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iir Network
Vascular Diseases

8. §V65C9ERCN)O Welcome by Prof Guillaume Jondeau and brief introduction by all participants (30’)

9.00-9.45: VASCERN Structure & Organisation: State of play 1 (45')
Presentation of VASCERN & Functioning since March (20’) (Guillaume Jondeau, Marine Hurard)
Feedback, Q&A and discussion (25’)

9.45-10.05: VASCERN Patient Group (ePAG) (20’) including Q&A

ePAG involvement within VASCERN, co-presentation by the Patient Group Chair & EURORDIS (Paolo Federici, Matt
Bolz-Johnson)

Q&A

10.05: coffee break
Photo booth

10.20-11:20: VASCERN 1%t year Action Plan: State of play 2 (60’)

Objectives & state of play of Work packages (Marine Hurard) & Feedback from the Council (Guillaume Jondeau and
WGs Chairs: Julie de Backer, Claire Shovlin, Leema Robert, Miikka Vikkula, Sahar Mansour, Alessandro Pini, Leo
Schultze Kool, Paolo Federici) (40’)

Q&A and discussion (20’)

11.20-12.15: Achievements, Challenges & Opportunities for ERNs (55’)

The ERN Policy (Anna Carta, ERN Team, DG SANTE, European Commission) (10’)

The ERN Collaborative platform and the Clinical Patient Management System (Jean-Marie Misztela)(10’)

ERN Board of Member States views (Muriel Eliaszewicz, French representative at the ERN Board of Member States)
(10)

European Joint Programme on Rare Diseases Research: opportunities for ERNs (Daria Julkowska) (10’)

Q&A (15%)
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Medical view

Clinical Area of Expertise



o:-?:}‘
@e: '
Qe

European

0iruidV Reference
0o0® Network

for rare or low prevalence
complex diseases

iir Network

Vascular Diseases
(VASCERN)

Vascular Diseases

including rare, low prevalence and
complex disorders that affect
different types and sizes of vessels:
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complex diseases

® s in the Future

e MSA-WG (now including only vascular Ehlers-
Danlos Syndrome):

— Fibromuscular Dysplasia (FMD)
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Structural view

Healthcare Provider Members
Structure
Governance



@xtre 31 HCP Members from

for rare or low prevalence

w... 11 EU Member States

(VASCERN)

« Affiliated
Members»: not yet
HCPs developped, awaiting
Belgium ‘ " for Board of Member
Denmark , States designation
Finland
;:EFrance
' Germany

-Irela nd for Membership, obj:
mltaly extend to other EU

mmmNetherlands Member States

I Sweden

United
I Kingdom

Members’ role to
disseminate to their
national networks
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1 Chair
1 Co-chair

1 Chair

1 Co-chair PATIENT GROUP

(ePAG) 1 Chair

- Chair' 1 Co-chair
5 Co-chairs

TRANSVERSAL
WORKING GROUPS

1 Chair 1 Chair
1 Co-chair 1 Co-chair

Patient Training & Ethics WG Communication

eHealth :
Registry WG Education WG


http://ernvascular.eu/our-network/

ASSEMBLY BOARD Governance

chaired by NETWORK COORDINATOR

More HCP & PO representatives

| More HCP & PO representatives |
\ ADVISORY BOARD

1 representative per HCP Member
Patient Group Chairs

At least once a year
OTHER ERNs
REPRESENTATIVES 2| s
A [ o
Feedback to the COUNCIL Feedback to
Council the Council
N / \

Co-chairs (substitutes)
5 RARE DISEASES Every 4 months or related to needs 5 TRANSVE RSAL
WORKING GROUPS _

(RDWG) WORKING GROUPS

: . 1 Chair, 1 Co-chair
Members ePAG (Patient Group)

Virtual monthly
meetings

1 Chair, 5 Co-chairs ( 1/ RDWG)
Members

Virtual monthly
meetings

Virtual monthly
meetings


http://ernvascular.eu/our-network/
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* Maedical: ERN-Skin & further interERNs cooperation to be
developped

* |Inter-ERN WGs:

- Monitoring, Assessment & Quality Improvement (Guillaume
Jondeau)

- Ethical & Legal issues (data protection, conflict of interest,
informed consent)(Romain Alderweireldt)

- Research (Xavier Jeunemaitre)
- IT & Data sharing

- Knowledge generation: Training, education, capacity building,
guidelines

- Cross-border healthcare (organisation, provision)
- Brexit
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What are our 1st year
objectives?

