
Country of Sobi acting / paying company Name of organisation Country of the organisation Description of financial support and/or significant indirect/non-financial support or contracting services Amount Currency

Belgium Belgische Organisatie Voor Kinderen en Volwassenen Met een Stofwisselingsziekte Belgium Donation to support website maintenance and update 20000.00 EUR

Sweden European Haemophilia Consortium (EHC) Belgium Sponsorship - Partners Programme 16700.00 EUR

Sweden European Haemophilia Consortium (EHC) Belgium
Sponsorship to become a sponsor of the EHC Annual meeting 2019 (virtual congress). Sobi hosted a virtual 

symposium and a virtual booth.
50000.00 EUR

Sweden European Haemophilia Consortium (EHC) Belgium Multi Year Sponsorship Package 2020-2024 (Year 2020) 205000.00 EUR

Belgium RaDiOrg Belgium Spg Rare Disease Day 2020 campaign 2500.00 EUR

Belgium Vereniging van Hemofilielijders en von Willebrandzieken - Association des Hémo-philes et Malades de von Willebrand- The Belgian Haemophilia Society Belgium Support of Education@Home project - 2020 20000.00 EUR

Belgium Vereniging van Hemofilielijders en von Willebrandzieken - Association des Hémo-philes et Malades de von Willebrand- The Belgian Haemophilia Society Belgium Spg AHVH 2020 Development program 21780.00 EUR

Czech Republic Bulgarian Haemophilia Association Bulgaria sponsor a PO to organize several activities in 2020 8000.00 EUR

Czech Republic Društvo hemofiličara Hrvatske Croatia sponsor a several activities which PO will organize in 2020 94000.00 HRK

Czech Republic Društvo hemofiličara Hrvatske Croatia Webinar for patients - Physical activity and haemophilia 8.6.2020 10000.00 HRK

Czech Republic Društvo hemofiličara Hrvatske Croatia Grant for buying blood pressure monitors 30000.00 HRK

Czech Republic Društvo hemofiličara Hrvatske Croatia Non promotional liberate life advertisement in Croatian PO journal 15000.00 HRK

Czech Republic Društvo hemofiličara Hrvatske Croatia Educational grant to PO for scholarship 9000.00 HRK

Czech Republic Hrvatski savez ua rijetke bolesti Croatia Rare disease day 2020 1000.00 EUR

Czech Republic Český svaz hemofiliků, z.s. Czech Republic Online seminar: What does COVID-19 mean for haemophilia patients? 80000.00 CZK

Czech Republic Český svaz hemofiliků, z.s. Czech Republic Financial support of educational and helping activities to people affected by haemophilia for the year 2020 300000.00 CZK

Czech Republic Hemojunior, z.s. Czech Republic Educational and helping activities to kids and their families affected by haemophilia 2020 300000.00 CZK

Denmark Danmarks Bløderforening Denmark Yearly Sponsorship 4000.00 DKK

Denmark Danmarks Bløderforening Denmark Co-support for movie production regarding life with bleeding disorders 52531.00 DKK

Denmark Familier med kræfteramte børn Denmark Support to the Association''s work and activities with children with cancer, young people and their families 5000.00 DKK

Denmark Sjældne Diagnoser Denmark Rare Diseases Day 29.02.2020 support to activities 55000.00 DKK

Finland Suomen HAE-yhdistys Finland Support HAE association purposes to increase awareness of HAE 2000.00 EUR

Finland Suomen Hemofiliayhdistys ry. Finland Annual co-operation agreement 6500.00 EUR

Sweden EURORDIS France EURORDIS 2020 Project Development Grant 10000.00 EUR

Sweden EURORDIS France EURORDIS Black Pearl Awards 10000.00 EUR

Sweden EURORDIS France EURORDIS Round Table of Companies (ERTC) 10000.00 EUR

Greece Greek Alliance for Rare Diseases Greece Sponsorship of Event held on 03/12/2019 1150.00 EUR

Greece Greek Haemophilia Society Greece Registration cost for international congress 34.00 EUR

Greece Greek Haemophilia Society Greece Support for the issuing of the newsletter of 2020 20000.00 EUR

Greece Greek Haemophilia Society Greece Support for covering the costs of the HTCs in Athens & Thessaloniki 24000.00 EUR

