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BETTER CANCER INFORMATION TO 
IMPROVE CANCER CARE
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Work Package 7 Actions to enhance information from population-based 

cancer registries to better support cancer surveillance and care

1. Better use current registries datasets → actions to foster 

dissemination and use of cancer prevalence estimates in Europe 

2. Enriching current registries datasets through secondary use of data →

piloting linkage with multiple data sources to derive key indicators for 

cancer control



Ministry for Health, MFH

Italian National Institute of Public Health (ISS)

17 European countries

IPAAC WORK PACKAGE 7 PARTNERSHIP
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• Nacionalni institut za javno zdravje, NIJZ

• Institute of Oncology Ljubljana, OIL

Slovenia

• SCIENSANO

• Belgian National Cancer Registry  

Belgium

Natsionalen Centar po Obshtestveno Zdrave i 

Analizi, NCPHA

Bulgaria

Hrvatski zavod za javno zdravstvo,

CIPH

Croatia

• Ustav Zdravotnickych Informaci a Statistiky 

Ceske Republiky, UZIS

• Institute of Biostatistics and Analyses, 

Masaryk University, MUNI

Czech Republic

• Bundesministerium fuer Gesundheit, BMG

• German Cancer Society DKG

Germany

Dioikhsh Ygeionomikhs Perifereias Krhths, 7 HRC 

Greece

Malta

Institutul oncologic din Moldova, 

IMSP IO

Moldova

Rijksinstituut voor Volksgezondheid en Milieu, RIVM

Netherlands

Oslo Universitetssykehus HF, OUS

Norway

Narodowy Instytut Zdrowia Publicznego Panstwowy Zaklad Higieny, 

NIZP-PZH

Poland

Ministerio da Saude, MS

Portugal

Institutul National de Sanatate Publica, INSP

Romania
Institut za javno zdravje Srbije “Milan 

Jovanovic-Batut”, IPHS

Serbia

Institut Catala d’Oncologia, ICO

Spain

Key Stakeholders: ENCR, JRC           Subcontracts: AIRTUM, ECPC,OECI

• Istituto Superiore di Sanità, ISS
• Istituto Nazionale dei Tumori, Milano, INT

• Centro di Riferimento Oncologico, Aviano, CRO

• Istituto Studio Prevenzione Rete Oncologica, ISPRO

• Università di Foggia, UNI-FG

• Ministero della Salute, MoH

Italy



THREE EUROPEAN PILOTS  

Advancing cancer registries data through linkage with 
multiple data sources 

• 3 pilots involving European registries from different countries (national or 
regional population coverage: IT, NO, PL, BE, SLO, GR, SP) 

• Quality of care and adherence to standard protocols  (Task 7.2) M.Sant, INT IT

• Cost profiles by phase of care (Task 7.3) S. Francisci, ISS IT

• Long-term care and late effects in AYAs survivors (Task 7.4) A. Trama, INT IT

Key 

indicators

in each

domain

Methodology and 

feasibility of deriving

indicators by linking 

administrative data
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IMPLEMENTATION OF WP 7 PILOTS

• Common methodologies/standards were agreed and 

adapted to country-specific data sources  

a. Centralised applications: registries sent linked data to the 

leading task teams for the analyses

b. De-centralised applications : data linkage and analyses

perfomed in-house by the registries

Tasks 2-3 
CROSS SECTIONAL DESIGN 

Prevalent cases are linked to 
detect cancer related events 
occurring in a definite time 

interval

Task 4 
LONGITUDINAL DESIGN 

AYAs survivors cohorts are 
linked prospectively to 

detect all events marking 
late effects

• A survey to CRs to census accessible data flows and 

contents

• A specific study design was developed: i) cross-sectional

for quality and costs of care, ii) longitudinal for AYA 

survivors



MAIN OUTCOMES: STANDARDISED
INDICATORS AND METHODOLOGY
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ANNUAL  AVERAGE COST PER PATIENT BY 
STAGE AND CANCER - ITALY
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➢ COSTS (€) related to HOSPITAL ADMISSIONS ONLY and to FIRST YEAR 
AFTER DIAGNOSIS (Initial Phase)