10 Work Packages
(March 2017-February 2018)
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WP1

WP2

WP3

WP4

WP5

WP6

WP7

WP8

WP9

WP10

Action Plan

March 2017-February 2018

Sharing of experience: discussion of difficult clinical cases on a secured Clinical Patient
Management System (CPMS) by each VASCERN Rare Disease Working Groups

Definition of patients pathways by each VASCERN Rare Disease Working Groups

Creation & Development of a cross-border pathways Mobile Application for I0S & Android
Pills of Knowledge

Registries: working towards the creation of a VASCERN registry
- Survey of existing registries and biobanks
- Minimum dataset

Clinical trials

Availability of conferences on YouTube

Definition of clinical outcomes

Writing recommendations
J1: Clinical recommendations
J2: Do’s and Don’ts factsheets

Communication

- Website

- Social Networks

- Monthly Newsletters

- Collaborative Platform (internal communication)

- Translation of material directed to patient care information
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How to reach the goals ?

The tools provided
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* Prior to EU co-funding: Filiere FAVA-Multi (funded by the
DGOS, French Ministry of Health): European Development
(2016, answer to ERN Call)

 1styearEU co-funding:l a0

W EU

m DGOS French
200 K/ year Ministry of Health

(60% of the total
budget) ™ Filiere FAVAmulti

B APHP
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* EU co-funding for:
— Manpower: the VASCERN Coordination team
— Meeting organisation
— Communication, translation, eHealth tools

e Virtual communication platforms:
— Videoconferences: Webex already used by all WGs

— ERN Collaborative platform (ECP) for our Members
(including documents storage, news, forums, shared
agenda, library,...)

— Clinical Patient Management System (CPMS): to be used
soon

e Ethics: informed consent
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Monthly RDWG » Discussions on Work Packages & Clinical cases
videoconference meeting = °

Démarrage r... Infos sur lar.. le Ecran de J... T Participants Chat

, én\ @ @ ‘, ¥ Participants O x

® PowerPoint File Edit View Insert Format Arrange Tools Slide Show Window # Help 0 & = o) os%mmr [E Mai17:22 Julie De Backer
= VASCER HTAD WG call 2606201 7.pptx
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Aortie aneurysm Anrtic aneurysm for rare o low prevalence - =
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Cardiovascular imaging Cardiac
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mvite W, call-in User 3

Tl o e Representatives

O tovie €F  Erik Bjgrek

n (¥ Gisela Teixido Tura

it 3 Guglielmina L

n 3 guillaume jondeau
n 3 Ingrid van de Laar

Livite jolien

m

Click to add notes
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HHT WG Meeting #4. June 9th and 10th. Dubrovnik, Crotia
nU Fo Claire |. SHOVLIN he V .

CERN

Members of the HHT WG met face to face to develop the WG Themes. The meetings were embeddec
12th International HHT Scientific Conference in Dubrovnik, Croatia, where VASCERN presentations in
(Shovlin on behalf of VASCERN HHT), poster (Buscarini on behalf of VASCERN HHT) and... read mo

optimizing difficult case discussions
U Posted 2 months ago by Leo SCHULTZE KOQOL in the VASCERN network in the Vascular Anomalies

should we go for a specific format?
all submitted before the conference on powerpeint?

the questions are a bit of a test of this platform. just curious how many of the group read this. please respond

# Remove like 2 == More

Marine HURARD
Dear Leo,
+  Thank you for initiating this topic.

It would be good to have a specific format, standardized for case discussion within VASCERN. If you develop a draft for VASCA, we could duplicate for all RDWG?

