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Austria FHchol Austria Austria Unterstützung FHchol Austria 2000,00 EUR

Austria Leben mit Amyloidose Austria Unterstützung- Amyloidosis Österreich 2000,00 EUR

Austria ÖHG - Österreichische Hämophilie Gesellschaft Austria Spende 5000,00 EUR

Belgium Belgische Organisatie voor Kinderen en volwassenen met een Stofwisselingsziekte Belgium Advice about patient flow of AKU patients  in Belgium 100,00 EUR

Belgium Belgische Organisatie voor Kinderen en volwassenen met een Stofwisselingsziekte Belgium Support of the costs for update of the VZW BOKS’s website 2000,00 EUR

Sweden EHC Belgium Multiple year sponsorship package 2020 - 2024 (2021) 205000,00 EUR

Sweden EHC Belgium Sponsorship allowing Sobi to participate in the annual virtual congress with a symposium 50000,00 EUR

Sweden Lupus Europe Belgium Participation in MAS/STILLS meeting 800,00 EUR

Sweden Myeloma Patients Europe Belgium HSTC meeting 1430,00 EUR

Belgium RARE DISEASES ORGANISATION BELGIUM (RaDiOrg) Belgium Support of the Rare Disease Day 2021 Campaign “I am not a unicorn' 3000,00 EUR

Belgium Vereniging van Hemofilielijders en von Willebrandzieken - Association des Hémophiles et Malades de von Willebrand- The Belgian Haemophilia Society Belgium Support AHVH Education at home project 2021 20000,00 EUR

Bulgaria Bulgarian Haemophilia Association / Сдружение "Българска Асоциация по хемофилия Bulgaria

Project envisages the delivery of 4 regional meetings explaining the importance of vaccination in suppressing 

and limiting the spread of COVID-19 and the impact of viral infection in coagulation disorders and concomitant 

diseases in patients and their careers.

15000,00 EUR

Croatia Društvo hemofiličara Hrvatske / Croatian Haemophilia Society Croatia Advertisement in patient journal 20000,00 HRK

Croatia Društvo hemofiličara Hrvatske / Croatian Haemophilia Society Croatia
World Heamophilia day in April; in June and July with several individualized education for patients,   organizing 

Webinars for patients with the theme of COVID-19 and organizing Educational Summer Camp in August 2021
94000,00 HRK

Croatia Hrvatski Savez Rijetke bolesti / Croatian Alliance for Rare disease Croatia

6th National conference for rare diseases, to be held on 1st March for patients and their families, stakeholders 

(health/social care institutions), HCPs and students in order to develop cross sector cooperation and involve all 

stakeholders in communication and action in the field of rare disease

7500,00 HRK

Czech Republic Český národní hemofilický program, z.s. Czech Republic
nationwide activity aimed at constantly improving the good level of care for patients with hemophilia and other 

congenital diseases
300000,00 CZK

Czech Republic Český svaz hemofiliků, z.s. Czech Republic The Czech Association of Haemophilics 300000,00 CZK

Denmark Danmarks Bløderforening Denmark Study of quality of life among Danish patients with bleeding disorders 45657,00 DKK

Finland Suomen Hemofiliayhdistys ry. Finland Annual co-operation agreement 6500,00 EUR

Sweden Amyloidosis Alliance France Educational Grant, Amyloidosis Day, edcational material and Activity of Alliance 50000,00 EUR

Sweden Association Française des Hemophiles (AFH) France Participation of a PO representative in a meeting on September 15th, 2021 35,00 EUR

Sweden Association Française des Hemophiles (AFH) France Participation of a PO representative in a patient meeting on April 26th, 2021 350,00 EUR

Sweden Europa Group France
Sponsorshop of 15 minute session in patient association channel during European Patient and Doctor Congress 

6-8 September
10000,00 EUR

Sweden EURORDIS France Sponsorship of 2021 Rare Barometer survey programme 10000,00 EUR

Sweden EURORDIS France Sponsorship of 2021 Black Pearl Awards 10000,00 EUR

Sweden EURORDIS France Sponsorship of 2021 Round Table of Companies (ERTC) 10000,00 EUR

