like to announce and we shall
be happy to disseminate it all over Europe!

CONTACTS
phone: 0039 06 3723909
e-mail: internazionale@aipd.it

THE STAFF
Carlotta Leonori
Paola Vulterini

EUROPEAN DOWN SYNDROME ASSOCIATION ed%



mailto:internazionale@aipd.it