Posted 2 weeks ago

@ ulie DE BACKER
= | read your message Leo - thank youl

4+ Although | think a template would be nice, | think that cases will be quite heterogeneous between (and even within) each WG.
Maybe a fixed template for the Title/First slide with the administrative data and a clear naming of the files that will be uploaded, so... read more =

Posted 2 weeks ago

/- Claire |. SHOVLIN
Dear Leo, Marine and Julie

| | am just learning how to negotiate this platform so our next WG Meeting can be without emails. In the HHT WG cases, we currently review a Word document with brief history sent around

before the conference, then additions after the discussions, as Minutes. | am keen to template the final document with leaming peints but was planning to keep in Word. So maybe we could

have a shell of how we have our layouts (eg logo, WG members, which | was about to do), and then could use to apply to Word, PPT or whatever. But | do net think it will be helpful to have an

overly standardised format. As Julie says, cases are so heterogeneous. read less «
Posted 4 days ago

E ) ERN23 HTAD Mom 22/05/17
U Fosted 1 day ago by Liesbeth WIL

b

Minutes of WebEx-meeting

Reply

WOUWE in the VASCERN network

& ERN23 HTAD Mom 22/05/17 (0.00)

Resource Details ™ BOARD

< > today June 2017 month | week  day U
Mon Tue Wed Thu Fri Sat Sun -
1 2 3 -
5 6 7 o . . )
5 files have been ugloaded in the folder "Minutes of Meetlng"
U Posted 1 day ago by Miikka VIKKULA in the VASCE
12 13 14 15
Resource Details
& VASCA minutes 20170214.pdf (0.00)i 8
5 T T = X VASCA minutes 2017 ]
& VASCA minutes 20170 =
& VASCA minutes 20171 =
& VASCA minutes 2017 =
26 27 28 29

10:00 6PAG virtual meeting
. 4

17:30 MSA-WG virtual
meeting

V nefwork s

https://webgate.ec.europa.eu/ern/network/access
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HON DUR NETWORK ERN EXPERTISE ~ CLINICAL GUIDELINES CONTACT
A~ OURVISION MON  YASCA-WG monthly virtual
[?{?T meeting

“Our VASCERN project aims to facilitate and improve diagnosis, treatment and care for ALL patients suffer- 2017 7 PM (Central European Sum-

ing from Rare Multisystemic Vascular Diseases, thus enhancing access to care, and improving quantity and mer Time)

quality of life of these patients.

Networking, sharing and spreading our expertise, promoting best practices, guidelines and clinical outcomes, TUE  WED  ERN Coordinators Group (ECG)
10 . 11 .

patient-empowerment, improving knowledge through clinical and basic research are among our objectives.” oct | oct Meeting
2017 2017

Prof. Guillaume Jondeau, Network Coordinator

FRI SAT  YASCERN 1st Annual Seminar
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e eHealth Call (CEF Telecom) for ERNs’
implementation of the CPMS (Clinical Patient
Management System)

— VASCERN proposal

Identical to all ERNs (interERNs IT WG)
— to hire 2 IT staff: CPMS Operational Helpdesk

Submitted on September 21st, 2017 41500
Evaluation excepted by December 2017 ‘
Decision by Feb 2018. Grant by June 2018
75% EU co-funding: 125000

25% Co-funding APHP Bichat S EU = APHP-Bichat

125000
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o' @vascem & Pinned Tweet Géant Casit
. . N k VA S C E R N VASCERN @vascern - Sep 28 v Géant - =
00 etworks European Reference Network on Rare € Our 1st VASCERN 2 days annual Seminar (Paris, 13 & 14 October) i fast e
MultisystemicVasculas Diseases. approaching! Follow us & tweet using #VASCERNdays2017 #ERNeu
Gathering the best expertise to improve

Q T a Qs il

© @geant_cas

eni Communication Geu .

( Follow )

HOME NEWS~+  OUR NETWORK ERN EXPERTISE=  CLINICAL GUIDELINES CONTACT VASCERN @vascern - 3h v

Only 1 more week until #\ 17 1 We're at the venue in #Pans Flavio Minelli @Minellifla...
( Follow )

82 Find people you know

& VASCERN.eu
[ Joined February 2017 today getting everything ready! #E

) e \
-/A OUR VISION \‘ ‘2“9“

N

e . : N
"Our VASCERN project aims to facilitate and improve diagnosis, treatment and care for ALL patients suffering from Rare Multisystemic Vascular Diseases, thus wmr . .
e g ey ot e, https://twitter.com/vascern
Networking, sharing and spreading our expertise, promoting best practices, guidelines and clinical outcomes, patient.empowerment, improving knowledge through clinical 29 gy CrloUndate Euopelnt?
and basic reseanch are among our objectives.” g‘UJ‘NT ]JHU‘L F ”
olliow us !@Vascern

