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 The VASCERN

Prof Guillaume Jondeau
VASCERN Coordinator

Tel: +33 140 25 74 60
Email: guillaume.jondeau@aphp.fr
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VASCERN Project Manager
Tel: +33 (0)1 40 25 80 66
Email: marine.hurard@aphp.fr
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VASCERN Project Officer

Tel: +33 (0)1 402570 76
Email: natasha.barr@aphp.fr
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Program

Morning
« Plenary & Board session, including policy and project updates

« Feedback from WGs on Work Packages Progress

Afternoon
* rare disease working groups - parallel sessions
* epag

Networking evening

Tomorrow morning
« transversal working groups - parallel sessions
» rare disease working groups - parallel sessions

Afternoon
« debriefing in plenary session
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After 1.5 year, what | think about VASCERN %

e A lot of (deliverables)

* For patients:
« Ongoing translations (Bakumba, Petit Pierre)
 Pills of Knowledge video on YouTube and subtitles in various EU languages
» Start of CPMS cases discussion
« Mobile app
* For doctors:
 Publication of patient pathways (homogeneisation), recommendations
* For research: scientific projects research launched

A lot of

« Monthly virtual meetings, face to face meetings
« Working together

« Website and social media and communication in meetings
« Rare Disease Working Groups visible from outside

10-11 October 2018 VASCERN Days 2018 8
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After 1.5 year, what | think about VASCERN  *<

 Questions to address within ERNs, VASCERN

« Ambiguity: HCP expertise for ERN work or efficient clinical care network
0
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Medical coverage SR

: 1 patient /5000 inhabitants
« means 200 patients / million inhabitants

« 2000 patients / 10 millions inhabitants
« 2000 visits/year/10 millions if lifelong disease and yearly visit

* 511 millions inhabitants in Europe
« 1 expert centre / 10 millions means 51 expert centres

« 5 RDWG within VASCERN : 5 x 51 = each seeing 2000 patients
an year
« Conclusion: medical coverage needs for

VASCERN pathologies

10-11 October 2018 VASCERN Days 2018 10



Medical coverage # Expertise for ERN

« Conclusion: medical coverage needs at least 510 expert centres for
VASCERN pathologies

« Solution: 1 HCP member for each country (or group of countries) per
RDWG (140 HCPs either Full or Affiliated Partners)

 ERN representative of the national network, and vice versa
« Motivation for being the national representative
« Motivation from the expert centres to be part of VASCERN (but not full
member)

* No dedicated funding
« Expertise recognition (logo)
* Re-reading of documents
* Yskert Von Kodolitsch

10-11 October 2018 VASCERN Days 2018
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After 1.5 year, what | think about VASCERN  *

 Questions to address within ERNs, VASCERN

« Ambiguity: expertise for ERN work or efficient clinical care network ?
« Solution : 1 HCP per country per RDWG ?
* No funding for HCP: what is the benefit of being part of VASCERN ?

10-11 October 2018 VASCERN Days 2018 12



No funding for HCP: what is the benefit of i
being part of VASCERN ?

Additional funding from the EU
* No increase in funding for ERN coordination or HCP from the EU as of today
 New EU calls for ERNs for which some HCP may be able to receive co-funding for
action (ex: registries)
New collaborative work & organisation, outcomes delivered

VASCERN guarantee, to propose in the name of VASCERN is a +
« Cover expertise centers in Europe : national network with representative
« Guarantee for research
 Number of patients reached

« Translational and basic (including genetics) research
* because both clinical teams and basic lab

Proposals : maximal communication
* National network of clinical centers
« ERN: network of basic science labs (specific transversal WG ?)

10-11 October 2018 VASCERN Days 2018 13



After 1.5 year, what | think about VASCERN

 Questions to address within ERNs, VASCERN

« Ambiguity: expertise for ERN work or efficient clinical care network ?
« Solution : 1 HCP per country per RDWG ?

* No funding for HCP: what is the benefit of being part of VASCERN ?

« Solution: VASCERN a +: national network for clinical experts, European
network for basic science, maximal communication

« HCP and not expert teams are recognised : creating confusion

10-11 October 2018 VASCERN Days 2018
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l* ", }‘ European Gathering the best expertise in Europe
.. e !. Reference VAS C E R N to provide accessible cross-border healthcare
..' . Network to patients with rare vascular diseases

VASCERN, the European Reference Network on Rare Multisystemic Vascular Diseases, is dedicated to gathering
the best expertise in Europe in order to provide accessible cross-border healthcare to patients with rare vascular
diseases (an estimated 1.3 million concerned). These include arterial disease (affecting aorta to small arteries),
arterio-venous anomalies, venous malformations, and lymphatic diseases.

VASCERN currently consists of 31 highly specialised multidisciplinary Healthcare Providers (HCPs) from 11 EU
Member States and of various European Patient Organisations and is coordinated in Paris, France.

Through our 5 Rare Disease Working Groups (RDWGs) as well as several thematic WGs and the ePAG - European
Patient Advocacy Group, we aim to improve care, promote best practices and guidelines, reinforce research,
empower patients, provide training for healthcare professionals and realise the full potential of European
cooperation for specialised healthcare by exploiting the latest innovations in medical science and health
technologies.

More information available at: https://vascern.eu

Follow us on Twitter, Facebook, YouTube and LinkedIln

Co-funded by
the Health Programme 15
of the European Union
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