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1. OVERVIEW 

1. Introduction 

2. Coding practices in Europe 

3. What? 

4. Data Sources by methods of access 

1. Active versus passive registration 

2. Administrative data bases 

5. Why? 

 

 



2. CODING PRACTICES FOR TREATMENT IN EUROPE 

Uses of cancer registries for public health and clinical research in Europe: 

Results of the European Network of Cancer Registries survey 

Siesling S, Louwman WJ, Kwast A, van den Hurk C, O'Callaghan M, Rosso S, Zanetti R, Storm 

H, Comber H, Steliarova-Foucher E, Coebergh JW. Eur J Cancer 2015 Jun;51(9):1039-49.  

  

Survey results 

 161population based cancer registries: 66%response, 2010-2012 

 33 countries (23 national coverage) 

 Collection of any treatment-related item and stage: 61% of registries 

 Collection of stage : 88% of all resp. registries 

 80% indicates to perform or facilitate clinical evaluative research 

 <20% report routine use for cancer surveillance practices 

 

 

 
 

 

 

 

 



Uses of cancer registries for public health and clinical research in Europe: Results of the 
European Network of Cancer Registries survey among 161 population-based cancer registries 

during 2010–2012  
S. Siesling, W.J. Louwman, A. Kwast, C. van den Hurk, M. O’Callaghan, S. Rosso, R. Zanetti, H. Storm, H. Comber, E. Steliarova-Foucher,  

J.W. Coebergh EJC, Volume 51, Issue 9, Pages 1039-1049 (June 2015)  



3. WHAT? GLOBAL CATEGORIES OF TREATMENTS 

 Surgery 

 Radiotherapy 

 Chemotherapy 

 Systemic therapy other than chemotherapy 

 Hormone therapy 

 Bone marrow transplantation  

 Stem cell transplantation 

 Concomitant chemo- and radiotherapy 

 Watchful waiting / Active surveillance 

 Refusal therapy 

 No active therapy 

 Unknown 

 … => ENCR:  

http://www.google.be/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjylvjL7NLTAhUBWRQKHdjqAYsQjRwIBw&url=http://www.123rf.com/photo_28752947_stock-vector-stamp-with-word-optional-inside-vector-illustration.html&psig=AFQjCNHoGYuOnz3sYEVd7QRwUAfk1WMe1A&ust=1493870784116947


3. WHAT?  

SPECIFIC CODING OF PROCEDURES (1) 
 Surgery  

 ICD-9 procedures 

 

 ICD-10 PCS (procedure classification system) 

 0BB48ZX: Excision of right upper lobe bronchus, via natural  

or artificial opening Endoscopic, Diagnostic 

 0BTC0ZZ: Resection of Right Upper Lung Lobe, Open approach 

 

 Snomed CT 

 

 ‘Home made’ listings of surgical procedures 

 E.g. nomenclature of health insurances 

 E.g. cancer registries 

 Tumour specific lists 

 

https://www.google.be/url?sa=i&rct=j&q=&esrc=s&source=imgres&cd=&cad=rja&uact=8&ved=0ahUKEwjWvZrI7tLTAhVBWhQKHS3bBVAQjRwIBw&url=https://commerce.ama-assn.org/store/catalog/productDetail.jsp?product_id%3Dprod2720004%26navAction%3Dpush&psig=AFQjCNGroliAlZ5B4Vg45Ilb_IhIkTFnSA&ust=1493871344690714


EXAMPLE ICD-10 PROCEDURE CODING 

 



EXAMPLE ICD-10 Procedure: Radiotherapy 



SPECIFIC CODING: PHARMA 

 ATC: Anatomical Therapeutic Chemical (ATC) 

classification system (WHO): 5 levels.  

 1st letter:  

 

 

 

 

 

 

 



SPECIFIC CODING 

 Pharma 

 ATC: Anatomical Therapeutic Chemical (ATC) 

classification system (WHO): 5 levels  

 

 

 

 

 

 

 

 Defined daily dose (DDD) 

 



JRC TECHNICAL REPORTS - ENCR: A PROPOSAL ON CANCER DATA QUALITY 

CHECKES: ONE COMMON PROCEDURE FOR EUROPEAN CANCER REGISTRIES, 

V1.0 2014 
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TREATMENT: WHAT? 

 GLOBAL CATEGORIES 

 Surgery, hormone therapy, …. 

 

 

 

 SPECIFIC CODING of PROCEDURES and PHARMA 

 0BTC0ZZ: Resection of Right Upper Lung Lobe, Open approach 

 

 

 

 

 TREATMENT SCHEMES … 

 

 



 

 

TREATMENT SCHEMES: 

EXAMPLE: ESOPHAGUS 



4. DATA SOURCES BY METHODS OF ACCESS 

 Active system:  

 Data abstracted DM  

 Medical files 

 Electronic patient file 

 Paper 

 MDT 

 Hospital discharge data 

  

 Passive system: 

 Electronic patient file 

 Hospital discharge data 

 Nomenclature health 

insurances 

 Medical claims data 

 Pharma db  

 Pharmacy  or Hospital based 

 

Pathway 1 Pathway 2 



4. DATA SOURCES 

 Data validation needed for both methods 

 Comparability 

 Timeliness 

 Data validity 

 Relevance 

 Linkage methods 

 



5) WHY? 

 Cancer surveillance – Public health 

 Descriptive: e.g. Elderly? 

 Comparisons within a region, country, EU, International… 

 Time to treatment (waiting list?) 

 Rare cancers 

 

 Collaboration with clinical oncology 

 Adherence to guidelines? 

 Variability? Elderly? SES? 

 Process and outcome indicators 

 Volume-outcome? Bench mark 

 Selection of patients => Studies 

 Patient reported outcome measures (PROM/PREM) 

 



 

 A cancer registry is a basic tool for cancer surveillance 

 

 a. To serve public health by monitoring changes in cancer occurrence and prognosis 

(epidemiology) and evaluating mass interventions like screening 

descriptive epidemiology: incidence, survival and prevalence.  

 

 b. To serve oncology by studying access and variation in quality of care and 

outcomes, including the patient perspective, and cause-specific mortality. The 

methods of quality of care research also include interpretation of context and regular 

feedback to the clinicians involved.  

   

  Eurocourse FP7, JW Coebergh et al. 2012 
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INCLUSION STAGE III COLON CANCER, 80+ 
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Country  Patients 

Denmark 1321 
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Bastiaannet E. et al., 2016 ECCO 



RECTAL CANCER: ADJUSTED OR, 90 DAYS P.O. 

MORTALITY, POPULATION BASED, 2006-2011 
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CONCLUSION 

 



 

 A cancer registry is a basic tool for cancer surveillance 

 

 a. To serve public health by monitoring changes in cancer occurrence and prognosis 

(epidemiology) and evaluating mass interventions like screening 

descriptive epidemiology: incidence, survival and prevalence.  

 

 b. To serve oncology by studying access and variation in quality of care and 

outcomes, including the patient perspective, and cause-specific mortality. The 

methods of quality of care research also include interpretation of context and regular 

feedback to the clinicians involved.  

   

  Eurocourse FP7, JW Coebergh et al. 2012 



RADIOTHERAPY AFTER BREAST CONSERVING SURGERY 2001 VERSUS 

2006, BELGIUM 
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Target: 90-98% 

Radiotherapy after breast conserving surgery 2009-2011 