Sweden EURORDIS France EURORDIS 2021 Project Development Grant 15000,00 EUR

Sweden HPN AM France France Engagement of PO representative in the PNH Ethnographic research 1500,00 EUR

Germany CholCo e.V. Germany FÖRDERMITGLIEDSBEITRAG 2021 2000,00 EUR

Germany Deutsche Bluthilfe e.V. Germany JAHRESSPENDE 2021 2000,00 EUR

Germany Deutsche Hämophiliegesellschaft e.V. (DHG) Germany Hämophilie Forum 315,00 EUR

Germany Deutsche Hämophiliegesellschaft e.V. (DHG) Germany JAHRESSPENDE 2021 7500,00 EUR

Germany Deutsche Hämophiliegesellschaft e.V. (DHG) Germany Moderation Hämophilie Forum 140,00 EUR

Germany Deutsche Selbsthilfe Angeborene Immundefekte (dsai) e.V. Germany Anzeige Newsletter 2021 2000,00 EUR

Germany Deutsche Selbsthilfe Angeborene Immundefekte (dsai) e.V. Germany Ärztl. Fortbildung Dresden+Würzburg Juli 2021 2000,00 EUR

Germany Deutsche Selbsthilfe Angeborene Immundefekte (dsai) e.V. Germany Sponsoring Projekt virtuelle Ärztl. FB 3500,00 EUR

Germany Deutsche Selbsthilfe Angeborene Immundefekte (dsai) e.V. Germany Beratervertrag Broschüre+Video 80,00 EUR

Germany Deutsche Selbsthilfe Angeborene Immundefekte (dsai) e.V. Germany Sponsoring dsai eV 1000,00 EUR

Germany Initiative für das rheumakranke Kind e.V. Germany Sponsoring 500,00 EUR

Germany Initiative für das rheumakranke Kind e.V. Germany Sponsoring 1500,00 EUR

Sweden Interessengemeinschaft Hämophiler (IGH) Germany Participation of a PO representative in a patient meeting on April 26th, 2021 350,00 EUR

Germany Interessengemeinschaft Hämophiler (IGH) Germany WebSeminar 06.2021 480,00 EUR

Germany Interessengemeinschaft Hämophiler (IGH) Germany JAHRESSPENDE 2021 15000,00 EUR

Germany Interessengemeinschaft Hämophiler (IGH) Germany Spende virtueller Sobi Charity Run 2021 424,33 EUR

Germany Leben mit Hämophilie e.V. Germany Beratervertrag Level-up 400,00 EUR

Sweden Patvocates GmbH Germany Sobi.PEGCET-201 AdBoard 15574,17 EUR

Greece Greek Haemophilia Society Greece needs of nursing and technological staff of the Haemophilia Centers of Athens 17232,95 EUR

Greece Greek Haemophilia Society Greece support of the aims of SPEA and the publication of the TA NEA MAS magazine 14000,00 EUR

Greece Greek Haemophilia Society Greece Sponsorship GHS 2021 6000,00 EUR

Sweden Greek Haemophilia Society Greece Participation of a PO representative in a patient meeting on April 26th, 2021 350,00 EUR

Sweden Greek Haemophilia Society Greece Participation of a PO representative in a patient meeting on September 15th, 2021 245,00 EUR

Greece Society for Patients and Friends of Patients with Inherited Metabolic Disorders-Krikos Zois Greece Sponsorship 800,00 EUR

Hungary Hemofíliások Baráti Köre Hungary Annual support for activities, includin organizing camp for H pts 3000000,00 HUF

Hungary Magyar Hemofília Egyesület Hungary Annual support for activities: education, family planning, children's camp 3200000,00 HUF

United Kingdom IPPOSI Ireland Membership Fees 01.01.2021-31.12.2021 8500,00 EUR

United Kingdom Irish Haemophilia Society Ireland 01.08.2021 Sponsorship for Platinum annual 15000,00 EUR

United Kingdom Irish Haemophilia Society Ireland Sponsorship for Physiotherapist and Dietitian Eveneing Training 14000,00 EUR