Prof. Guiliume jondeau, Network Coordinator B [ st A Meeing 2017 Sta t u n e d I

s s

o an

Al Yo need t0 KNOW BBOUE ERNS. «...cc.overeecoososmscssossssosnisssnmsssscses e P i

r e was ("2 ucomin |

T guropean Reference Networks Conference &

ERNs Pres: e
VASCERN Newsletter #8 - February 2017 09 10 enns Kickoft meetings
N WA
ERNs Brochure == Followus on twitter * 012 200

VN integrating Research and Healthcare for

~
S

Rare Diseases:  structured cooperation
N by @rase AR
ERNs Flyer Tweets o g R em o 2017 with high community added value

.

European Reference Networks Conference

TS EU Call - Rare Disease Registries
e n ‘mm on 21

http://vascern.eu/

iallon representing rare diseases. 201
s 4nd chalenges shead. here

3rd Health Programme WP 2017

3 Santé) has adopled

5 Eurgpeon Relrince

inder e 314 Heath Programme. Thi

Networks (ERNS) wih a ttal

Tweets

e e EU Call for Rare Disease Registries - )
proase b RLEREN, REGISTRES (2406216 = 42U supported ERNs will work to treat

#rarediseases affecting 5 in 10k people -
around 30 million In the EU #ERNEU
europa swirk73kX

o HTAL

Dissemination -

http://vascern.eu/news/newletters/

HTAD-WG New Publication
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The meetings
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for rare or low prevalence Face-to-face & virtual videoconference meetings

complex diseases

& Network Collaborative Platform & Website

Vascular Diseases
(VASCERN)

WG meeting
WGs monthly

virtual meetings
since March 2017

council meeting

1st meeting face
to face in Vilnius,
March 2017
Otherwise:
virtuals

Board meeting

2017: 1 face to
face Board and
Assembly

meeting on r L L . L . . . . L . , :
October in Paris 0 12
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* Council:

1st in Vilnius, kick-off Council meeting, March 2017
2nd virtual meeting, July 2017,
3rd: follow-up of the VASCERN 1st Annual Seminar & Board meeting — before Dec 2017

e RDWoGs:

HHT-WG: 7 meetings (including 2 face-to-face meetings in Dubrovnik)

HTAD-WG: 7 meetings (including 1 face-to-face meeting during the ESC Congress in
Barcelona, August 2017)

MSA-WG: 5 meetings
PPL-WG: 4 meetings
VASCA-WG: 7 meetings

* Transversal WGs:

eHealth-WG: 4 virtual meetings
Registry-WG: first meeting in, second face-to-face in Paris & Technical task force meetings
Ethics & communication WGs: advisory, no meeting yet

» Patient Group (ePAG): 6 meetings (+ 2 face-to-face meetings, in Vilnius & during
the EURORDIS Congress in Budapest)
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L] . . .
Follow-up last meeting action/decisions
og0’ work [ ]
o0 Net o m Definition of patients pathways
for rare or low prevalence

complex diseases m Cross-border pathway Mobile APP
i+ Network m Pills of knowledge
Vascular Diseases Registries — Safety standards collection &
(VASCERN) )
reporting

W Clinical trials

\\IZA8 Availability of conferences on YouTube

Definition of clinical outcomes

Writing recommendations (J1, J2) + transition
Child/Adult

for optimal care of the disease (diagnosis,
evaluation, treatment);

W G S R O a d M a p for optimal care of these patients facing
' common problems not related to their rare
diseases
Communication & Dissemination activities:
W messages to VASCERN Project Team and COM-
WG
I Strategic Research Plan — Research Priorities —

New Publications - Call for scientific

WPs Progresses & Milestones
will be presented during the e o

- Partnerships & applications for Membership

session on the state of play of B

O u r a ctio n p I a n ! - Dates of next meetings

\WIEE Sharing of experience: discussion of difficult
clinical cases - HCP Member Representatives
only (last 15-20 minutes?)
Number of cases discussed during ex:
videoconference: XX to write the
Number of cases discussed in the patient case case summary

management system: XX to Upload the
Learnings: summary on the IT
Number of summary upload to make: Platform

Education material to design from the cases
discussion:
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Feedback, Q&A and discussion
(25)



