The presentation will start soon

This webinar will be recorded
Recordings can be made available for knowledge

dissemination.
||

Mute your microphone

Please mute your microphone to minimize
background noise by clicking on the “mute”-symbol
on the top of your screen.

Questions or remarks?

Join us at www.slido.com and enter
eventcode datasharing or scan the
QR code. Or use the chat.
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What can we improve for the future?
We are happy to hear any additional questions or
feedback for our next expert meeting. Please contact
us by mail: robin.verjans@lygature.org
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BBMRI 2.0 Workprogramme 4

Linking registries and biobanks findable and accessible
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2012-2015 BBMRI 1.0:
A tissue block delivery service was the basis for the DNTP

2. PALGA == 1. Researchers

I 4.Delivery
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Met de service een applicatie (portal):
= The PALGA portal/DNTP tissue block services for researches gave insight in the block

traffic.
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Tussen 2015-2019

= Consolideer de portal /DNTP met zgn. hub-medewerkers op 8 UMC’s afd pathologie die
services verleende aan laboratoria

= Bouw BBMRI 2.0 podium tool voor alle registries & biobanks

{2 BBMRL.nl (82 : 13/11/2020



BBMRI 2.0 = Health-RlI

- Findeable

.Accessible
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Virtual Expert Meetings Series
Goal

= To create a discussion platform to discuss current hurdles, experiences and best
practices how to make health(care) data available for scientific (re)use.
Program

Thursday October 29t CBS - Fatima El Messlaki & Ivo Gorissen
14.00-15.00 NHR - Saskia Houterman

Thursday November 12t | Durrer Center - Erik van Iperen & Wanda Hermans-Van Ast
14.00-15.00 IKNL - Peter Prinsen & Vincent Ho

Thursday November 26 | LifeLines - Trynke de Jong
14.00-15.00 DataHub - Pascal Suppers

{2 BBMRLNl (&3
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Request procedure

Erik van Iperen, datamanager IT
Wanda van Ast, manager

Netherlands Heart Institute/ Durrer Center
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About us

Contact

Registry of patients with COVID-19 including

cardiovascular risk and complications

CAPACITY is a registry of patients with COVID-19 and has been established to answer
questions on the role of cardiovascular disease in this pandemic. It is an extension of
the Case Record Form (CRF) that was released by the ISARIC (International Severe
Acute Respiratory and Emerging Infection Consortium) and WHO (World Health
Organisation) in response to the emerging outbreak of COVID-19.

The aim of CAPACITY is to collect data regarding the cardiovascular history, diagnostic information
and occurrence of cardiovascular complications in COVID-19 patients. By collecting this
information in a standardized manner, CAPACITY can aid in providing more insight in (1) the
incidence of cardiovascular complications in patients with COVID-19, and (2) the vulnerability and
clinical course of COVID-19 in patients with an underlying cardiovascular disease.

Does your center want to participate? Join us! Please see our infographic on which steps you have
to take.

==Nederlands
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Design of CAPACITY

* Case Record Form of ISARIC (WHO)

e Additional instruments:
 cardiovascular history

 diagnostic information
e occurrence of cardiovascular complications in COVID-19 patients

* Aim to provide insight in:
(1) the establishment and incidence of cardiovascular complications in patients
with COVID-19, and
(2) the vulnerability and clinical course of COVID-19 in patients with an
underlying cardiovascular disease.
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Inciusions over time

7321 6643 75

Total number of inclusions  Total number of patients with Total number of centres

follow-up currently including
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Total number of countries

currently including
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et
Governance

 Complex project —two weeks to organise

* Review by METC: 24 hrs!

* Informed consent: opt-out for limited period of time
* Coordinating center: UMC Utrecht

.‘}‘:’ﬁ\ Dutch
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Delivery of data from centers to coordinating center

Each
. Coordinatin
participating &
center center
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|
Cardiac complicAtions in Patients with SARS

Corona virus 2 regisTrY (CAPACITY)
Vorsion 2.0 May 2020

REDCap

.};:?CAPACITY aApe = 200000 o
Research protocol: Signed DTA by legal Confirm
appoint local representative of agreement with
coordinator + hospital Data Access Policy
involved

researchers
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Data access
* Data Access Policy

e Data Access Committee
* Data Access Procedure

* Check for overlapping proposals (see site)



& capacity-covid.eu ¢ ﬂ =
Participate Design and Study Study Participating Approved research
rationale of this documents documents UK centres projects and Data
registry (global) specific access

Together we are investigating the role cardiovascular disease in the COVID-19 pandemic. We sincerely invite our international colleagues and researchers to
apply for data access or to join efforts that are already ongoing. The following six research questions have formulated by the Data Access Committee and are
being assessed:

A WN R

[

. What is the incidence and pattern of cardiovascular complications in patients with COVID-19?