Czech Republic EURAKVILO Alapítvány Hungary patient education 500000.00 HUF

Czech Republic Szili László Alapítvány Hungary patient education 1000000.00 HUF

Czech Republic Harc Az Életért Alapítvány Hungary patient education 500000.00 HUF

Czech Republic Hemofilia Alapiívány Hungary sponsor educational meeting for haemophilia patients, rehabilitative and educational activities 800000.00 HUF

Czech Republic Hungarian Rare Diseases Association RIROSZ Hungary Rare Diseases Day in Hungary 500000.00 HUF

Czech Republic Magyar Hemofilia Egyesulet Hungary Sponsorship of the activities organized by National Association of Haemophiliacs from Hungary ( MHE ) 3000000.00 HUF

Czech Republic Rosszcsont Alapítvány a reumatikus betegségben szenvedo gyermekekert Hungary online education for children with different rheumatic diseases 2000000.00 HUF
United Kingdom IPPOSI Ireland 2020 Membership fees to IPPOSI 8500.00 EUR
United Kingdom Irish Hamophilia Society Ireland Corporate Giving Program 15000.00 EUR
United Kingdom Irish Hamophilia Society Ireland Corporate Giving Program 60000.00 EUR

Sweden Aipit Onlus - ASSOCIAZIONE ITALIANA Italy Payment for Barbara Lovrencic´s attendance at ITP workshops July 22 and sept 1,2020 300.00 EUR

Italy Fondazione Luigi Villa Italy

"Metodi di intelligenza artificiale per la diagnosi precoce dell'emartrosi nei pazienti emofilici utilizzando 

scanner a ultrasuoni mobili". Lo scopo del progetto è quello di valutare la fattibilità di un sistema in grado di 

supportare i medici nella valutazione della presenza di emartrosi in pazienti emofili attraverso la valutazione 

di immagini acquisite da strumenti mobili.

25000.00 EUR

Italy Fondazione Italiana per il dono Onlus Italy
Campagna educativa in biblioteca attraverso il kit "donne avventurose" rivolta ai bambini, insegnanti, famiglie, 

bibliotecari ed educatori per scoprire le donne che hanno fatto grande la storia di Milano 
22000.00 EUR

Italy AIL Catania Onlus Italy
sostenere la gestione clinica e supportare dal punto di vista psicologico il paziente ed il caregiver dei soggetti 

affetti da Emofilia A e B.
30000.00 EUR

Italy Alomar Odv Associazione Lombarda Malati Reumatici Italy
finalizzato al supporto di attività di solidarietà sociale a favore delle persone che in Lombardia vivono con una 

patologia reumatologica, come da nostri obiettivi statutari.
20000.00 EUR

Italy Associazione Siciliana Emofilici Onlus Catania Italy Progetto intitolato "Svoltiamo 2020" 6000.00 EUR

Italy Fondazione Luigi Villa Italy
Progetto intitolato "Impariamo a muoverci correttamente: guida alla corretta funzionalità muscolo-scheletrica 

propedeutica all’avviamento all’attività sportiva".
10000.00 EUR

Italy Federazione delle Associazioni Emofilici Italy

Erogazione Liberale a sostegno della propria attività istituzionale per l’anno 2020. - Attività di interlocuzione 

con Istituzioni nazionali e regionali in rappresentanza e a tutela della comunità italiana dei pazienti;

- coordinamento e mantenimento della rete nazionale delle Associazioni territoriali dei pazienti;

- produzione di materiale informativo sulla patologia;

- organizzazione di incontri associativi informativi;

- rappresentanza in Enti e Organismi internazionali (WFH, EHC) e nazionali (AICE, Uniamo);

- gestione e implementazione del sito web di FedEmo per il periodo 01 gennaio-31 dicembre 2020

18000.00 EUR

Sweden ITP Patiëntenvereniging Nederland Netherlands Payment for Theo de Wispelaere´s & Ineke Steetskamp´s attendance at ITP workshops July 22 and sept 1,2020 300.00 EUR

Belgium KAISZ Netherlands Auto-inflammatory awareness project for GPs- support 2020 4747.00 EUR

Belgium Nederlandse Stichting voor Hemofilie Patiënten in Suriname Netherlands Support Twinning Project 2020 10290.00 EUR

Belgium Nederlandse Stichting voor Hemofilie Patiënten in Suriname Netherlands Support Project Mgt costs and Overhead costs NSHP 19920.00 EUR

