
HHT EUROPE
2026 ROME MEETING
USEFUL INFORMATION

www.hhteurope.org - info@hhteurope.org 

VENUE
Mercure Hotel Fiumicino Airport -  Via Portuense, 2470, 00054 Fiumicino RM
Phone: 0039 06 999351 email: H9300@accor.com

How to reach Mercure Hotel 
From Airport- Hotel Mercure Shuttle bus to a from Fiumicino airport located at exit no. 4 of
Terminal 3 Arrivals . Guests can wait for our shuttle at stop no. 1 by crossing the road and walking
along the sidewalk. No booking from Airport. Return service to be booked at reception desk. Guests
are kindly requested to give the driver their surname and meeting reference: HHT Europe to access
lower rate (4 euro)- no payment is due to the driver. It will be put on your room bill. Shuttle time
table on last page of this information package. 
By Car: Exit for Fiumicino Airport and follow Via Portuense until n.2470. Event price for parking is 1
euro an hour with a max of 8 euro a day. 

Meals  
HHT Europe is pleased to offer all attendees 

Welcome dinner on Friday March 13  at Mercure Hotel resturantth

Lunch on Saturday March 14  at Mercure Hotel restaurantth

Beverages, besides water, à la carte for personal purchase 

HOW TO REACH ROME CITY CENTER 
Take Hotel shuttle to Fiumicino Airport and reach the Airport Trainstation.
Trains from Fiumicino Airport Train station to city center run on an hourly basis 
For timetables and ticket purchases www.trainitalia.com 

https://www.google.com/maps/place/data=!4m2!3m1!1s0x1325fa8ecde2092f:0x1d9bfd3f284ca32c?sa=X&ved=1t:8290&ictx=111
https://www.google.com/search?client=safari&rls=en&q=mercure+hotel+fiumicino&ie=UTF-8&oe=UTF-8
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Pre-meeting workshop 
The basics for New & Rising organizations 

Speakers: Claudia Crocione, Dara Woods and Bienvenido Munoz
Creating your community: Finding and databasing your contacts
Creating an HHT Center - Adult and Pediatric 
Funding a new PO and its projects 
Understanding HHT Europe Governance, workgroups and collaborations

Break - Independant lunch arrangements for all participants. 

Session 1: Setting the scene & Horizon Scanning 

Registration opens 
HHT Europe - history, members, milestones and mission  
Bienvenido Muñoz & Anne Goustille - President & Vice President of HHT Europe 
Drug Development - Understanding the process and Role of Patient
Organizations
Petronella McLoughin - HHT CAB Member HHT Ireland 
What is in development - Horizon Scanning of Clinical Trials for HHT - 
Dr. Luisa Maria Botella - Translational Research Group on Rare Diseases with Vascular
Implications
Vaderis presents: Results of proof of concept study and introduction to the
Phase III trial 
Azmi Nabulsi, MD, PhD; President & CEO, Vaderis Therapeutics AG
Pierre Saint-Mezard, PhD; Chief Scientific Officer and co-founder, Vaderis Therapeutics AG
Q&A

Coffee Break

Mapping of HHT Centers - overview and proposals
Bienvenido Muñoz & Solveig Ezrahi 

Group activities on HHT Centers 
Restitution and closing remarks 

Welcome Dinner at Mercure Hotel for all participants and speakers registered
for the event. 

Friday March 13  2026th

10.30 - 12.30

12.30 - 2.00 

2.00 - 2.30
2.30 - 2.50

2.50 - 3.00

3.00 - 3.20

3.20 - 3.45

3.45 - 4.10

4.10 - 4.25

4.25 - 6.00

7.45 
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Session 2: Hot topics in HHT 

introduction to the program 
Claudia Crocione - Managing Director HHT Europe
Iron Management in HHT 
Dr. Luigi Di Martino - HHT Center Rome - Gemelli Hospital
Antiplatlet therapy in HHT patients - evidence from the multi
centric PRIN study 
Prof. Eleonora Gaetani - HHT Center Rome - Gemelli Hospital
How to use the consensus paper on sclerotherapy in your national
setting 
Dr. Paolo Farneti  
New consensus for assessing the severity of epistaxis - 
Cassi Friday - Director of Research Programs and Grants for Cure HHT 
Q&A

Coffee Break

Session 3: Sharing best Practices 

Spanish APP for HHT - HHT Spain - Lourdes Cano Alcina
Peer to peer experience - Avastin Patients - HHT Sverige - Göran Westerlund
Learning through encounter - HHT Germany  - Lutz Gruenewald
First Patient conference - HHT Belgium - Caroline Goyens
Little Red Campaign -  HHT Ireland - Dara Woods
Booklet for Young HHT Patients - Onilde Carini HHT - Giuseppe Regalia
Active participation in Research - HHT Italia aps - Giulia De Santis
Q&A

Lunch Break at Mercure Hotel for all participants 
Group picture 

Morning: Saturday March 14  2026th

9.00 - 9.10

9.10 -9.30 

9.30 - 9.50

9.50 - 10.20

10.20 - 10.40

10.40 - 11.00

11.00 - 11.15

11.15 -12.30

12.30 - 1.00

1.00 - 2.15
2.15 - 2.30
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Afternoon: Saturday March 14  2026th

Session 5 - Faster forward together 

Session 4: Evidence based advocacy workshop

Claudia Crocione - Managing Director HHT Europe 
The added value of evidence based advocacy 
Resources for evidence based advocacy
Rare Barometer: high quality evidence resources for HHT Europe 
Addressing importance of the patient voice - 

       HHT Netherlands, Bas Van Leeuwen

Break out session 
Simulation of evidence collection in an HHT Community 
Restitution from breakout groups 

Projects and Workgroups for 2026: 
Overview of Strategic projects for 2026-2029 
Call for interest in workgroup participation
Open MIC for new proposals
Next steps in 2026

Closing Comments & Farewell 

2.30 - 3.45 

 

 3.45 - 5.15

5.15 - 5.30 