Does the clinical presentation of COVID-19 differ between patients with and without a history of cardiovascular disease?

. What is the extent of cardiac damage in patients with COVID-19?
. Do patients with COVID-19 and cardiovascular risk factors or underlying cardiovascular disease have a worse disease course? If this is the case, which

cardiovascular risk factors and types of cardiovascular diseases are especially associated with a poor outcome?
Does the use of medication that influence ACE-2 expression worsen the course of COVID-19 (ACEi, ARBs, NSAIDs and thiazolidinediones)?

. What is the effect of therapy for COVID-19 on patients with cardiac complications or underlying cardiovascular disease? E.g. chloroquine and effect on QT-

interval.

The following requests for data access have been approved:

L
. Sex differences in COVID-19

. Effect of diabetes on COVID-19 cardiovascular complications
. Acute cardiac injury and ACS in COVID-19

o u A wN

Oral anticoagulation and COVID-19 outcome - Disease modifiers

Arrhythmias and conduction disorders in COVID-19

. Non-invasive 12-lead ECG analysis in patients with COVID-19
7

Disease-specific ECG features in patients with COVID-19

Contact us to join already ongoing projects

How to apply for data access:

First check the overview of applications to avoid overlap with an existing project.

Start your application by filling in the application form via https: //podium.bbmri.nl. By sending this form the request will go to info@capacity-covid.eu

To gain access, this form including your research questions, required data and /or samples, financing, and timeline of the research must be submitted

Make your data selection using this specific CAPACITY REDCap codebook. Please select your variables with corresponding variable names and labels. This file
must be submitted as well alongside the application form using https: //podium.bbmri.nl.

The submitted application will be reviewed within one week by the CAPACITY Data Access Committee.

Once an application is approved, CAPACITY will prepare a Data Transfer Agreement (DTA) for you to sign.

Data will be released after signing the DTA.

The data will be released in a digital research environment (the CAPACITY workspace).

For further information regarding data access see this file.
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Login/Register in Podium

< C @& podium.bbmri.nl/#/

Welcome to BBMRI Podium

The request portal for samples, data and images from BBMRI biobanks

Remember me
Register a new account

Forgot your password?
Request a password reset link

BBMRI.nl

Biobanking and
BioMolecular resources
Research Infrastructure
The Netherlands



Create a new reques

< &

& podium.bbmri.nl/#/requests/new

New Request

Title

| ee orvour

Request Details

Request Type(s)* (D

Data

Images

Material
* Changing this value will clear organisation selection.
Organisation(s) ()
BBMRI Metabolomics Consortium
CAPACITY COVID
CVON-CONTRAST
Pathologie Amsterdam UMC
Linked Request ()
Yes @ No

Search Criteria

eg. DNA samples from male patients

ear with Prostate Cances

- Q w ®O o @O0e8

i

BBMRI.nl

Health-RI partner
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Health-RI partner

Research Proposal ®

Background
Your research background description
£
Research Question(s)
Your research question(s)
ra
Hypothesis [ Goals
Your research hypothesis and / or goals
|
Methods
Your research methods that will be applied to answer proposed research question
£

Related Request Number

Relates to request with number..
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Principal Investigator Details

Name Email

| MName of the principal investigator | Email of the principal investigator
Function Affiliation

| Function of the principal investigator | Affiliation of the principal investigator
Attachments

Drag here or browse to upload.

Name Type Uploader Size Upload Date

= Cove o L]



Codebook

M,

?:C”CAPAGTY

et

CAPACITY | R

EDCap

CAPACITY

4 Project Home

i=Project Setup

05/05/2020, 16:48

[# Online Designer 3 Data Dictionary B Codebook

B Data Dictionary Codebook

05-05-2020 16:33

(1~ Coltapse alnstruments

# | variable / Field Name :fi:Lle;:lebel (F:i;:iu::;':::t:::;ie'd Type, Validation, Choices,
instrument: ISARIC/CAPACITY - Participant Identification Number Pin (REQUIRED) (participant_identification_number_pin_required)
1 | subjid Participant Identification Number (PIN): text
999-9999 (SiteNo-PIN)
2 | studyid Please contact your local study coordinator for the STUDY | descriptive
ID.
3 | datecreated text (date_dmy)
Field Annotation: @TODAY @HIDDEN
4 | participant_identification_nu | Section Header: Form Status dropdown
mber_pin_required_complete | complete? 0| Incomplete
1 | Unverified
2| Complete
Instrument: ISARIC/CAPACITY - Inclusion Criteria (REQUIRED) (inclusion_criteria_required) [:]
5 |dsstdat Date of Enroliment text (date_dmy), Required
dd-mm-yyyy; definition: date of data entry
6 | sitename_nhr Site name dropdown
31 Admiraal de Ruyter Ziekenhuis
22 |Albert Schweitzer Ziekenhuis
32 | Alrijne ziekenhuis
11 Amphia Ziekenhuis
3 Amsterdam UMC, locatie AMC
4 Amsterdam UMC, locatie VU
33 |Antonius Ziekenhuis, Sneek
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B A requests

