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CANCER INFORMATION AND ST e
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Italian National Institute of Public Health (ISS)
KEY OUTPUTS & OUTCOMES COMPLETED

to better support cancer care and management

1. Better use current registries datasets in cancer epidemiology

-> actions to foster dissemination and use of complete cancer
prevalence estimates by country which are not systematically
provided in Europe
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EUROCARE-6 : the widest collaborative study on
cancer survival and prevalence in Europe
Joint ENCR-JRC DataCall

* 109 Cancer Registries

e 29 countries
« 23 national CRs
« 6 regional CRs

(Italy, France, Spain, Portugal, Germany, Switzerland)

* 50% of EU population covered

« 26 million cases diagnosed to 2013

« 45 different cancer types
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COMPLETE CANCER PREVALENCE .°. PAAC
IN EUROPE 2020 o e AN R

Estimates of complete prevalence on 1/1/2020

Pool Of 29 European Countries 2010'2020 INCREASE: from 15.5 tO
22.7 million 2 + 46%
to4s7000  Age at prevalence People surviving >10 years after diagnosis
12,200,000 46% s50¢, 9 from 49 tO 82 mI”IOn (31% tO 36% )

54%

40% 36%
29%

30%
20% 6%

Number of cancer survivors by
disease duration

19%

25,000,000
10%

® Men =Women 0% . 20,000,000

0-54 55-64 65-74 75+ 15,000,000
22.7 million cancer survivors 10,000,000
» 4.7% of total resident population >,000,000
° o )

54% women 2010 2015 2020

* 65% over 65 years of dage m5years m5-10years m>10 years
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IMPACT OF LONG TERM SURVIVORS - .-

VARIES WITH CANCER TYPE AND SEX ¢~
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Complete number of prevalent cases (in thousands) by disease duration in years (2, 2-5, 5-10,
10-20, 20+) in EUROPE (Pool 29 countries) on January, 15t 2020
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GEOGRAPHICAL VARIATIONS IN
PREVALENCE PROPORTIONS ARE WIDE
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Integrating prevalence estimates into the ECIS

ECIS - European Cancer Information System

Measuring cancer burden and its time trends across Europe P reva I e n ce E St i m ate S

"European Cancer Information System™ . ®
-

EREE TR I D R ECIS5 provides the latest information on indicators that quantify o e s
RTHENS Ll LEIgSLHLISIC S cancer burden across Eurcpe. It permits the exploration of S u rVIvo rs y ®. .. uﬁ:ﬁ&ﬁve i
cancer fromENTOEAn GO fES geographical patterns and temporal trends of incidence, mortality and ® °  FORACTION AGAINST CANCER

——\ A _ survival data across Europe for the major cancer entitiss. ca n ce r type

Please sccept youtube cookies fo play this video.
By accepting you will be accessing a service provided by a third party externsal The purpese of the web-application is to support research as well
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FIFFFFFFTFE S D m e owm om

Incidence and mortality Incidence and mortality Survival estimates

estimates 2018 historical data

Mational estimates of cancer incidence and Incidence and mortality statistics over time by Estimated indicators of survival, by cancer
martality in 2018, for the major cancer sites in cancer site and demographic varables, in sites and sex, across European countries and
40 European countries. Europesn cancer registrafion areas. regions.

=)~ European Network
Commission of Cancer Registries

European

https://ecis.jrc.ec.europa.eu/
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IPAAC Distance Training on cancer .o,

®:. ‘g iPAAC

s % . INNOVATIVE PARTHERSHIP

prevalence estimation

-
E-learning on Methods and Software

for estimating Complete Cancer aas ONE 202

- ORGANISED BY ISTITUTO SUPERIORE DI SANITA - ISS
Prevalence from registries data. IN COLLABORATION WITH THE ENCR-JRC
The o) ry a nd A p p I ic a tio ns Distance training on population-based cancer prevalence indicators addressed to statisticians and epidemiologists

working in the European Cancer Registries. The course was developed within the framework of the Innovative
Partnership for Action Against Cancer (iPAAC) Joint Action, an initiative co-financed by the European Commission
involving 24 European countries. Promoting the dissemination and use of epidemiological indicators on cancer

J u n e 2 02 1 : 2 d ays survivors is part of the iPAAC Work Package 7 activities.
GENERAL SCOPE AND LEARNING OBJECTIVES
. 1 1 1 The course aims at providing a general overview of the methods and means to derive cancer prevalence estimates
Ta rg et - e p I d e m Io I O g ISts & from observed incidence and survival data, balancing theory and practical applications.