Belgium Nederlandse Vereniging van Hemofilie-Patiënten Netherlands Support for the organisation of their general members meeting 12/09/20 4500.00 EUR

Belgium Nederlandse Vereniging van Hemofilie-Patiënten Netherlands Support Patient Advocacy project 2020 8975.00 EUR

Belgium Nederlandse Vereniging van Hemofilie-Patiënten Netherlands Support ""Information Supply"" project 2020 10324.00 EUR

Belgium Stichting Mens Achter de Patiënt Netherlands Support translation, edition and printing of 300 books of Hans Meex 11600.00 EUR

Czech Republic Krajowe Forum na rzecz terapii chorób rzadkich ORPHAN Poland Rare Diseases Day 2020 6000.00 PLN

Czech Republic Krajowe Forum na rzecz terapii chorób rzadkich ORPHAN Poland
sponsor scientific-educational conference "Rare Diseases - Diagnostics and therapies dedicated to their 

treatment - Challenges for Poland 2021
20000.00 PLN

Czech Republic Polskie Stowarzyszenie Pomocy Chorym na Fenyloketonurię i Choroby Rzadkie ARS VIVENDI Poland Rare Diseases Day 2020 21000.00 PLN

Czech Republic Polskie Stowarzyszenie Pomocy Chorym na Fenyloketonurię i Choroby Rzadkie ARS VIVENDI Poland December Metabolic Meeting 17000.00 PLN

Czech Republic Stowarzyszenie Pomocy Chorym na Mięsaki “Sarcoma” Poland support the activities in the areas oncology and haematology 10000.00 PLN

Portugal APH Associação Portuguesa de Hemofilia e de outras Coagulopatias Congénitas Portugal Program 2020 7000.00 EUR

Czech Republic Asociatia Nationala a Hemofilicilor din Romania Romania sponsor the psychoeducational activities organized by association during 2020 10000.00 EUR

Czech Republic Asociatia Nationala a Hemofilicilor din Romania Romania sponsor a project Plus for Quality of life 5000.00 EUR

Czech Republic Asociatia Nationala a Hemofilicilor din Romania Romania purchase and distribute the kits for personal use to the Haemophilia patients 10000.00 EUR

Russia Russian charitable public organization of persons with disabilities “Russian Hemophilia Society" Russia Charitable contribution 4000000 RUB

Czech Republic Slovenské hemofilické združenie Slovakia educational activities 2020 - summer camps and educational weekend 10000.00 EUR



Czech Republic Društvo hemofilikov Slovenije Slovenia sponsorship of DHS summer camp 2500.00 EUR

Czech Republic Društvo hemofilikov Slovenije Slovenia Grant to PO for different activities (projects) 3000.00 EUR

Czech Republic Krvni bratje - društvo bolnikov z motnjo strjevanja krvi Slovenija Slovenia sponsor a PO to organize several activities in 2020 8000.00 EUR

Czech Republic Krvni bratje - društvo bolnikov z motnjo strjevanja krvi Slovenija Slovenia Summer Camp for haemophilia patients 3.9.-6.9.2020 6000.00 EUR

Czech Republic Društvo hemofilikov Slovenije Slovenia sponsor a PO to organize several activities in 2020 7500.00 EUR

Czech Republic Združenje za redke bolezni Slovenije Slovenia 6th National conference on Rare disease day - 3th March 2020 1000.00 EUR

Spain Asociación Andaluza de Hemofilia (Asanhemo) Spain Proyecto Fisioterapia y Rehabilitación a niños y niñas afectados de hemosfilia y otras coagulopatías congénitas 3000.00 EUR

Spain Asociación Andaluza de Hemofilia (Asanhemo) Spain Donation of Personal Protective Equipment 600.00 EUR

Spain Asociación Catalana de Pacientes Hepáticos Spain Speaker webinar 1 Cambiando las reglas 760.00 EUR

Spain Asociación Catalana de Hemofilia (ACH) Spain Donation of Personal Protective Equipment 1000.00 EUR

Spain Asociación Catalana de Hemofilia (ACH) Spain Proyecto Entrega a Domicilio y Proyecto Jornada Actualización Hemofilia 3000.00 EUR

Spain Asociación de Hemofilia de Aragón y La Rioja (HEMOARALAR) Spain Jornada "Genética y Reproducción Asistida en Hemofilia" 1000.00 EUR

Spain Asociación de Hemofilia de Asturias (AHEMAS) Spain HOME DELIVERY, Servicio de transporte de Medicación a domicilio especializado en tratamiento de Hemofilia 3500.00 EUR

