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VASCERN DAYS 2018
PLENARY SESSION

10.35-12.00: Feedback & discussion on
the Work Packages progress

Rare Disease Working Groups Chairs (Prof
Claire Shovlin, Prof Julie De Backer, Dr Leema Robert,
Dr Robert Damstra, Prof Miikka Vikkula)

Transversal WG Chairs (Dr Alessandro Pini, Prof
Leo Schultze Kool), moderated by Marine Hurard



WP1 Sharing of experience: discussion of complex clinical cases

on a secured Clinical Patient Management System
https://vascern.eu/what-we-do/cpms-discussion-of-complex-clinical-cases/

VASCERN CPMS Activity In September

Registered Users  Active Users Number of Panels 2018:
60 (6 guest users) 47 1N

35 active users!

r——0—0—0—0—0

-

Open Panel _ Data Assessment Outcome sign-off Closed
Selection Compdetion

Of the 11 panels opened for VASCERN: 1/11 have made it to the sign-off stage, 4/11 to the outcome
stage, 7/11 to Assessment stage, 9/11 to data completion stage, all have made it to the panel selection
stage.

Feedback on experiences

Next steps: by RDWG Chairs

Resolve technical issues (videoconference tool tested by 4/5 RDWGs)
* Customisation of CPMS consultation form (per RDWG)
IT helpdesk hired (CEF)

10-11 October 2018 VASCERN Days 2018
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https://vascern.eu/what-we-do/patient-pathways/

'+ Buropean Vascular Diseases
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1
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for rare o low prevalence

 1st version published

Multidisciplinary Management
clnical evaluation ——*4—  and Treatment ~———*
+—— Follow Up

+— Presentation

Family history HHT

Vascular EDS

Final approved patient pathway
28/09/2018

HTAD
Improved version

Nosebleeds

2

PAVM screen

PAVM Rx
Antibiotics/ other advice

Nosebleed
assessment

NB Rx + advice

|/

IDA Rx + advice
[Pamonary s T ron deficency Joamvatce | | o
Diagnosis assessment (+ anemia) [ [ Up*
Pregnancy advice

N

Other personal
assessment required”

[->{ Other treatment

Family elements

\
< Other advice

Y Refer to (inter)national patient support groups |

NEW PATIENT

published

embolisation.
 As formalised through HHT WG Programmes

Improved version
published

PPL
Tested within WG

- VASCA
Several work ongoing

with confirmed COL3A1
Friutation

| Arterial dissection/rupture
| atyoungage (<ddyrs) |

Spontaneous bowel
Perforation (with no
known risk factors)

| 3rd trimester uterine

characteristc facial |
N)pearance or acrogeria |

mmxneaus preumothorax

Early onset varicose veins <30yrs

Fupture {with no

lnavwn risk factors)

CCSF in absence of trauma
sq.ung in unusual sites |
Unh undefined trauma

Other features such as Chub foot.

Thin skin, Keratoconus, Gingival fragility

*In accomdance with clinical need and geographical location. Should Include
1) Dngeing access ta serces on demand
2} Ongeing support of local medical teams
3} Inciwidual follow up 2 required for new dinical indicatians such 3s pregrancy, new
symptams assessment.

Thoracic Aortic Dissection

4 Child: z-score 23

Aortic Root Aneu rvsm:l —
,{25>z-scure<35 | NnAHTl -

Adultl 60 ]
I_> v.0

' AHT' —4
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z-score 23.5
| Medium Size Artery Aneurysm/Dissection |—*

Positive Family History?
Recurrent Pneumothorax
—
<18y.0

Skeletal Features® \\
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Ectopia Lentis
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Dr Alessandro Pini

eHealth, Training &
Education WG Chair
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wpP3 Cross-Border pathway: Mobile Application

™

©

®

Who

is the Expert
for my RD?

Just insert your
rare disease and
find the nearest

WHAT? WHERE? m

What

services
(diagnostic,
clinical) can |
find?

Look which
Services are
offered by each
Expertise Center

Where
| have to go?

Find the address
of the Center of
Expertise/Patient
Organisation you
have chosen and
access directly to

Ce_nter of. _ Google Maps. _
Expertise/Patient and Patient Center/Patient
Organisation Organisation. YOU ARE COrganisation

GEOLOCALIZED

When

can lgo?

