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OUTLINE

� Registry manual

� Standard operating procedures

� Staff training

� Training materials, tools



REGISTRY MANUAL

� Contains information necessary for the work of the 
cancer registry staff
� Description of the registry:

� Legislative framework
� Purpose, coverage
� Organisation
� Staff 
� Sources of data

� Classifications and recommendations
� Software for cancer registration
� Standard operating procedures
� Training materials



DESCRIPTION OF THE REGISTRY - EXAMPLE

� The registry became operational in 1953 following 
an order No. 321-4 by the MoH.

� The structure of CR includes a National cancer 
registry and 12 Regional cancer registries. 

� CR covers the whole population of 9.5 million 

� The CR consists of 7 staff – 1 head of the registry 
(engineer), 2 registrars, 1 database manager, 1 
programmer and 2 physicians. 



SYSTEMS USED FOR CLASSIFICATION AND CODING

OF NEOPLASMS - EXAMPLE



RECOMMENDATIONS

� Incidence date

� Basis of diagnosis

� Multiple primaries

� Haematological malignancies

� Others 



WHAT IS THE INCIDENCE DATE – EXAMPLE

(NORWAY)



RULES FOR RECORDING AND REPORTING MULTIPLE

PRIMARIES – EXAMPLE (NORWAY)



REPORTABLE CASES – EXAMPLE (SEER)

� Definition of Reportable: Meets the criteria for 
inclusion in a registry. Reportable cases are cases 
that the registry is required to collect and report. 
� Malignant Histologies (In Situ and Invasive)

� Report all histologies with a behavior code of /2 or /3 in the 
International Classificationof Diseases for Oncology, Third 
Edition (ICD-O-3)

� Benign/Non-Malignant Histologies
� Report Pilocytic/Juvenile astrocytomas; code the histology 

and behavior as 9421/3
� Report benign and borderline primary intracranial and 

central nervous system (CNS)tumors with a behavior code of 
/0 or /1 in ICD-O-3, effective with cases 
diagnosed01/01/2004 and later. See the table below for the 
specific sites.



REPORTABLE CASES – EXAMPLE (NORWAY)



HINT

� Have all of these details written down in a 
Manual.

� Don't rely only on the historical memory of the staff.

� Document all changes/interpretations at the time 
they are made and keep the registry manual 
updated annually.



SOFTWARE FOR CANCER REGISTRATION -
EXAMPLE



STANDARD OPERATING PROCEDURES - EXAMPLE



STANDARD OPERATING PROCEDURES -
EXAMPLE



STAFF TRAINING

� Initial and ongoing training
� At work, on the job
� Training courses:

� Formal training courses and use of standard manuals - to 
avoid the establishment of individualized practices by 
single staff members, as well as individualized practices by 
single registries deviating from standard procedures. 

� Attendance at international training courses--who decides 
and who should go!



STAFF TRAINING

� Standard operating procedures
� IT training 

� Training on confidentiality, local laws on data etc. 

� Training and audits on document handling and 
security 

� Joint training with data processing/analysis staff on 
problems, interpretation



STAFF TRAINING

� Training materials - examples
� The IARC–IACR Manual for Cancer Registry Personnel 

(Esteban et al., 1995), 
(http://www.iarc.fr/en/publications)

� Pathology of Tumours for Cancer Registry Personnel 
(Buemi, 2008), 
(http://www.iacr.com.fr/PathologyManualApr08.pdf). It 
explains in simple terms the genesis of tumours and the 
techniques used for pathological diagnosis, and 
contributes to the understanding of the terminology 
used.

� The Surveillance, Epidemiology, and End Results 
(SEER) Program of the USA (http://seer.cancer.gov/).



TRAINING TOOLS



TRAINING TOOLS



TRAINING TOOLS





ENCR-JRC SURVEY ON ISSUES TO DISCUSS

AT THE ENCR  GA 2016
� Results – overview



COMMENTS - TRAINING

� 90% of the personal who work at the Registry has not 
been trained. 

� no training for the involved personnel, so far
� coding training programmes should be re-scheduled to 

keep the harmonization alive of procedures and guides.
� We need training in coding and data analysis
� training as for basic themes on registration as for more 

detailed topics.
� training in data collection and in data analysis. We would 

like to have opportunities to attend courses or to visit 
other registries

� New methodologies for data analysis, staging systems 
other than TNM

� Training programme for IT specialists or non-cancer 
specialists working with cancer data.

� How to get funding to train all registry personnel? How do 
you organise this training? What about ENCR on line 
courses?



THANK YOU!


