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Organization and objectives

• Group of hematologists (pediatrics + adult) and biologists with a special interest in red blood cell

disorders

• > 10 hospitals represented (both university and non-university)

• Some centres participating in The European Reference Network for RBC disorders: 

UZA, UZLeuven, UCL, CHU Liege, Erasme+HUDERF

• 3 meetings per year (virtually 01/2020- 5/2022; residential or virtual since 10/2022)

• Clinical trials, education, recommendations/guidelines, reimbursement/government,…

• Topics linked to RBC pathology: sickle cell disease, thalassemia, glucose-6-phosphate deficiency, 

pyruvate kinase deficiency,….



Clinical Trials in 2022

• Involvement in the International Hemoglobinopathy Research Network (INHERENT), mondial project with 

aim to study the role of genetic modifiers in hemoglobinopathies

• Multicenter collaboration in ‘sickle cell nephropathy study: risk factors and mechanisms of podocyte

damage in children’ (sponsor is UZ/KULeuven).

• Crizanlizumab study: UZA, HUDERF, St Pierre, CHU Liège, … and more centers

• Mitapivate study (pyruvate kinase activator) for SCD patients with >2 VOC/year : Erasme, UZA, ZNA, CHC 

Mont Legia et CHU Liège

• RADEEP registry (Belgian rare blood cell diseases registry): new informed consent, including all RBC 

disorders



Education 2022

• Belgian Red Blood Cell Disorder Day (10/03/2022) – virtual edition: congress day for doctors and nurses 

with additional patients/parents forum (+ translation Dutch/French)

• Analysis of pooled data from national SCD registry

• Active participation in courses: 

• DU Drépanocytose, organized by the Université Kinshasa, RDC

• Diplôme inter-universitaire international Franco-Africain “Prise en charge drepanocytose” for doctors and 

nurses



Recommendations/guidelines 2022

• Guidelines on the care for pregnant sickle cell patients (in collaboration with gynaecologists) – to be

posted on the BHS website

• Guidelines on the FU of pediatric sickle cell patients (update) – to be posted on the BHS website



Reimbursement/government 2022

• Implementation of a universal neonatal screening programme for sickle cell disease in Brussels and 
Wallonia; starting  01/2023. 

• Contact established with Kind en Gezin/flemish government (to get to a national neonatal screening).

• Blue bird bio gene therapy company decided to leave Europe 

• Crizanlizumab: EMA conditional marketing authorisation since 2022; no reimbursement in Belgium

• Voxelotor: EMA marketing authorisation since 2/2022; no reimbursement in Belgium because Pfizer 
did not submit any dossier in Belgium.



Plans for 2023
• Retirement Prof Ferster (10/02/2023 18h Museum of medicine, Hôpital Erasme, Bxl)

• Belgian Red Blood Cell Disorder Day (9/03/2023)

• Guidelines on

• vaccinations in hemoglobinopathies 

• phlebotomy in sickle cell disease patients

• Continued registration of patients in national SCD registry; research projects

• Continued participation in multicenter clinical trials

• Continued discussions on implementation of neonatal screening for SCD in Belgium (Flanders)

• Discussion about transfusion security with BQuint, transfusion centers and red cross belgium.



• HEATR3 variants impair nuclear import of uL18 
(RPL5) and drive Diamond-Blackfan anemia.

• O'Donohue MF, Da Costa L, Lezzerini M, Unal S, 
Joret C, Bartels M, Brilstra E, Scheijde-
Vermeulen M, Wacheul L, De Keersmaecker K, 
Vereecke S, Labarque V, Saby M, Lefevre SD, 
Platon J, Montel-Lehry N, Laugero N, Lacazette
E, van Gassen K, Houtkooper RH, Simsek-Kiper
PO, Leblanc T, Yarali N, Cetinkaya A, Akarsu NA, 
Gleizes PE, Lafontaine DLJ, MacInnes AW. 
Blood. 2022 May 26;139(21):3111-3126.
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