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ENCR/JRC Data Call 2022

« Every year European cancer registries

are invited to submit data

« ECIS — European Cancer Information
System (https://ecis.jrc.ec.europa.eu/)

Explore the data

Incidence and mortality
estimates 2022

National estimates of cancer incidence and
mortality in 2022, for the major cancer sites in
European countries.
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Incidence and mortality
historical data

Incidence and mortality statistics over time by
cancer site and demographic variables, in
European cancer registration areas.
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Long-term incidence and Survival estimates

mortality estimates up to 2040

Estimated indicators of survival, by cancer sites
National estimates of cancer incidence and and sex, across European countries and regions.
mortality up to 2040, for the major cancer sites in
EU and EFTA countries, according to different
projected populations.

Childhood incidence
historical data

Childhood incidence statistics by diagnostic
group in European cancer registration areas.

European
Commission

* %
* b



Process diagram for the export of CR data
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Request evaluation

Cancer Registry Export

Data
consumer/aggregator

Request for CR Data

Use of the CR
data export
No

Cancer Registry

Yes
Yes Sending data to
Archiving
the consumer

Valid t
alid request Exported data need
Request Exporting data to be archived
evaluation

Request evaluation

Data consumer/aggregator

Initial
Request

Amended
Request

Amending

Request

Cancer Registry

checking
requests
eligibility

clarification

Call for
clarification

Need for

Valid request

Demand for
Clarification

Request denied

Request
accepted

Validated Request
(Invitation &
Protocol)

Refusal
Letter

Confimation Letter




Validated Request
(Invitation &
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Exporting data

Data
consumer/aggregator

ExportingRaw . T
data > Extraction

Documentation

Request for CR Data

Use of the CR
data export

Cancer Registry Export

Exporting data to be archived

Extracted
N
: H Raw Data
2 Yes
H Sending data to .
? H the consumer Archiving l
g fegreauest Exported data need :
i .

Request
evaluation

Need for
Data Processing

SR > :
J e > Submission

_____ . ata Processing | . )
Data P . . Documentation | . ocumentation
ata Processing = Data Submission( > — — — -
|~
D ————L>
Processed Data
. Submitted Data
8 : Need for
© - confirmation
hd .
[=)] .
£ Need for .
v validation .
° .
g I‘ : ) Data Validation
w | . Documentation . ’
o g elivery an
Data Validation -/ Qual)i/ty ________________ 4>
- D confirmation
. Confirmation &
Validated Data Feedback

Export O.K.




® L ] 9

Representations Documentation Metadata
encompassing data extracted which outlines the export comprising descriptive

C o n te nt a n d from the CR and supplementary | process and is generated and preservation-

information requested by data during the export related data

StrUCtu re Of the aggregators
Submission

Information ) N = = =

Package (SIP) [ {T]
| { ) (

documentati
ereated during th
export
N
- 2021 ECISHARC-EUROCARE call far R ""‘”""‘
AT data protoco 120210728 paf
{requested by L )
aggregator) —
, 2022 £CIS call for data
. N protacol_20220317.pdf
questi
N s

DPO Public register pdf t

Qcs

JRC127031 _jre127031_jreence_qe
s_user_compendium_v2 | D 2022

Martality - Slo1985-
0929.pdf

2019.cov

Life-tables - Slo1983-

QCS JIRC-ENCR
2020.¢csv A_pru aaaaaaaaaaaaa _data_gual
heck v1_1.pdf
- S \. S
email - confirmation ’ s \
guestionaire pdf QCS JRC-ENCR User compendium
\ J v2_0.pdf Used labeling
\ /
7 N 1
- - ( 1
emall - confirmation | warisbles definition - warking MUS i folder
data.pdf nates.xsx
\. L
Documentation
SHOULD file xyz
Cantent
MAY e




Documentation that
defines export
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Invitation letter
Protocol for data call

QCS JRC-ENCR User compendium v2.0
A proposal on cancer data quality checks
https://ecis.jrc.ec.europa.eu/

JRC TECHNICAL REPORTS

The JRC-ENCR Quality Check Software
(QCS) for the validation of cancer
registry data: user compendium

JRC-ENCR QCS 2.0
JRC CSV Data layout converter

JRC TECHNICAL REPORTS

A proposal on cancer data quality checks:
one common procedure
for EUrOpean cancer registries

Carmen Martos,
Emanuele Crocetti (Coordinator),
&y Euopean Network ot Vser, Brian Rous
@ of Cancer Registries  Francesco Giusti and the
Cancer Data Quality Checks Working Group

2018 Verson L1 - July 2018

Call for Data Protocol for European
Population-Based Cancer Registries

_*

Organised by
the European Commission's oint Research Centre 1AC) and
the European Network of Cancer Registries (ENCR)

to update the European Cancer Information System (ECIS)

March 2022
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Documentation created
during the export

» Code for extracting data from CR’s
database

 Intermediate steps of preparing the data
from CR’s database (e.g. results from
QCS)
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Additional info
requested by aggregator

 Questionnaire

« e-mails (e.g. additional questions,
confirmation for data submission)

e Data that are not information on cancer
cases (population, mortality, life-tables)
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data exported from CR (requestad by
aggregator)
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email - confirmation
questionaire.pdf
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data.pdf




Data exported from CR

 Cancer incidence file

Mortality - Slo1985-
2019.csv

Life-tables - Slo1983-
2020.csv

email - confirmation
questionaire.pdf

email - confirmation
data.pdf




Additionally ...

List of files

Folder level 1 Folderlevel 2 Folder level 3 Filename description (SCR = Slovenian Cancer Registry) Initial date Final date
representations  repl zdditionalinfo. 0 questionaire.pdf Filled in Questionnaire 16.09.2022 05.10.2022
(requested by aggregator)
Population file for years 1983-2019 prepared by SCR
dditional info.
representations repl adaitional info 2 Population - S101983-2019.csv (data source is the Statistical Office RS), which was  18.09.2022 30.09.2022
(requested by aggregator)
submitted to aggregator.
Mortality file for years 1983-2019 prepared by SCR
SR
representations repl zdditienal info 3 Mortality - $101985-2019.csv (data source is the National Institute for Public 18.09.2022 30.09.2022
(requested by aggregator)
Health), which was submitted to aggregator.
itional i File with life-tables for years 1983-2019 prepared b
representations repl zdditionalinfo. 4 Life-tables - S101983-2020.csv : . ¥ 18.09.2022 30.09.2022
[requested by aggregator) SCR, which was submitted to aggregator.
dditional info. Email converted to PDF format. Filled in
representations  repl aceitionatinto email - confirmation questionaire.pdf . ) . ) ) 05.10.2022 05.10.2022
(requested by aggregator) Questionnaire - confirmation email.
) . ) ) ) ) Email converted to PDF format. Confirmation of data
representations  repl additional info. (requested email - confirmation data.pdf o 30.09.2022 30.09.2022
submission.
) ) Cancer case file for incidence years 1983-2019
representations repl data exported from CR 1 Incidence - Sl01983-2019.csv 30.09.2022 30.09.2022

exported from SCR and submitted to ENCR datacall.

*
* b

*
*g K

European
Commission



© European Union 2020

Unless otherwise noted the reuse of this presentation is authorised under the CC BY 4.0 license. For any use or reproduction
of elements that are not owned by the EU, permission may need to be sought directly from the respective right holders.




