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1. Timeliness and Continuity

2. Quality and Completeness

3. Relevance

4. Data Protection and Accessibility  

Background



1. Timeliness and Continuity
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Cancer Incidence trends

3-12-2018



Shorten Period between Diagnosis and Report

• Anno 2018: Publication Cancer incidence 2016

• Health Law 2006: Oncological care programs: delivery <1July: shorten?

• Technology: Dynamic and continuous data flow through Healthdata

• Data flow from Pathology labs to the CR as from 2019

• Data flow from Oncological Care Programs to the CR to be developed: 

2019 -2020?

• Continuity: Avoid gaps in information

• Healthdata flow

• Transition to HPV registration for cervical cancer screening



2. Quality and Completeness



• Independency of a Cancer Registry

• Collaboration with experts 

• Physicians, academics, KCE, Sciensano , Screening Organisations , 
Autorities …

• High level of training/expertise for internal staff
• Raw data => Information

• Training for External data managers in the hospitals
• Complexity: Master level needed
• E- learning, webinars, exercises online, chatbox

Prerequisites for Quality



• Evaluation
• Death certificates with Statbel , authorities, IMA

• Trace back method

• Patients without hospital stay 

• Oncological Care Programs and Pathology labs
• Completeness estimation: feedback 2019

• Completeness stage information: P4P 

• Pathology: Complete Protocol information 2019 -2020

• Melanoma? 

Completeness



3. Relevance





Collection and assembling more data to
create added value for the stakeholders

• Work with available data –now –middle - long

• Data bases IMA, KSZ -BCSS, death certificates, MZG -RCM …

• Biomarkers and prognostic factors: implement results of machine learning

• Active registration efforts where needed,  short - middle term

• Flexible extension of Annex 55 MOC -COM: tumour specific & relevant data

• Challenge for registration: Quickly evolving antitumoral strategies

• Collaboration with RIZIV, Sciensano -Kankercentrum for new registration subjects:
NGS, PITTER, Mammaprint , complex surgery pancreas/ oesophagus , Coloscopy

• Structure medical data, middle - long term

• Pathology: synoptic reporting

• Medical records (e.g. Snomed CT)



• Quality of Care
• Procare => authorities involved QoC projects

• VIP² and Wallonie / Bruxelles =>  P4P

Collection and assembling more data to
create added value for the stakeholders



4. Data protection – Accessibility 



Confidentiality – Data protection

• Legislation GDPR
• Data accessibility related 

• Legislation Cancer Registry 2006

• Three level system
• Patient –Physician –Hospital



Authorities
RIZIV-INAMI, FAGG,FOD-SPF,
/ƻƭƭŜƎŜ hƴŎƻƭƻƎȅΣ Χ 

Research organisations
Researchers, Universities, KCE, 
IMA, SciensanoΣ Χ

Press- Media

Industry
Pharmaceuticaland
Commercial organisations

Citizens

Students
PatientOrganisations

International organisations
WHO, IARC, JRC-ENCR, ...

Clinicians

Χ

Cancer Registries

The Belgian Cancer Registry: Knowledge and Data 
Source for…



Transfer van data 
voor onderzoek 

naar externe 
onderzoekers

Research by the 
Cancer Registry

• Cancer BurdenςEpidemiology
• Specificsubjects burden
• Methodology
• Qualityof Care
• Χ 

• SciensanoKaCe: Re-integration
• Sciensano: Nucabel1, 2 (environment)
• Nelson: lungcancerscreening
• IMA: re-integration
• Academic: conditional survival
• Χ

• KCE: GCP, HTA
• Evaluation screening
• wL½L±Υ ƛƴƴƻǾŀǘƛŜǾŜ w¢Σ ǊƻōƻǘΣ Χύ
• IMA
• Academic: excess mortality, 

SES, recurrence

Three research levels



• Stimulate intensity of use for research, public health…
• Enlarge capacity for students: remote access?

• Participate in European collaborative initiatives: intensify
• European Network of Cancer Registries

• Authorities: 
• Framework needed for Public Private Partnership

• Funds
• Competitive funds but also regular support for research

Accessibility



Conclusion