➢ COSTS ARE HIGHER FOR ADVANCED STAGES (especially for 
COLORECTAL cancers)
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EXCESS HOSPITALISATION RISK IN AYA
SURVIVORS OF HAEMATOLOGICAL CANCERS 



CZECH PILOT ON CANCER DATA 
INTEGRATION AT THE NATIONAL LEVEL

Institute of Health Information and Statistics of the Czech Republic (UZIS)

• Czech comprehensive ICT model integrating multiple data sources
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Czech National Cancer Registry
with minimised notification report harnessing data linkages 

and direct data flow from pathology labs

National Registry of Reimbursed Health Services
virtually complete coverage of cancer care provided and reimbursed

vaccination -> screening -> diagnosis -> treatment -> long-term care -> end-of-life care

National Registry of 
Hospitalisations

possibility of dedicated investigations 
to supplement info on inpatient care

death certificates

Registry of reproduction health
monitoring of long-term sequalaein preparation, legislation enacted: 

national integration of data flows from labs

Task 7.5 L. Dusek, O. Majek



PILOTING CANCER DATA INTEGRATION AT 
THE NATIONAL LEVEL

Institute of Health Information and Statistics of the Czech Republic (UZIS)

• Czech comprehensive ICT model integrating multiple data sources 
DESCRIPTION AND IMPLEMENTATION GUIDE (iPAAC deliverable)

• Legislation to establish the comprehensive model

• Organizational background for cancer control in the Czech Republic

• Contents of the comprehensive ICT model

• architecture of the National Health Information System

• reference data background

• Czech National Cancer Registry

• other data sources and registries

• Functionalities of the model: opportunities for producing relevant               
cancer information (key indicators recommended in iPAAC WP7)
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PILOTING CANCER DATA INTEGRATION 
AT THE NATIONAL LEVEL

Institute of Health Information and Statistics of the Czech Republic (UZIS)

• Czech comprehensive ICT model integrating multiple data sources
STEPS FOR IMPLEMENTATION

• Legislation and associated documents: data governance and organization of cancer care

• Establishing the technical infrastructure

• National workshops and dissemination: planning and presenting results of pilot studies
(distribution of cancer care, prostate cancer surgery, impact of COVID-19 on care,
monitoring and evaluation of cancer screening programmes, etc.)

• Use of the system for informing preparation of the Czech National Cancer Programme 
2022-2030

• Use of the system for monitoring of cancer centres and networks 
(stepwise implementation)

• Future interlink with National Health Information Portal and open data platforms
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LESSONS LEARNT

Strategic role of Cancer Registries (CRs) data for cancer care and research

• Widening the scopes of registration to support quality of care improvement is
feasible and cost-effective. This process already started in some countries and
mutual learning is valuable.

• CRs present several strengths: representative population coverage, accurate
selection of oncological diseases (strongly relying on pathology labs);
experience in quality certified data collection according to international
standards (IARC, ENCR, IACR); access to multiple digitalized sources to fulfill
their present mandate; possibility to follow up cases in the long term

• CRs datasets provide representative patients cohorts suited for both longitudinal
and cross-sectional studies and can be considered a cornerstone for
comprehensive cancer information systems. Real-world and clinical datasets are
not in competition they are complementary and should be integrated

Enriching

Registries

Information 

through

optimised

secondary-

use of data 

and 

linkages



RECOMMENDATIONS

• Legal background for registration and data re-use is a key aspect. It

limits/impairs/delays access to data (GDPR local application). Data governance 

at national/European level should be supportive and open to data sharing

within and between countries. Discussion with national/European competent 

authority to build trust on data linkage and re-use 

• Increasing interoperability is essential. Lack of common standards limits data 

interconnection. Innovative methods and common data models should be 

developed to ensure interoperability between multiple key data sources

• EHDS initiative should incorporate the registries. High added value: 

integrated registries support complex bodies delivering care (like CCCNs) and 

national systems for comprehensive (long-term) cancer surveillance
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FOR FURTHER REFERENCES
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https://www.ipaac.eu

https://www.ipaac.eu/roadmap/


