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Types of registries 

Silva IS. Cancer Epidemiology: Principles and Methods. International Agency for Research on Cancer, World Health Organization. 1999. pp. 385-403.  

Hospital-based registries 

 

• Quick and easy access to clinical data. 

Data used primarily for administrative 

purposes and for monitoring 

performance indicators. Limitations for 

epidemiological purposes;  

 

• Advantages: Greater exhaustiveness, 

homogeneity, completeness and more 

frequent updates;  

• Useful for foreseeing human and material 

resources. 

Population-based registries 

 

• Enables statistics on the cancer cases 

(incidence, prevalence, survival). Data 

primarily used for epidemiological and 

public health purposes; 

 

• Advantages: Knowledge of the population 

covered; 

• Useful for supporting health policy 

decisions.  



Background 

Population-based registries in Portugal  
 
 
 
  
 

 
Main Goals   

 

1. To describe the nature and extension of oncologic disease and to support the definition of 

priorities in public health; 

2. To act as information source for various observational studies;  

3. To monitor and evaluate the efficacy of activities related to the control of oncologic 

diseases 

1) Limbert, E. A História da Registo de Cancro em Portugal: um contributo pessoal. Registo Oncológico Regional Sul, IPOLFG-EPE; Lisboa, 2008. 
2) Portaria nº 35/88, de 18 de Janeiro. 
3) Lei nº 53/2017, de 14 de Julho. Diário da República 135/2017. Série I. 
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Information sources linked to RON 

Oncology 

registry 

RNU 
(patients 
registry) 

Electronic  

clinical 

records  

SICO  
(death 

certificates) 

Other 



How is our database organized? 
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Institution registering the case 

 Identification of the citizen 

Identification of the district 
of residence at diagnosis  



How is our database organized? 

Imagiological and anatomo-pathological 
evaluation 

Date when symptoms started 

Date of first appointment at the institution 
Date of therapeutic decision 
Date of anatomical-pathological evaluation  

Analytic parameters at diagnosis  



Site/location of the neoplasm 
Specific histologic description of the 
neoplasm 

International Codification of Diseases for Oncology  (ICD-O) 3rd edition 1st revision 

Parameters for staging and prognosis  

How is our database organized? 



Therapeutic response  

How is our database organized? 



How is our database organized? 



Low Level Terms, The Medical Dictionary for Regulatory 
Activities (MedDRA); 
National Cancer Institute Common Terminology Criteria for 
Adverse Events (CTCAE) 

How is our database organized? 



 

 

     Epidemiological and 

pharmacoepidemiological studies  

   

  

 

How is our database organized? 
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The efficacy-effectiveness gap 

Eichler et al. Bridging the efficacy–effectiveness gap: a regulator’s 
perspective on addressing variability of drug response.  Nature Reviews. 
2011; 10:495-506 
Ziemssen, T., Hillert, J., Butzkueven, H. The importance of collecting 
structured clinical information on multiple sclerosis. BMC Med 2016; 
14:81 
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Methods for measuring therapeutic effectiveness 

Option 1 



Methods for measuring therapeutic effectiveness 

Efficacy is the extent to which an intervention does more good than 
harm under ideal circumstances. 

Haynes B. Can it work? Does it work? Is it worth it? The testing of healthcare interventions is evolving. BMJ. 1999;319:652–653. 

Effectiveness assesses whether an 
intervention does more good than 
harm when provided under usual 
circumstances of healthcare practice. 



Methods for measuring therapeutic effectiveness 

Option 2 



Methods for measuring therapeutic effectiveness 

INFARMED, SINATS 

Ex post evaluations are used throughout the European Commission to assess whether a specific 
intervention was justified and whether it worked (or is working) as expected in achieving its 
objectives and why. 
 

Option 4 
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Outcomes 

Outcome Abr. Definition Variables needed  

Global survival OS 
Time from diagnosis until death from any 

cause 

Date of diagnosis  

Date of death 

Date of last known contact 

Overall survival OS 
Time from treatment initiation until death 

from any cause 

Date of treatment initiation 

Date of death 

Date of last  known contact 

Progression-free 
survival  

PFS 
Time from treatment initiation until 

disease progression or death  

Date of treatment initiation 

Date of disease progression  

Date of death 

Date of last known contact 

Objective 
Response Rate 

ORR 
Proportion of patients with reduction in 

tumor burden of a predefined amount 
Therapeutic response 
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Examples of studies undertaken 

Median Overall survival among exposed 

patients was 11.4 months, slighly inferior to 

that reported in published clinical trials 

(12.2 months). However, the characteristics 

of patients in our sample indicate they had a 

worse prognosis.  

Borghaei et al. N Engl J Med 2015;373:1627-39. 
Costa et al. The cancer registry as an ally in monitoring treatment effectiveness. Revista Portuguesa de Pneumologia 2018.  In press 



Examples of studies undertaken 
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In Sumary 

SITUATION BEFORE RON PORTAL 

• DATA 
 

> Poor Quality (accuracy and completeness) 

> Not Updated (low accessibility and sharing between agents) 

                 

Not enough contribute to clinical practice and 

knowledge progress 

 



Practical cases 

TO INNOVATE 
 

• Innovate Methodology on Registry Philosophy 
• Innovate Technologically the existing Regional Computerized 
Registry Platform (dated from the 1990’s) 
 

IMPROVE 
 

• To create an Information Support System to Cancer Health Care 
Management, to Every Day Clinical Practice and to Cancer 
Epidemiological Research  

 > Improve Information Sharing 

 > Improve Interaction and Comunication between agents 

 

NEW RON PORTAL – Main Goals 



Practical cases 

On The Old Registry Method : Data Source oriented 

NEW RON PORTAL – Innovating Registry Methodology 



Practical cases 

On The New RON Portal : Tumor and Patient oriented 

NEW RON PORTAL – Innovating Registry Methodology 



Practical cases 

Cancer Registry Data Base built by 
integration of multiple local Data 
Bases 

 
Better Data Quality 
 
More Updated Information 
 
Bigger Functionality and Use 
 
Quicker Information Access  
 
Optimized Communication 
between Agents 

NEW RON PORTAL –  

Improving Information Sharing 
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Practical cases 

PORTAL RON - http://ron.min-saude.pt 

  First Step – Create 

an Account 

Second Step - Log In 

Click on Registry 

You can: 

-Search and consult on RON and on RNU Data Base, by patient, by case or by 
institution; 

- Edit, change, update and delete cases on RON Data Base 



Practical cases 

Data “manager” cancer registry profile: 
 

• Medical doctors 
• Biologists 
• Pharmaceuticals 
• Psychologists 
• Social workers 
• Administrative staff 

 
 

 According to different data access 
 Signed confidentiality document 



Practical cases 

• New cases - Incidence 

• Time between diagnosis / treatment 

• Stage 

• Global Survival 

• Survival till progression 

 

– Hospital/Population based 

Indicators- developped in conjunction with Diferent 
Actors 

 
 



Practical cases 

• National Health Administration 

• National Statistics Institute 

• Regional Health Administration 

• Hospital Administration 

• Mutidisciplinary teams and Units 

• Specific Population/Hospital Based Studies Researchers 

Data availability 
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