At the end of the course participants will be able to:

1) Identify basic prevalence measures, determine their scope and interpretation

2) Identify the appropriate methods to compute complete and limited-duration prevalence
= = 3) Select the appropriate software and input information needed to calculate each indicator

Re g IStrl e S 4) Plan the steps needed to derive prevalence estimates from their cancer registry data

statisticians from European Cancer

PROGRAM CONTENTS

92 pa rt i Ci pa ntS fro m 2 1 co u ntri es Prevalence definitions, measures, main applications and interpretation

Statistical methods: counting method, prevalence completeness index, cure survival models
Software to derive prevalence indicators: SEER*Stat Prevalence session, ComPrev
Guided exercises and examples of application using a test dataset

— S European Network
. Fominiosion of Cancer Registries

////
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REGISTRATION " @ T Lo ACTION AGAINGT CANGER
Italian National Institute of Public Health (ISS)
KEY OUTPUTS & OUTCOMES COMPLETED

to better support cancer care and management

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 2>
piloting linkage with multiple data sources to derive key indicators for
\___cancer care and management
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WP7 EUROPEAN PILOTS e —

FOR ACTION AGAINST CANCER

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, GR, PT, 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 Methodology and
indicators ; B T I S feasibility of deriving
in each HOSPITAL PATHOLOGY MORTALITY DRUG SCREENING OUTPATIENT indicators by Ilnklng
domain [DISCHARGESJ [LABORATORYJ[ RECORDS } {PRESCRIPTIONS} [ R } REC?_C_J_I_!DS mUItlpI e data

iPAAC Local Stakeholder Forum in Greece, Crete, 21 November 2021



WP7 PILOTS IMPLEMENTATION PAAC
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Pilots 7.2-4 | | =
TulnEg=il e« Asurvey to CRs to census accessible data flows and

steps contents

' ™
1. Feasibility and

| adaptation to * Pilots study design was developed: i) cross-sectional for Tasks 2-3
C%“afgf:juprig:ic quality and costs of care, ii) longitudinal for AYA survivors CROSS SECTIONAL DESIGN
) ’ _ Prevalent cases are linked to
S ndvideal | ¢ Common methodologies/standards were agreed and —|  detect cancer related events
linkage of _ ifi . . . . .
 registrice satients adapted to country-specific data sources =| occurring in a definite time
dat :
- = / a. Centralised applications: registries sent linked data to the leading interval
( ) task teams for the analyses
3. Data analysis : Task 4
— Quality Checks b. De-centralised applications : data linkage and analyses perfomed in-
and indicators house LONGITUDINAL DESIGN

AYAs survivors cohorts are
linked prospectively to
detect all events marking
late effects

« Technical documentation released in the upcoming iPAAC
— 4. Validation deliverables for Tasks 7.2-7.4

Co-funded by
the Health Programme
of the European Union
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Institute of Health Information and Statistics of the Czech Republic (UZIS) Task 7.5 L. Dusek, O. Majek

 Czech comprehensive ICT model integrating multiple data sources

National Registry of Reimbursed Health Services

virtually complete coverage of cancer care provided and reimbursed o
" : ) . : death certificates
vaccination -> screening -> diagnosis -> treatment -> long-term care -> end-of-life care
National Registry of

Czech National Cancer Registry Hospitalisations

with minimised notification report harnessing data linkages possibility of dedicated investigations
and direct data flow from pathology labs to supplement info on inpatient care

Registry of reproduction health

in preparation, legislation enacted: monitoring of long-term sequalae

national integration of data flows from labs

Co-funded by
the Health Programme
of the European Union
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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)

Cancer Control in Europe: Finding Sustainable Solutions, 13-14.12.2021
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PILOTING CANCER DATA INTEGRATION 0
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AT THE NATIONAL LEVEL @ % RORACTION AGANGT SANGER

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

Cancer Control in Europe: Finding Sustainable Solutions, 13-14.12.2021
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4 ") POTENTIAL FOR FUTURE USE/VALUE OF OUTPUTS/LESSONS LEARNED

Promoting (Integration of iPAAC outputs in the ECIS web-portal :collaboration JRC-EUROCARE-ENCR ta
the use of design & implement the prevalence section planned for 2022

indicators || g,stainability of regular prevalence updates in ECIS: data availability granted by next ENCR;
on Cancer kJRC Data Call, support to epidemiological research to feed the ECIS is needed )
Prevalence

in EU

Building capacity at European level: Training Module on Methods and Software for Cancer
Prevalence estimation - EU registries interested to move forward

( )

Link to EBCP initiatives: prevalence is a key epidemiological indicator for the Inequality
Registry and to inform initiatives targeting cancer survivors and survivorship, such as the
Rigth to be Forgotten (prevalence of cured people)

U AN J
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-

Enriching
Registries

through

optimised

Information

secondary-
use of data

N

POTENTIAL FOR FUTURE USE/VALUE OF OUTPUTS/LESSONS LEARNED

Standardised methods to enrich registries data through data re-use:
guidance and recommended key indicators for implementation in MS

/Lessons learned: \

« legal background for registration and data re-use - regulations on registration should
cover survivorship and cancer care monitoring amongst the scopes;

 digitalisation and integration - innovative ICT models incorporating the registries in

)

\comprehensive cancer care information systems (registries as information-hub) /

Future use in Czech Rep: ICT model supporting complex bodies
managing and delivering care (like CCCNs) and national systems for
comprehensive cancer surveillance (including long-term surveillance)
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THANK YOU!
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