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European Mapping venous and arterial thrombosis in children

• Rare disease (not recognize)

• Many challenges including:

• No specific training during residence / pediatric hemato-oncology fellowships

• Poor funding as pediatric thrombosis is not considered a rare disease

• This field is not usually considered in general hematology congresses.

First meeting with EBN



European Mapping venous and arterial thrombosis in children

Mapping

• 55 responses from 45 centers in 12 EU countries

• These centers treated:

• Venous thrombosis: 45 (all of them)

• Arterial thrombosis: 36
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European Mapping venous and arterial thrombosis in children
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European Mapping form venous and arterial thrombosis in children

Orpha-codes

Disease ORPHA-CODE

Cerebral sinovenous thrombosis 329217

Portal vein thrombosis 854

Isolated mesenteric vein

thrombosis

583861

Isolated splenic vein thrombosis 583861

Budd-Chiari syndrome 131

Thoracic outlet syndrome 357131

Heparin induced

thrombocytopenia

3325

Entities with ORPHA-CODE

Disease ORPHA-CODE

Pediatric deep vein thrombosis 

(including DVT, PE)*

-

Pediatric cardiac thrombosis -

Neonatal renal vein thrombosis -

May-Turner syndrome -

Pediatric arterial thrombosis -

Entities without ORPHA-CODE
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European Mapping form venous and arterial thrombosis in children

Orpha-codes

Disease ORPHA-CODE

Cerebral sinovenous thrombosis 329217

Portal vein thrombosis 854

Isolated mesenteric vein

thrombosis

583861

Isolated splenic vein thrombosis 583861

Budd-Chiari syndrome 131

Thoracic outlet syndrome 357131

Heparin induced

thrombocytopenia

3325

Entities with ORPHA-CODE

Disease ORPHA-CODE

Pediatric deep vein thrombosis 

(including DVT, PE)*

-

Pediatric cardiac thrombosis -

Neonatal renal vein thrombosis 664912

May-Turner syndrome 675404

Pediatric arterial thrombosis -

Entities without ORPHA-CODE
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Head of Pediatric Hematology Department
Sant Joan de Déu Children’s Hospital, Barcelona

Dr. Rubén Berrueco

ERN-EuroBloodNet – PeT WG
Pediatric Thrombosis Working Group

Head of Pediatric Hematology Department
Erasmus MC Sophia Children’s Hospital, Rotterdam.

Dra. Heleen van Ommen

ERN-EuroBloodNet PeT WG 1st Meeting – 7th May 2024, Online



Aims for EBN - PeT WG

Mission

• To ensure the best management of pediatric patients with thrombosis in all EU 

countries.

Vision

• To become an international reference group in pediatric thrombosis



Core group participants

EBN - PeT WG

1st meeting (7th May 2024)



Name City / Country Hospital e-mail

Victoria Gutierrez

(EBN coordinator)
Barcelona Spain Vall d’Hebrón victoria.gutierrez@vhir.org

Heleen van Ommen Roterdam / The Netherlands Erasmus Sophia Children’s Hospital c.vanommen@erasmusmc.nl

Rubén Berrueco Barcelona / Spain Sant Joan de Déu ruben.berrueco@sjd.es

Veerle Labarque Leuven / Belgium University Hospital veerle.labarque@uzleuven.be

Tomas Kuhn Ostrava / Czech Republic Fakulní nemocnice tomas.kuhn@fno.cz

Pavel Mazánek Brno / Czech Republic Universtiy Hospital mazanek.pavel@fnbrno.cz

Susanne Holzhauer Berlin / Germany Charité Universitätsmedizin susanne.holzhauer@charite.de

Efie Rigatou Athens / Greece Aghia Sophia Children’s Hospital e_rigat@yahoo.com

Beatrice Nolan Dublin / Ireland Children’s Health beatrice.nolan@olchc.ie

Giovanni Del Borrello Torino / Italy AOU Città della Salute e della Scienza di Torino giovanni.delborrello1989@Gmail.com

Matteo Luciani Roma / Italy IRCCS Ospedale Pediatrico Bambino Gesù matteo.luciani@opbg.net

Sonata Saulyte Trakymiene Vilnius / Lituania Universtiy Hospital Santariškių Klinikos sonata.saulytetrakymiene@santa.lt

Raquel Maia Lisbon / Portugal Hospital de Dona Estefânia CHULC hematologia.ped@chlc.mim-saude.pt

Carmen Gómez del Castillo Coruña / Spain Complexo Hospitalario Universitario A Coruña
ma.del.carmen.gomez.del.castillo.solano

@sergas.es



Core group EBN-PeT WG



Aims for EBN-PeT WG: pre-work



Core group participants

EBN - PeT WG

2nd meeting (24th Sept 2024)



Aims for EBN-PeT WG

What to do?

Best practices

• Recommendations for care (mainly focused on prophylaxis, which is the identified gap by the 
core group): “Learning from the case”

• Promoting the “European Principles of Care for Pediatric Thrombosis”: EPiC-PeT

Telemedicine

• Periodical clinical sessions for sharing difficult cases using Clinical Patient Management System 

(ideally CPMS 2.0)



THE SECTION NAME GOES HERE
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EBN-PeT WG

Telemedicine

• Periodical clinical sessions for sharing difficult cases using Clinical Patient Management System 

(ideally CPMS 2.0)