Sweden A.I.L.E. Onlus Italy Input towards HLH Family Discussion tool 640,00 EUR

Italy A.T.C. Associazione Ticinense Coagulopatici / Jointime IRCCS Policlinico S.Matteo - Pavia Italy Donation 26918,27 EUR

Italy AEL Associazione Emofilici Lazio Italy Donation 13000,00 EUR

Italy AIL Catania ONLUS Italy Donation 30000,00 EUR

Italy AILE Associazione Italiana Linfoistiocitosi Emofagocitica Italy Donation 685,00 EUR

Italy APMARR – Associazione Nazionale Persone con Malattie Reumatologiche e Rare APS Italy Donation 15000,00 EUR

Italy Associazione Emofilici e Talassemici Vincenzo Russo Serdoz Italy Donation 4000,00 EUR

Italy Associazione Toscana Emofilici Italy Donation 3000,00 EUR

Italy AVEC, Associazione Veneta per l’Emofilia e le Coagulopatie Italy Donation 30000,00 EUR

Italy Federazione delle Associazioni Emofilici (FedEmo) Italy Donation 18000,00 EUR

Sweden Federazione delle Associazioni Emofilici (FedEmo) Italy Participation of a PO representatives in a patient meeting on April 26th, 2021 700,00 EUR

Sweden Federazione delle Associazioni Emofilici (FedEmo) Italy Participation of a PO representatives in a patient meeting on September 15th, 2021 490,00 EUR

Italy Fondazione Federico Vecchio Onlus per il bambino Italy Donation 3000,00 EUR

Italy ROMAIL Vanessa Verdecchia Italy Donation 30000,00 EUR

Belgium ITP Patientenvereniging Nederland Netherlands Attendance at Crossroads 75,00 EUR

Belgium ITP Patientenvereniging Nederland Netherlands Services fees virtual Educational Activity 75,00 EUR

Belgium ITP Patiëntenvereniging Nederland Netherlands Support of Project 'Website translation' 6836,50 EUR

Belgium Nederlandse Stichting voor Hemophilie Patiënten in Suriname Netherlands Support Project Mgt, overhead NSHP and Twinning 2021 4366,16 EUR

Belgium Nederlandse Vereniging van Hemofilie-Patiënten Netherlands Fees Sobi Jury Onderzoeksprijs 2020 75,00 EUR

Belgium Nederlandse Vereniging van Hemofilie-Patiënten Netherlands Support of Project 'website maintenance and renewal' 14200,70 EUR

Belgium Nederlandse Vereniging van Hemofilie-Patïenten Netherlands Crossroad nr1-2021 04/03/21 75,00 EUR

Sweden Stichting EUPATI Foundation Netherlands
Sustaining Partner Fee:  Sobi’s financial support will help EUPATI to continue educating and training patients 

and patient representatives about medicines research and development.
20000,00 EUR

Belgium Stichting KAISZ Netherlands Attendance at Crossroads 75,00 EUR

Belgium Stichting KAISZ Netherlands Support translation costs new website 4580,20 EUR

Sweden Stichting KAISZ Netherlands Participation in MAS/STILLS meeting 75,00 EUR
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Belgium Stichting KAISZ Netherlands Review an FMF patient brochure created by Sobi 75,00 EUR

Sweden Stichting KAISZ Netherlands Speaking in Video on Injection Fear 75,00 EUR

Norway Bløderforeningen (FBIN) Haemophilia organisation Norway Annonse i Blødernytt nr 1 2020 17000,00 NOK

Norway Bløderforeningen (FBIN) Haemophilia organisation Norway Annonse i Blødernytt nr 2 2020 17000,00 NOK

Norway Bløderforeningen (FBIN) Haemophilia organisation Norway Annonse i Blødernytt nr 1 og 2 2021 58000,00 NOK

Norway ITP-Foreningen Norway Sponsorship - FB 18000,00 NOK

Poland STOWARZYSZENIE POMOCY CHORYM NA MIĘSAKI I CZERNIAKI SARCOMA Poland Sponsorship 10000,00 PLN