REVIEW
@ ' validation
~~ N revison

B nroview

APPROVED

DELIVERY

B n celvery
cLOsED

—  Partally defvered
J Detvered

® Rejected

© Cancetled

@)

t overview organisa

Organisation requests

1891

1865

1851

Title &

Arrhythmias and conduction disorders in

COVID-19

The impact of Anticoaguiation Therapy with

CoviD9

Diabetes on COVID-19 cardiovascular

compications

type(s)

B Data

B Do

tion

Principal

Organis
CAPACITY COVID
APACITY COVID
CAPACITY COVID
CAPACITY COVID
CAPACITY COVID
APACITY
CAPACITY COVID
CAPACITY
CAPACITY COVID

Date created ¢

10-05-2020,

2358

20-04-2020,
09:52

HOBEAGEEAE
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2 step validation

Request 2002 to Durrer Center

DRAFT VALIBATION REVIEW appROVED DELIVERY FINISHED

Details | Attachme

Title
DNA van COVID19 patienten met CVD

Organisation
Durrer center

Request Types
« Data
Linked Request
Ne

Search Criteria
DNA van COVID19 patienten met CVD

Background
DMA van COVID19 patienten met CVD
Research Question(s)
DNA van COVID19 patienten met CVD
| hereby validate this request. Upon sending for review all organisation reviewers will be notified

=

Principal Investigator
erlk van lperen
enpeer@amell.cam

Your request is currently waiting for validation by the organisation coordinator.

| hereby validate this request. Upon sending for review all organisation reviewers will be n

[
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Request details including review comments

Request 1790 to CAPACITY

Tiie

Organisation

Request Types
. Dot

Linked Request
No

53 468-478, 481-486, 4

udied thoroughly in the parti uh 35 COVID-19, 3nd that requires further and prompt investigation at the carrent time

Hypothasis

Methods

Retatea Request Number

principal Investigator

Name oate Rosult  Comment

4/20/2020,1012  QCEEIEI]  reeds besprokenin OAC

4202020,1012  QEIRD  wen i

42020201012 GEIEEED  vel onder hootdander

42020201012 QI u 1 1ty th ofects of spacilic magiations on Gisats outcome of COVID-1 e st
4202020,1012 Q) wrede seone
ANt

102 QD) Medcotion snd COVIDIS Ratospecii p— kot contounding by indcat " wctartics W e gar f the main s sdverse ouicome i €VO1D
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Review by Data Access Committee

1. Discuss submitted requests and review comments
2. Look for overlap with approved projects

3. Evaluation of data request

* Approve

* Reject (data not available)

» Adjust (data partly not available / overlapping question, suggest to cooperate
with other researchgroup)



Based on DAC meeting: decision

Hypothesis

Mothods

Request revision

BBMRI.nl

Health-RI partner
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Release data: start delivery process

Request 1788 to CAPACITY COVID

il : .

o oEuvERY FmisuED

VALDATION

Details |~ Attachment:

Title
Organisation
Capacity covid
Request Types

Linked Request
No
Search Critoria

All patients with “Discharge” item completed in the CAPACITY-COVID Registry % of patients per site being treated with chioroguine Mortality per site (including palliative discharge)
Background

Research Question(s)
Hypothesis

Methods.

Related Request Number

Principal Investigater

EYEY

Name Date Result Comment
4/18/2020,7:46 PM CIXEID  OK. but revise hypothesis. imporiant (opic, but the fypothesis as ormulated In the present application is not adequate. This may Introduce difficuties in corsparing with other apolications.
41872020, 7:46 PM COIZIIE} siuit aan bij reeds toegekend project 8 What i the effect of therasy for COVID-13 on patients with cardiac complications of underlying cordiovascular disesse?
4/18/2020, 7:46 PM EIIEID  fessibiity we need (o estabiish a sharmacolagy working group to discuss statistical pomer, methadologies o harmonize across different drug auestions and srevent overiap.
41872020, 7:46 PM CIIKIII  Sample size Sample size reuirement not explested, thus eannet be reviewed
471812020, 7:46 PM wome
4182020, 7:46 PM EIZIID) valt onder onderzosksviasg 8 relevants visag
/1812020, 7:46 PM Approved T on merkality In GOVID1® Dbservatianalstudy fo evaluate the eifect ihe elfect mortaly In COVIDTS infested patients. Sesk advanced siafistcaljepldemicloaical dvice fo adress drawbasks of observational study.
411812020, 7:46 PM ssprove
/1872020, 7:46 PM none
4/18/2020, 7:46 PM none

[ ciose reuest | Start delivary process
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Release of data

Request 2002 to Durrer Center
2 o .

