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Organisation and objectives

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

15 active participants/meeting; >40 participants registred in the group)

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

• 3-4 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 2023:
Ongoing:                                    New: 

• 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).

• Mitapivate study (pyruvate kinase activator) for

adult SCD patients with >2 VOC/year : Erasme

• European implementation of Belgian RADeep.

(Financial support for 1 data manager in Belgium)



Reimbursement /gouvernement 2023

• Implementation of generalised screening 
programme for sickle cell in Brussels and 
Wallonia; starting  01/2023. 

• Ongoing contact with government on 
generalised screening program in Flanders.

• EMA approval of Crisp/Cas9 technology for 
Thalassemia and Sickle cell disease (but IV 
busulfan administration not reimbursed for 
adults and busulfan monitoring not at all 
reimbursed in Belgium)

• Statement (resolution) of the Senate about 
Sickle cell disease which recommends i.e. 
generalised screening in Vlaanderen and ‘expert 
centres ‘ 

• European shortage of hydroxy urée (06/2023-
10/2023: contacts with RIZIV/INAMI and BHS-
RBC workgroup

• Contact/support of reimbursement or clinical 
trial dossiers of medical firms: 

-Novartis (crizanlizumab)

-Vertex: crisp/cas9 technology

-Pfizer: Voxelotor; GBT 601

-Abacus: Siklos 1000 mg

-Novo Nordisk: different molecules



Education 2023
Yearly:                                      New:

• Belgian Red Blood Cell Disorder Day (28/09/2023 

HUDERF; next edition 22/02/2024 St PIerre) –

congress day for doctors and nurses with additional 

patients/parents forum (+ translation 

Dutch/French)

• Analysis of pooled data from national SCD registry

• DU on Sickle cell disease, organized by the 

University of Kinshasa (RDC). Collaboration with 

different Belgian and French centers.

• E-learnig for sickle cell nursing: pilot project for 
dissemination of information. (ongoing project, 
organised by dr Colard Martin, Erasme)



Recommendations/guidelines 2023
Done 2022: New: 

• 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) 

• Letter to the regional body for increased child 
benefits (iriscare/kind en gezin/aviq)  and for 
adults: ministry of social security,  regarding the 
impact of sickle cell disease on the general 
well-being/functioning of sickle cell patients 
(children and adults. 

• Participation futur European guidelines (to 
come)



Plans for 2024
• Belgian Red Blood Cell Disorder Day (22/02/2024)

• Guidelines on

• vaccinations in hemoglobinopathies

• Update of recommendation for sickle cell disease and thalassemia

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

• Continued participation in multicenter clinical trials (academic and industry driven)

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

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

• Academic Ceremony to honour Prof Beatrice Gulbis (mai or june 2024)
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