
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/   
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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. 

 

Next steps:  

• Resolve technical issues (videoconference tool tested by 4/5 RDWGs) 

• Customisation of CPMS consultation form (per RDWG) 

• IT helpdesk hired (CEF ) 

 

VASCERN CPMS Activity 

Registered Users Active Users  Number of Panels 

60 (6 guest users) 47 11 

In September 
2018:  

35 active users! 

VASCERN Days 2018 

Feedback on experiences  
by RDWG Chairs  
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WP2 Definition of (improved) patient pathways 
https://vascern.eu/what-we-do/patient-pathways/  
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• HHT 
• 1st version published 

• HTAD 
• Improved version 

published 

• MSA 
• Improved version 

published 

• PPL 
• Tested within WG 

• VASCA 
• Several work ongoing 

10-11 October 2018 VASCERN Days 2018 
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WP3  
VASCERN App 
https://vascern.eu/what-we-do/mobile-app/  

 
Dr Alessandro Pini 
eHealth, Training & 
Education WG Chair 
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WP3 Cross-Border pathway: Mobile Application 
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   July 2018   Launch of the β-version 

 

 

              

      Aug/Sept 2018       Euro-Test 

 

 

                     

         Oct/Nov 2018       Corrections 

VASCERN Days 2018 



6 

WP3 Cross-Border pathway: Mobile Application 

Dec 2018 Feb 2019 Sept 2019 

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

• Back end activity 

• Back end activity: 

 - Implementation 

          - Further corrections 

Version 2.1: 
 
• Multilanguage 
 
• Increase of the number 
of HCPs/ePAG 
 
• Increase of diseases 
 
• Structural Amelioration 

10-11 October 2018 VASCERN Days 2018 



WP4 Pills of Knowledge 
https://vascern.eu/what-we-do/pills-of-knowledge/  

7 10-11 October 2018 VASCERN Days 2018 

• 6 PoK video on YouTube, with subtitles added in different 
languages (ongoing process) 

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

 

• 13 to be filmed during VASCERN days 2018!  
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WP5  
Patient Registries 
https://vascern.eu/what-we-do/patient-registries/  

 
Prof Leo Schultze 
Kool, Patient Registry WG 
Chair 
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WP6 Clinical trials & Research 
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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 

10-11 October 2018 VASCERN Days 2018 



 
 
WP7 Availability of videos on YouTube 
https://www.youtube.com/channel/UC1sI4_jnqiaLhjNhktiN7ZA 
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• Currently 75 videos 
 
• Submit/ share with us if 

you are filmed  
 
• RDWG Chairs and 

eHealth WG Chair 

10-11 October 2018 VASCERN Days 2018 

• Video collection  
• Medical content: Pills of Knowledge 

+ meetings 
• Discussion about content:  

• Transversal WG (e-health + 
training education) 

• RDWGs validation 
 

• VASCERN related 
• Interviews during the year (new 

scientific publications, patient 
representatives, etc.) 

• Meetings filmed  

 

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


 
 
WP8 Definition of clinical outcomes 
https://vascern.eu/what-we-do/clinical-outcomes-measures/  
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• 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 

 
 

10-11 October 2018 VASCERN Days 2018 
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WP9 Writing Clinical Practice Guidelines 
(expert consensus statements, recommendations)  
https://vascern.eu/what-we-do/clinical-guidelines/  
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• HHT 
• Shovlin, Buscarini et al, European Reference 

Network for Rare Vascular Diseases (VASCERN) 
Outcome Measures for Hereditary Haemorrhagic 
Telangiectasia (HHT)  

• HTAD 
• ACTA2 finalised, to be submitted to scientific 

journal  

• MSA 
• Work on pregnancy in vEDS 

• PPL 
• Collection of guidelines, new projects?  

• VASCA 
• Not prioritised for Y2. Working first on VASCA 

classification  

 

 

VASCERN Days 2018 
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WP10 Do’s and Don’ts factsheets for rare vascular 
disease patients facing frequent situations 
https://vascern.eu/what-we-do/dos-donts-factsheets-for-rare-vascular-disease-patients/  
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• HHT 
• 12 Do’s and Don’ts Factsheets published 

• HTAD 
• 23 Do’s and Don’ts Factsheets published 

• MSA 
• 17 Do’s and Don’ts Factsheets published 

• PPL 
• 13 Do’s and Don’ts Factsheets finalised, 

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

• VASCA 
• Work in progress  

 
10-11 October 2018 VASCERN Days 2018 
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This Month: 

ERN Collaborative 
Platform (ECP): 
internal 
communication  

WP11 Communication and project management 
 

 

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

VASCERN Days 2018 

http://vascern.eu/  

https://twitter.com/vascern 

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

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

https://www.linkedin.com/company/vascern/  

Monthly 
virtual 
meetings & 
F2F meetings  

https://www.youtube.com/channel/UC1sI4_jnqiaLhjNhktiN7ZA
https://www.youtube.com/channel/UC1sI4_jnqiaLhjNhktiN7ZA
http://vascern.eu/
https://twitter.com/vascern
http://vascern.eu/news/newletters/
https://www.facebook.com/vascern.eu/
https://www.facebook.com/vascern.eu/
https://www.linkedin.com/company/vascern/
https://www.linkedin.com/company/vascern/


15 

WP11 Communication and project management 
 

 

VASCERN Days 2018 

• 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 
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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 LinkedIn  
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