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V' EuropearReference network : apporter un soin
de qualité, identigue, a tous les patients
porteurs de maladies rares en Europe
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ERN BOND

CRANIO

European Reference Network on bone disorders (Factsheet Jio] {--+] - Website)

European Referencﬁsletwork on cranlofaclal anomalies and ear, nose and throat (ENT)

ERN PaedCan

ERN RARE-LIVER

ERN ReCONNET

ERN EpiCARE European ce Network on epilepsies (Factsheet [ .___I Website)
ERKNet European Reference Network on kidney diseases (Factsheet Jio| {---] - Website)
ERN-RND European Reference Network on neurological diseases (Factsheet [ I::]—W\ebsite}
} 300 ERNICA Eurapean Reference Network on inherited and congenital anomalies (Factsheet - iz]—\'\u\ebsite}
HﬁPITAUX ERN LUNG European Reference Network on respiratory diseases (Factsheet - I::]—W\ebsite}
ERN Skin European Reference Network on skin disorders (Factsheet [io] ==+ - Website)
° ERMN EURACAN European Reference MNetwork on adult cancers (solid tumours) (Factsheet - I::]—‘Mebsite}
> 900 ERN EuroBloodNet European Reference Network on haematological diseases (Factsheet o f::]—‘.'\u\ebsite}
UNITES DE SOINS ERN eUROGEN European Reference Network on urogenital diseases and conditions (Factsheet JA<|< -~ |- Website)
ERN EURC-NMD European Reference Network on neuromuscular diseases (Factsheet [\ f::]—Website}
ERMN EYE European Reference Network on eye diseases (Factsheet - I:_]—Website}
DES MILLIERS DE — _
o o PAT'ENTS AIDES D'ICI ERN GENTURIS European Reference Network on genetic tumour risk syndromes (Factsheet A=) { ==+ |- Website)
0 0 E::;UARD_ European Reference Network on diseases of the heart (Factsheet - f::]—‘.'\u\ebsite}
ETETEnCe MEtwork on congennal matormatons and rare inte
ERN [THACA Eitggﬁgﬂ’:i:‘:aen;eﬁe:_og_;r;zosﬂgt:m malformations and rare intelleciual
MetabERN European Reference Network on hereditary metabolic disorders (Factsheet A ‘::] - Website)

European Reference Network on paediatric cancer (haemato-oncology) (Factsheet o I::]—
Website)
European Reference Network on hepatological diseases (Factsheet [l f::]—‘.'\u\ebsite}

European Reference Network on connective tissue and musculoskeletal
diseases (Factsheet [i] {+++] - Website)

European Reference Network on immunodeficiency, autoinflammatory and autoimmune
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ERN RITA —

diseases (Factsheet | - | - Website)
EET_BRANSPLANT_ European Reference Network on Transplantation in Children (Factsheet i I::]—Website}
VASCERN European Reference Network on Rare Multisystemic Vascular Diseases (Factsheet |

Website)
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Estonia(PPL)

Lithuania(VASCA and HTAD)
Luxemburg (HTAD)

NorwayHTAD, HHT, PPL, VASCA)
Poland(VASCA, MSA, HHT, HTAD)
Romania (MSA, HTAD)

Bulgaria VASCA)

Portugal (HTAD, MSA, PPL, VASCA)
Greeceg(VASCA, PPL, MSA)

Spain (HTAD, HHT, VASCA, PPL)
Countriesalreadyrepresentedn VASCERN
by HCP FuMembers in newRDWGs
(ex:Denmarkor Sweden.
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- Actions/ Work Packages

WP 1 Sharing of experience: discussion of difficult clinical cases

WP2  Definition of patients pathways

WP3  Crossborder pathwaysMobile Application

WP4  Pillsof knowledge

WP5  Registriex Safety standards collection & reporting

WP6  Clinical trials

WP7  Availability of conferences on YouTube

WP8  Definition of clinical outcomes

WP9  Writing recommendations (J1, J2) + transition Child/Adult

WP10 Communication (+cooperation with all for dissemination) 38



"«. CPMS: discussion of complex - X -+

B @& %

<« c w @ & hitps://vascern.eufwhat-we-do/cpms-discussion-of-complex-clinical-cases/

ERN COLLABORATIVE PLATFORM [MEMBERS AREA]

¥ in @ ®

CLINICAL PATIENT MANAGEMENT SYSTEM [MEMBERS AREA] £

\ European Gathering the best expertise in Europe

X
:: Reference VAS C E R N to provide accessible cross-border healthcare
. ° .. Network to patients with rare vascular diseases

HOME ABOUT VASCERN v WHAT WE DO ~ NEWS ~  CONTACT REFERRAL OF PATIENTS TO CPMS

Rare Diseases WGs | Transversal WGs ePAG (Patient Advocacy)

# » Whatwedo » CPMS: discussion of complex clinical cases

Clinical Patient Management System (CPMYS)

For Healthcare Professionals, Members of VASCERN

If you would like to join the CPMS and you belong to one of VASCERN's 31 HCPs then please contact the lead HCP
representative at your HCP. If your HCP is not a member of VASCERN please contact the coordination team.

Registration to the CPMS

Frgr e ?S@ ]5 gean EU login and request authorisation to use CPMS.

H O'ssrreanfeadarmaladies rareg IS T T T IS ST

Call for new HCP full
members

Do's & Don'ts Factsheets for
rare vascular disease
patients

Hewsletters
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l:i:?‘.‘ EI.'II‘(}'EJII!E.I.‘I Gathering tha bast expartise in Europe

"'. .E:l HEEETEHC’E VAS C E R N to provide accessitbile cross-border haslthcare
‘:" Metwork te patients with rare vasculsr diseagas

https://vascern.eu

HTAD Diagnostic Work-Up

Non-expert EXPERT CENTERS h MULTIDISCIPLINARY CLINICAL
Centers —  RED FLAGS g EVALUATION g MANAGEMENT & FOLLOW UP

[ Medium size artery aneurysm/dissection

Survelllance & follow up®

& geographical location

Access to teams
required include

(Ped) Cardiology®
Vascular imaging?

7 signs’ In accordance with clinical need
Clinical examination
Guide for & assessment
referral to
expert \
centers in CONFIRMATIOM
T Suspect =

HTAD HTAD panel

[ Aortic dissection <70 yo ]'-""'""_'—/’

BAYV panel”

Systemic score® EL panel”
Child* »5 / Adult >7
25 / Adum > Clinical evaluation in FDR

Bicupid aortic valve®

Positive family history®

(tentative) CLINICAL DIAGNOSIS

HTAD Syndromic HTAD: Maon
suspicion Marfan syndrome, syndromic
cleared LDS, AOS..
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HTAD

Cardiac & thoracic
vascular surgery
Ophthalmology
Orthopedics &
physiotherapy
Psychosocial follow up
Obstetrics & fetal
medicine

Clinical genetics
Meurocsurgery
Facilitate contact with
patient arganisations

Clinical evaluation

Legend:
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o3\ VASCERN App

Forme et sante

IT'S SIMPLE! SEE THE
SEARCH FOR THE STRUCTURES
RARE DISEASE NEARBY

- T . (Y
Bnssne o Orphae Code
- .

#3008 ELETION SYND

ABMINCE GF INNOMINAT
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AGENESIS OF THE SUPER
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GETALLTHE
INFORMATION YOU
WANT
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