Portugal Associacao Portuguesa de Hemofilia e de outras Coagulopatias Congenitas Portugal Hemofilia e de outras Coagulopatias Congenitas 7000,00 EUR

Portugal Associação Portuguesa de Paramiloidose Portugal Paramiloidose 15000,00 EUR

Romania Alianta Nationala pentru Boli Rare Romania Romania National Rare Disease Alliance Grant 24750,00 RON

Romania National Association of Haemophiliacs from Romania - ANHR Romania Medical grant to PO 47120,00 RON

Romania National Association of Haemophiliacs from Romania - ANHR Romania Love the Movement Project ANHR 32989,00 RON

Romania National Association of Haemophiliacs from Romania - ANHR Romania Sponsorship of Event dedicated to World Hemophilia Day - Community Space Day - online 14772,00 RON

Romania Romanian Association of Haemophilia Romania Financial support to PO 51660,00 RON

Romania Romanian Association of Heamophilia Romania Sponsorship of SCOALA DE HEMOFILIE SI LEADERSHIP - HeRo 35000,00 RON

Croatia Life - association for fight against rare disease in children Serbia support the project - Create s Rare Disease database 5000,00 EUR

Slovakia Slovak hemophilia society Slovakia educational and rehabilitation stays for hemophiliacs 14000,00 EUR

Slovenia KRVNI BRATJE - Drustvo bolnikov z motnjo krvi Slovenije Slovenia Sponsorship of summer camp 7500,00 EUR

Slovenia KRVNI BRATJE - Drustvo bolnikov z motnjo krvi Slovenije Slovenia

Grant to PO Krvni Bratje physiotherapy project - Physiotherapy will take place in Terme Vivat and in Ljubljana, 

under the leadership of B.Sc. physiotherapists. It will be performed once a week and will include individual and 

group treatment. The estimated number of participants is approx. 35 patients. The amount of costs includes 

the rent of the space and the use of the pool, as well as the physiotherapist's fee. Total budget for this project 

is 26.000,00 EUR, Sobi Slovenia will give grant in total amount of 12.000,00 EUR

12000,00 EUR

Slovenia Slovenian Haemophilia Association Slovenia support different activities during the July-Dec 2021 13000,00 EUR

Spain Asociación Andaluza de Hemofilia (ASANHEMO) Spain
Proyecto “X Convivencia para niños y niñas afectados de hemofilia u otras coagulopatías congénitas en 

Andalucía”
3500,00 EUR

Spain Asociación Balear de la Enfermedad de Andrade (ABEA) Spain World Amiloidosis Day 4000,00 EUR

Spain Asociación Catalana de Hemofilia (ACH) Spain Proyecto "Atención personalizada de la afectación musculoesquelética" 3000,00 EUR

Spain Asociación Catalana de Hemofilia (ACH) Spain XIII Jornada de Actualización sobre la Hemofilia 1000,00 EUR

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

Hemofilia”
3000,00 EUR

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

coagulación y sus familias
4000,00 EUR

Spain Asociación de Hemofilia de la Comunidad de Madrid (ASHEMADRID) Spain Desarrollo de actividades de información, sensibilización y visibilización por el Día Mundial de la Hemofilia 4000,00 EUR

Spain Asociación de Hemofilia de la Comunidad de Madrid (ASHEMADRID) Spain Fee For Service in a educational Sobi Event "Salud Articular & Head Us" 1110,00 EUR

Spain Asociación de Hemofilia de la Comunitat Valenciana (ASHECOVA) Spain Programa de formación y sensibilización en hemofilia 2000,00 EUR

Sweden Asociación de Hemofilia de la Comunitat Valenciana (ASHECOVA) Spain Participation of a PO representative in a patient meeting on April 26th, 2021 350,00 EUR

Sweden Asociación de Hemofilia de la Comunitat Valenciana (ASHECOVA) Spain Participation of a PO representative in a patient meeting on September 15th, 2021 245,00 EUR

Spain Asociación de Hemofilia de las Comunidades de Aragón y La Rioja - HEMOARALAR Spain Proyecto: "Hemofilia en la Mochila" 4000,00 EUR