Look at the
opening hours
and how/when to
contact the

July 2018 -

Aug/Sept 2018 >

Oct/Nov 2018 »

Launch of the B-version

Euro-Test

Corrections

10-11 October 2018

VASCERN Days 2018



wpP3 Cross-Border pathway: Mobile Application

10-11 October 2018

Official launch of the
VASCERN App on both
IOS & Android
Platform

Back end activity

* Back end activity:
- Implementation

- Further corrections

VASCERN Days 2018

Version 2.1:
* Multilanguage

* Increase of the number
of HCPs/ePAG

* Increase of diseases

e Structural Amelioration
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Hereditary Haemorrhagic Telangiectasia

https://vascern.eu/what-we-do/pills-of-knowledge/ (HHT) is more than a bleeding nose.

What an ENT doctor need to know about
HHT and why

, With subtitles added in different [

Department of Otorhinolaryngology,

languages (ongoing process) IR :-.. o~

« Ex: 6 languages + English subtitles added for Julie De Backer’s o P
PoK on the diagnosis of Marfan Syndrome

How can lymphedema be

during VASCERN days 2018! =- . ot L
aemense 1 G
* Lymphscintigraphy - :

* Magnetic Resonance
Imaging

Bloedvaten?

Hereditary haemorrhagic telangiectasia

liquid is injected between the toes when F"8%
swelling occurs in the lakes

AN OVERVIEW OF
HEREDITARY HAEMORRHAGIC TELANGIECTASIA (HHT)

Professor Claire L. Shovlin > PR
Chair VASCERN HHT
Lead Clinician VASCERN HHT London, Hammersmith Hospital, ICHNT, London
Professor of Practice (Clinical and Molecular Medicine), Imperial College London

A Aviariinns af Dadintria and Rrimsans Lumnbhadana

VASCERN

The European Reference Network ERN
on rare multisystemic vascular diseases

ehandelingen voor
Marfan Syndrome — diagnosis mfatische malformati

Wat is er mogelijk?

WWWVASCERN eu

[ W) 0:02/307

Marfan Syndrome - Diagnosis by Prof Julie De Backer
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Patient Registries

Prof Leo Schultze

Kool, Patient Registry WG
Chair
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HHT
- Research project ongoing, multicentric clinical trial proposal

HTAD
* F101G

MSA
« European VEDS RaDiCo Cohort project ongoing

PPL
 Work on collecting research projects

VASCA
« Several research projects and clinical trials ongoing

® %,
LY/

o
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training education)
« RDWGs validation

« Submit/ share with us if
you are filmed « VASCERN related

* Interviews during the year (hew
scientific publications, patient

« RDWG Chairs and representatives, etc.)
eHealth WG Chair * Meetings filmed

..o....'.
https://www.youtube.com/channel/UCIsl4 jngiaLhjNhktiN7ZA
sy VASCERN ERN Rare S * Video collection
=—  Vascular Diseases - Medical content: Pills of Knowledge
49 abonnés + meetings
* Discussion about content:
° Currently « Transversal WG (e-health +


https://www.youtube.com/channel/UC1sI4_jnqiaLhjNhktiN7ZA

https://vascern.eu/what-we-do/clinical-outcomes-measures/

HHT

Shovlin, Buscarini et al, European Reference
Network for Rare Vascular Diseases (VASCERN)
Outcome Measures for Hereditary Haemorrhagic
Telangiectasia (HHT)

HTAD

- Ongoing

MSA
Ongoing
PPL

- Ongoing

VASCA
Ongoing

023}\
o"‘.‘
o . A ..
. ... (]
'Y
e ey Pt it Orphanet journal of
RareDiseasgs
European Reference Network For Rare @
Vascular Diseases (VASCERN) Outcome
Measures For Hereditary Haemorrhagic
Telangiectasia (HHT)
gee L Dovin'"0 € Buscanns”, Anetie D sidien’, Hans Jegen Mager 0 e

with limted peioc exponure of training oo B specific ds.
Develog aned inpde of On pY ease. Theredore simple, clisical peactice-bused Owtcome
wre an effectiv p-n of Quality and Safety Frameworks  Messures are purticoulaly important for rare el yvtomic
that lead o Service bempeovemsents. Moce spocfically, f  conditions.
the Owtcome Memures s caefully selected, their "n-«wnmm:nuﬁ-ﬁn.annpnn{xlndnmn
dusesnination and splementation can deectly mpeove b g (HHT: Onlise
petient care, Inchading that from health care peovidens M«WIM Rance n)clu CIETI000, which & a mal
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and e (AVMa) = viscersd and
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The main goud of management is to maxsmnise the nember
of affected Indoviduals recetving wade and effective pre-
wealstive strategies in coder 1o Bt the nember and
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https://vascern.eu/what-we-do/clinical-guidelines/