Spain Asociación de Hemofilia de la Comunidad de Madrid (Ashemadrid) Spain Proyecto: You too? 700.00 EUR

Spain Asociación de Hemofilia de la Comunidad de Madrid (Ashemadrid) Spain
Servicio de Información y Orientación para personas con hemofilia u otros déficits raros de la coagulación y 

sus familias
2400.00 EUR

Spain Asociación de Hemofilia de la Comunidad de Madrid (Ashemadrid) Spain Solidarity Lunch 200.00 EUR

Spain Asociación de Hemofilia de la Comunidad de Madrid (Ashemadrid) Spain Sponsorship World Haemophilia Day 4000.00 EUR

Spain Asociación de Hemofilia de la Comunidad Valenciana (Ashecova) Spain Servicio de transporte de medicación a domicilio 2020 2000.00 EUR

Spain Asociación Gallega de Hemofilia (Agadhemo) Spain Atención psicológica para personas con hemofilia, coagulopatías congénitas y sus familias 3500.00 EUR

Spain Asociación Guipuzcoana de Hemofilia (Ashegui) Spain Servicio Social Psicológico y Pedagógico 3000.00 EUR

Spain Asociación Vallisoletana y Palentina de Hemofilia (ASVAPAHE) Spain Actividades Día Mundial de la Hemofilia 622.33 EUR

Spain Federación Española de Enfermedades Raras (FEDER) Spain Escuela de Formacion Externa 2020 5000.00 EUR

Spain Federación Española de Enfermedades Raras (FEDER) Spain Sponsorship Race for Hope 3000.00 EUR

Spain Federación Española de Hemofília (Fedhemo) Spain Speaker 500.00 EUR

Spain Federación Española de Hemofília (Fedhemo) Spain Donation of Personal Protective Equipment 8000.00 EUR

Spain HEMOIB Associació de l'hemofília i altres coagulopaties illes balears Spain Video opinion paciente - Florio 500.00 EUR

Sweden Riksförbundet Sällsynta diagnoser Sweden Sponsorship Rare Diseases Day 100000.00 SEK

United Arab Emirates Ege Cocuk Vakfi Turkey Support with CD25 Kits for Hyperinflammatory Diseases 3500.00 USD
United Kingdom Cambridge Rare Disease Network United Kingdom Silver Sponsorship for Rare Fest 6000.00 GBP
United Kingdom Findacure United Kingdom Donation- 2020-21 Peer Mentoring Program 10000.00 GBP
United Kingdom Findacure United Kingdom Sponsorship of Annual Drug Repurposing Conference 24.02.2020 5000.00 GBP
United Kingdom Genetic Alliance UK Ltd United Kingdom Rare Disease UK Industry Support April 20- March 21 12000.00 GBP
United Kingdom Genetic Alliance UK Ltd United Kingdom Sponsorship of Rare Disease Day 2020 04.03.2020 8000.00 GBP
United Kingdom Genetic Alliance UK Ltd United Kingdom Rare Disease UK Industry Support April 20- March 21 1000.00 GBP
United Kingdom Haemophilia Scotland United Kingdom Speakers Fee for Dan Farthing Sykes 125.00 GBP
United Kingdom Haemophilia Scotland United Kingdom Big Give Funding Campaign 1000.00 GBP
United Kingdom Histiocytosis Uk United Kingdom Company Donation from Staff climbing Scafell Pike 10.09.2019 1613.00 GBP
United Kingdom Intensive Care Society United Kingdom Q1 Donation Program 250.00 GBP
United Kingdom The Alkaptonuria Society Ltd United Kingdom Donation -general unrestricted funds 2000.00 GBP
United Kingdom The Haemophilia Society United Kingdom Youth Ambassadors Program 2020 60000.00 GBP
United Kingdom The Haemophilia Society United Kingdom Support Ash 2019 12500.00 GBP
United Kingdom The Haemophilia Society United Kingdom Support for Marketing Buddy Lunch April 20 12000.00 GBP
United Kingdom The Haemophilia Society United Kingdom Speaker Agreement Liz Caroll- Interview with Rare Revolution Mag 200.00 GBP

Sweden The Platelet Mission United Kingdom Payment for Mervyn Morgan´s attendance at ITP workshops July 22 and sept 1,2020 300.00 GBP