Spain Asociación de Hemofilia de les Illes Balears (HEMOiB) Spain Apoyo para las reuniones de orientación con padres de niños diagnosticados de hemofilia y otras coagulopatías 1000,00 EUR

Spain Asociación de Hemofilia de les Illes Balears (HEMOiB) Spain Proyecto 24h 5000,00 EUR

Spain Asociación de Hemoglobinuria Paroxística Nocturna HPN Spain Patrocinio Congreso virtual internacional HPN 2021 5500,00 EUR

Spain Asociación de Hemoglobinuria Paroxística Nocturna HPN Spain Speakers in Sobi Event: Focus Group Hemoglobinuria Paroxistica Nocturna 1040,00 EUR

Spain Asociación de Personas con Hemofilia y otras cuagulopatías congénitas de Andalucía (ASPHA) Spain Proyecto “Hábitos de vida saludable y Hemofilia” 3000,00 EUR

Spain Asociación de Personas con Hemofilia y otras cuagulopatías congénitas de Andalucía (ASPHA) Spain Proyecto: "Hemosalud 2021" 5000,00 EUR

Spain Asociación de Quilomicronemia Familiar Spain Proyecto de maximización de la difusión de la asociación de pacientes 9377,50 EUR

Spain Asociación de Quilomicronemia Familiar Spain actividades fundacionales 2021 2500,00 EUR

Spain Asociación Española de Amiloidosis (AMILO) Spain Actividades del Día Mundial de las Enfermedades Raras 1500,00 EUR

Spain Asociación Española de Amiloidosis (AMILO) Spain Proyecto “Recuperación física para enfermos de Amiloidosis” 1500,00 EUR

Spain Asociación Española de Fiebre Mediterránea Familiar y Síndromes Autoinflamatorios (STOP FMF) Spain Patrocinio Proyecto ”ConéctaTe” 1000,00 EUR

Spain Asociación Española de Fiebre Mediterránea Familiar y Síndromes Autoinflamatorios (STOP FMF) Spain Proyecto “Jornada Nacional de Pacientes de enfermedades autoinflamatorias 2021" 550,00 EUR

Spain Asociación Galega de Hemofilia (AGADHEMO) Spain Proyecto "Atención psicológica para personas con hemofilia, coagulopatías congénitas y sus familias” 2000,00 EUR

Spain Asociación Guipuzcoana de Hemofilia ASHEGUI Spain Proyecto “Servicio Social Psicológico y Pedagógico” 3000,00 EUR

Spain Asociación Malagueña de Hemofilia. AMH Spain XIV Jornadas de Formación de Hemofilia 3000,00 EUR

Spain Asociación Vallisoletana y Palentina de Hemofilia (ASVAPAHE) Spain Desarrollo del Día Mundial de Hemofilia 150,00 EUR

Spain Asociación Valverdeña de la Enfermedad de Andrade (ASVEA) Spain Proyecto "El Arbol de la Vida" 3000,00 EUR

Spain Asociación Vasco-Navarra de Hematología y Hemoterapia (ASOVASNA) Spain XXVIII Congreso de ASOVASNA 2000,00 EUR

Spain Federación Española de Enfermedades Raras (FEDER) Spain Desarrollo del Día Mundial de las Enfermedades Raras 5000,00 EUR

Spain Federación Española de Enfermedades Raras (FEDER) Spain XII Carrera por la Esperanza 3000,00 EUR

Sweden Federación Española de Enfermedades Raras (FEDER) Spain Speaking at FMF & AID Training Programme 240,00 EUR

Spain Federación Española de Hemofilia (Fedhemo) Spain Proyecto “Campus Fedhemo” 15000,00 EUR

Spain Federación Española de Hemofilia (Fedhemo) Spain Jurado Hemofit 2021 320,00 EUR

Spain Fundación de Hipercolesterolemia Familiar Spain Donation to “VI Symposium Virtual de Hipercolesterolemia Familiar” 6000,00 EUR

Sweden Federación Española de Hemofilia (Fedhemo) Spain Participation of a PO representative in a patient meeting on May 12th, 2021 315,00 EUR