European Reference Network For Rare
H H T Vascular Diseases (VASCERN) Outcome
Measures For Hereditary Haemorrhagic
Telangiectasia (HHT)

gen Mages', Caro Sabw”, Freys Droege

« Shovlin, Buscarini et al, European Reference
Network for Rare Vascular Diseases (VASCERN)
Outcome Measures for Hereditary Haemorrhagic
Telangiectasia (HHT)

HTAD
« ACTAZ2 finalised, to be submitted to scientific
journal
MSA .
 Work on pregnancy in VEDS e
PPL
« Collection of guidelines, new projects?
VASCA

* Not prioritised for Y2. Working first on VASCA
classification
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https://vascern.eu/what-we-do/dos-donts-factsheets-for-rare-vascular-disease-patients/
 HHT ko P e
« 12 Do’s and Don’ts Factsheets published
« HTAD .
) ascular
« 23 Do’s and Don’ts Factsheets published ERve bt
syndrome e e
« MSA -
« 17 Do’s and Don’ts Factsheets published :
Hereditary
mgm Haemorrhagic
 PPL E’%& Telangiectasia
* 13 Do’s and Don'’ts Factsheets finalised, e

FACING FREQUENT SITUATIONS

ready for graphical layout, publication by
the end of the year
Marfan syndrome

VASCA Gisorders
 Work in progress
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Page Total Page LikeS  Engage...... «..w -ewnee
European Gathering the best expertise in Europe |
® v Reference VAS C E R N to provide accessible cross-border healthcare + European wLl X 274 —
NetWOrk to patients with rare vascular diseases 1 VASCERN: The ERN 0 - 29 ]
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2 mF?E') Epicare ERN 132 15 s
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Latest News w P
http://Vasce n .eU/ Do's and Don'ts Factsheets for HTAD, MSA and HHT now available! 4 .°.°. ERN for rare adult solid 127 ]
.-’- We are very proud to present the VASCERM Do’s and Don'ts Factsheets for Rare Vascular Disease .o .09 0
-~ Patients Facing Frequent Situations. These factsheets were developped in order to assist patients and [ ]
the.
Hiring: IT Helpdesk/End-User Support & Data Manager ’L__;. :.LT“T -
o= . The VASCERN coordination team. located in Paris, France, is looking for a full-ime IT Helpdesk/End-User 5 : B MEHDERN 109 U
.
This Month:
Threa Years v Sessions v

T Total Page Likes as of Today: 274 Page Likes
Fc'l |E"-".I'EFS 2,000 September 10 - October 7

Tweet impressions 3 Total Page Likes|
387125 16.4K res7% - | 8

Page Likes & 26%

e\

1,000

https://twitter.com/vascern

43
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- Monthly
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wrtua} = ERN Collaborative
Abonnés actuels meetlngs.& o Platform (ECP)'
You F2F meetings - :

oof r s | jnternal
TIIhe 100 [ Total pasts . .
49 communication

https://www.facebook.com/vascern.eu/

https://www.linkedin.com/company/vascern/
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RARE-LIVER
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e
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https://www.youtube.com/channel/UC1sl4 jngiaLhjNhktiN7ZA |
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New specific VASCERN visual identity
Visual « vascular » added to the official ERN logo
« Templates (PPT, word, letter)
« Graphical chart - additional colours

Material will be sent to members for their
VASCERN presentations

o:-_".?.\ European

* t Reference

'n N twork
prevale

Primary and secondary colours Main typography

Primary colours The ty
pography used is Montserrat

Erm Colour Ern Colour 2 qum It can be used on all branded, printed and digital communication media. [I] Q VA.SCERN DAYS 2018
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68, Qual de la Seine - 75019 Paris

All information in: Practical information kit
Light / Light italic
Regular / ftalic
a Medium | Medium Italic 2
Bold / Bold Italic

Alphabet
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Vet ok b e i Lo 125455?390 P (R[] [@)/Ee-+x=>BOSEEY S,

Venue 8 Hotel: Holiday inn Express - Paris Canal de la Villette

o.-_-,}\ European
..T- .*V Reference
0o0’ Network

for rare or low prevalence
complex diseases

# Network

Vascular Diseases
(VASCERN)




% -
@ 0%
‘ ..i .:".\.
l* ", -»“F European Gathering the best expertise in Europe .‘.‘;'.0.
.. e !. Reference VAS C E R N to provide accessible cross-border healthcare ®o0
..' . 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 16
of the European Union
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