
  

  

Sarcoma Care in Belgium: Are Patients Getting the Best Care? 
Data Limitations and Recommendations 

 
Sarcomas are rare and highly heterogeneous malignancies1, making accurate diagnosis and optimal clinical 
management particularly challenging and highlighting the need to assess quality of care. International 
evidence shows that treatment in specialised sarcoma centres improves oncological outcomes2, but 
comparable data are lacking in Belgium. While the Belgian Cancer Registry (BCR) has used population-
based and administrative healthcare data to study care trajectories, quality-of-care indicators, and volume-
outcome relationships for several tumour types3, similar analyses for sarcomas remain diƯicult due to 
major data limitations, including non-specific coding and classifications poorly aligned with clinical 
practice. 
 

When Data Fall Short: Why Sarcoma Care Trajectories Remain Hard to 
IdenƟfy 
Reports by BCR on gastrointestinal stromal tumours (GIST) and bone sarcomas4,5, supported by Stichting 
tegen Kanker (STK), demonstrate that the population-based data currently available in Belgium are 
inadequate to reliably map sarcoma care pathways at the individual patient level or to meaningfully assess 
quality of care at the hospital level. 
 
Main data limitations:  

 Lack of nationwide standardised and structured reporting of health data, including in electronic 
patient records and pathology reports, leading to labour-intensive extraction of essential clinical 
information such as molecular marker data. In addition, unstructured data is more often incomplete 
or of poorer quality. 

 InsuƯicient tumour-specific detail in cancer registration, with currently recorded information often 
too generic to capture sarcoma-specific clinical characteristics. For example, clear information on 
histological grade of bone sarcoma is currently lacking. 

 Limitations of nomenclature codes in identifying performed medical procedures: 
o Codes are often non-specific or insuƯiciently aligned with clinical practice, with vague 

descriptions or even lacking codes for certain procedures such as open bone biopsy. 
o Absence of procedural intent or diagnostic information hampers distinction between 

diagnostic and therapeutic procedures, oncological and non-oncological interventions, and 
linkage to a specific tumour in patients with multiple tumours. 

 

What Can Be Done: Key RecommendaƟons to Strengthen Sarcoma Data 
To improve the quality, consistency, and usability of healthcare data for sarcoma research, the following 
actions are recommended: 

 Implement standardised structured reporting (SSR) across the entire oncological care pathway, 
integrating semantic standards (e.g. SNOMED CT and ICD-O) and technical standards (e.g. FHIR). 
SSR would enable tumour-specific data capture, facilitating access to more detailed, high-quality, 
structured oncology data for secondary use while preserving the ‘register-only-once’ principle. This 
implementation needs to be accompanied by clear governance models and must be rolled out in 
close collaboration with the involved clinical disciplines and with governmental bodies such as 
RIZIV/INAMI, eHealth and the Belgian Terminology Centre. 

 In collaboration with the involved stakeholders, delineate cancer type-specific common data sets 
that maximally rely on captured structured data. This needs to be aligned with national initiatives 



  

  

such as the development of the Belgian Integrated Health Record and the embedded CareSets (cfr 
eHealth Action Plan). 

 Introduce sarcoma-specific cancer registration (e.g. dedicated MOC Annex 55), capturing essential 
and well-defined clinical variables such as precise tumour subtype, location, histological grade, and 
key diagnostic and therapeutic surgical procedures across sarcoma subtypes. This initiative needs 
to be aligned with the delineation of cancer-type specific common data sets for sarcoma as 
mentioned above. 

 Undertake a targeted revision of nomenclature codes, improving granularity and closer alignment 
with clinical practice. Ideally, such nomenclature must maximally align with international 
terminology such as SNOMED CT. 

 
Standardised and structured tumour-specific data reporting, together with improvements in nomenclature, 
are essential to enable reliable benchmarking and to support meaningful improvements in the quality of 
care for sarcoma patients in Belgium. 
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