Sweden Förbundet för Blödarsjuka i Sverige (FBIS) Sweden Support to mananaging different scientific tasks in the fund. 65000,00 SEK

Sweden Acute Leukemia Advocates Network Switzerland HSTC meeting 4680,00 CHF

Switzerland Schweizerische Hämophilie-Gesellschaft SHG Switzerland Spende SHG Charity Run und Wettbewerb GTH 2021 500,00 CHF

Switzerland Schweizerische Hämophilie-Gesellschaft SHG Switzerland Registration Fees 85,00 CHF

Switzerland Schweizerische Hämophilie-Gesellschaft SHG Switzerland Registration Fees 85,00 CHF

Switzerland Schweizerische Hämophilie-Gesellschaft SHG Switzerland Registration Fees 85,00 CHF

Switzerland Schweizerische Hämophilie-Gesellschaft SHG Switzerland Sponsoing_Artikel_'Salle d'attente' 4000,00 CHF

Switzerland Schweizerische Hämophilie-Gesellschaft SHG Switzerland Sponsoring 2021_SHG 24000,00 CHF

Switzerland Swiss Hemophilia Network Switzerland Projektsponsoring 2021_SHN 10000,00 CHF

Sweden AKU Society United Kingdom Grant for translation of patient materials 7420,15 GBP

France AKU Society United Kingdom
provide support development and implementation of AKU registry to allow AKU patients and treatments data 

collection in EU.
5000,00 EUR

France AKU Society United Kingdom PO was consulted as speaker as an expert of AKU front of the French Health Authority 680,00 EUR

France All ToVs to French POs are available on https://www.transparence.sante.gouv.fr/ France All ToVs to French POs are available on https://www.transparence.sante.gouv.fr/

United Kingdom Brain Tumour Research United Kingdom Q2 Donation 250,00 GBP

United Kingdom Genetic Alliance UK United Kingdom Donation for Genetic Alliance Rare Disease Day 28.02.2021 2500,00 GBP

United Kingdom Haemophilia Scotland United Kingdom Sponsorship memebrship fees 2020 10000,00 GBP

Sweden International Patient Organisation for Primary Immunodeficiencies (IPOPI) United Kingdom Sponsorship IPOPI Asian Regional Virtual workshop payment 1 10000,00 EUR

Sweden International Patient Organisation for Primary Immunodeficiencies (IPOPI) United Kingdom Sponsorship IPOPI Asian Regional Virtual workshop payment 2 10000,00 EUR

Sweden PNH Support United Kingdom Engagement of PO representatives in the PNH Ethnographic research 1120,87 GBP

United Kingdom The Aplastic Anaemia Trust United Kingdom Medical Grant for Winter wellness program 10000,00 GBP

United Kingdom The Haemophilia Society United Kingdom Refund of Support for 2020 WHF Conference -12500,00 GBP

United Kingdom The Haemophilia Society United Kingdom Sponsorship for Translation of booklets into Welsh 2588,00 GBP

United Kingdom The Haemophilia Society United Kingdom Support of Centre Engagement program 5000,00 GBP

United Kingdom The Haemophilia Society United Kingdom Support of Local Group Project 20000,00 GBP



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

United Kingdom The Haemophilia Society United Kingdom Sponsorship of CRM 20000,00 GBP

United Kingdom The ITP Support Association United Kingdom Sponsorship of ITP Rountable Project 5000,00 GBP

Sweden The Platelet Mission - ITP Support Association United Kingdom Participation of a PO representative in a patient meeting on May 12th, 2021 273,00 GBP

United Kingdom UK ATTR Amyloidosis Patients Association (UKATPA) United Kingdom Sponsorship to support the Association development of Website 5000,00 GBP

Sweden UK ATTR Amyloidosis Patients Association (UKATPA) United Kingdom Speaking engagement for Amyloidosis Congress 666,65 GBP

Sweden UK ATTR Amyloidosis Patients Association (UKATPA) United Kingdom educate and inform Sobi employees about the challenges of living with hATTR 100,00 GBP


