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NCCPs require surveillance & monitoring: 

 - What is the cancer burden in the country? 
- How is it likely to evolve? 
- How successful are the implemented cancer control policies? 

 

Å Two cancer surveillance mechanisms available  
(and complementary):  
 

Å For mortality: vital statistics on deaths (by cause)  

Å For morbidity: disease (cancer) registers  



What is cancer registration? 
Å Cancer Registry 

Å The office or institution which is responsible for the collection, storage, 

analysis and interpretation of data on persons with cancer 

Å Cancer registration 

Å The continuing process of systematic collection of data on the 

occurrence, characteristics, and outcome of reportable neoplasms with 

the purpose of helping to assess and control the impact of malignant 

disease in the community. 

Å Population-Based Cancer Registries (PBCRs) 

Å Collect information on all new cases of cancer in a defined population 

Å The population covered is usually that of a geographic area 

Å The main interest is for epidemiology and public health 

 

 

 

 



Other types of registries 
Å Pathology-Based Cancer 

Registries 

Å Collect information from one or 

more laboratories on 

histologically-diagnosed cancers 

Å The population from which 

the tumour tissue has come 

is not defined  

Å Information is of high diagnostic 

quality  

- but is difficult to generalize 

Å Hospital-Based Cancer 

Registries 

Å Records all cases of cancer 

treated in a given hospital 

Å The population from which 

the cases come is not 

defined  

Å The purpose is to serve the 

needs of the hospital 

administration, the hospital's 

cancer programme 

 



Registry type  Characteristics  Purpose  Can this Registry be used in 
formulating cancer plans?  

Hospital -
Based 
Cancer 
Registry  

Collects information on 
all cases of cancer 
treated in one or more 
hospitals 

Useful for administrative 
purposes and for 
reviewing clinical 
performance. 

NO. An incomplete and 
inaccurate sample. Dataset is 
based on patient attendance at 
given hospital(s).  
 

Pathology -
Based 
Cancer 
Registry  

Collects information 
from one or more 
laboratories on 
morphologically-
diagnosed cancers. 

Supports need for 
laboratory-based services 
and serves as quick 
ósnapshotô of cancer 
profile. 

NO. An incomplete and 
inaccurate sample.  Dataset is 
based on laboratory-based 
surveillance only. 
 

Population -
Based 
Cancer 
Registry  

Systematically collects 
information on all 
reportable neoplasms 
occurring in a 
geographically-defined 
population from 
multiple sources. 

Supports population-
based actions aimed at 
reducing the cancer 
burden in the community.  

YES. Such a systematic 
ascertainment from multiple 
sources can provide an 
unbiased profile of the cancer 
burden and how it is changing 
over time. 



Population-Based Cancer Registries (PBCR) 

ð principles 
 

The PBCR aims to record relevant information on all cases of cancer diagnosed within 

the target population.  
 

 

Å Diagnosed  

Start with a target population with access to diagnostic/treatment services. 
 

Å Recorded  

All cases are recorded - even if diagnosis based on clinical examination only. 
 

Å Relevant information  

º10 essential items recorded that relate to the patient and their diagnosis.  
 

Å Target population  

Critical to have reliable census-based estimates on the target population; 

without this information, impossible to accurately calculate/compare rates 



ÅClear definition of the catchment population 

ÅSize of population and number of cases 
ðDecide on optimal size of the population covered by the registry 

ÅPhysical location of the registry 

ÅLegal aspects and confidentiality 

ÅAdvisory committee 
ðSeek cooperation / support of medical community. 

ðRepresentatives of funder(s), sources and users of data 

ÅPersonnel 
ðLeadership of PBCR Director 

ðNecessity of adequate staffing, expertise and training 

ÅEquipment (IT -  linkage of sources) / office space 

ÅFinancing 
ðDependant on size of area, data items collected, different sources etc. 

 

Planning for a PBCR 



PBCR ð recipe for success 

Å A motivated and respected Director  is essential and the surest 

guarantee of success; 

Å Sustainable structural resources . Local funds for staff salaries and 

running expenses are essential. No registry can survive long term as a 

research project or relying on outside donors; 

Å Commitment . The registry's success will depend on the support of the 

concerned Ministry or Programme Owner and the essential cooperation 

of the medical profession to the cause of cancer registration; 

Å An Advisory Group comprising of stakeholders  

(Representatives of funder(s), sources and users of data)  

- should meet regularly to plan operations. 



Benefits of increasing population coverage by 
cancer registration..  



PBCR ï functions 

ÅThe original function of cancer registries was to calculate 

incidence (rates) in different populations (Storm, 1992) 

 

ÅStill remains basic role, but activities of PBCR have 

developed :  
Åstudies of cancer cause and prevention 

Åinformation required for planning/evaluation of cancer-control 

programmes 

 



Armstrong, CCC 1992. 



PBCR ï functions 

ÅPBCR is a core component of cancer control strategy.  
 

ÅAn important role is to assess the current magnitude, time trends 

and its probable future evolution.  

 
ÅAn appraisal of the current situation provides a framework for action  

ÅSetting of targets enables success of plans to be monitored. 
 



Cervical cancer: cumulative incidence and mortality (ages 0-74) 



 

Bergstrom et al, JNCI 1996. 



Age-standardised incidence 

and mortality rates in four 

selected countries 

Znaor et al, Eur Urol 2013. 
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