DRAFT VALIDATION REVIEW APPROVED DELIVERY

FINISHED

Detalls | Atta

Title

DNA van COVID19 patienten met CVD
Organisation

Durrer centar
Request Types

« Data
Linked Request
No
Search Criteria
DNA van COVIDIS patienten met CVD
Background
DNA van COVID19 patienten met CVD
Research Question(s)
DNA van COVID1S patienten met CVD
Hypothesis
DNA wan COVIDIS patienten met CVD
Methods
DNA wan COVIDIS patienten met CVD
Related Request Number
Principal Investigator

erik van Iperen
erikanpesr@gmall.com

Delivery

Type Status Notes on d

ery

Data W Preparation Ne notes available

Your request is currently In the pracess of delivery. You will be notified when action is required on your behalf
In case irregularities have been found with the delivery, please contact the organisation coordinator.

(@ Please mark all deliveries as Received or Cancelled above prior ta finalizing a request



BBMRI.nl
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Delivery and finalize request

M Release data for request 2002

Referance

| Flease enter a reference URL or Track & Trace number.

= L=

B Finalize request 2002

Completing this step will result in the closing of the request

The cutcome of the request depands on whether all the requested materials have bean
received by the researcher.

All requested types have been released or received, therefore the request will be
marked as 'Delivered".
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Approved request
Requestor:
* Sign DTA
CAPACITY datamanager:

* Prepare dataset in digital research environment (DRE)
* DRE workspace per approved request -> data uploaded

» Researchers involved in this request get access to this specific workspace:
* Analysis + document sharing in virtual environment
* Necessary statistical programs can be installed

* Data doesn’t have to leave this virtual environment an DB! = a
=\ \=
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Requester

* Discuss performed analysis with DAC

* Publication send to DAC

* CAPACITY collaboration -> last authorship
* Acknowledgements -> provided by DAC
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Results

* Number of requests: 26
* Approved: 15

* Rejected: 2

* Revision: 4
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Questions?



D) Top questions (2)

ICRF: hoe gangbaar is zoiets in de cardiologie? Of was dit geen
probleem?

Wie voerde de data in of hoe kwamen de data in Capacity?

Join at
slido.com
#datasharing
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The Netherlands Cancer Registry

BBMRI.nl & Health-RI Expert meeting
How to make health(care) data available for research?
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 Data collection
- content
- legal basis

* Data request
- procedure
- lead times

» Challenges & the way forward




o Netherlands
| KNL: ..
Netherlands Cancer Registry (1/2)

-

» National data since 1989 (regional from 1955)
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Netherlands Cancer Registry (2/2) cancer organisation

—

 National data since 1989 (regional from 1955) : X

» Coverage: 90-95%
* Incidence: >115.000 cases per year o
« Database: >2 million cases

« Data managers 5 §
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Data collection (1/3)

T3
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pathology
laboratories

hospital
discharge

[ other databases ]
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Data collection (2/3)

routinely
collected
data




Data collection (3/3)

diagnosis

primary treatment

[
Netherlands
KNL comprehensive
cancer organisation

follow-up

= _&—.
_g ///’,-’/"4
| LT
f—
e, 4 -

-@ LT
=0 —M- &
2 Vd

LT
&)

death




[
Netherlands
comprehensive
Content (1/2) KNL cancer organisation

-

* Minimal data set (WHO/IARC)
- demographics (birth date, sex, postal code, vital status)
- basic tumor characteristics (topography, morphology, stage)

 Additional data
- diagnosis
- treatment (type, hospital)
- follow-up (progression)

 Additional data on tumor types
- e.g. molecular markers, complications, pathology review
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[

KNL
Coloncarcinoom
Laatste update: januari 2019

Itemset  1989-2007 2008-2014 2015-heden
Patiéntgegevens
leeftijd bij diaghose (V) (V]
geslacht (/) (V)
emigratiedatum [/) &
overlijdensdatum/laatste contactdatum (/] &

vitale status
performance status
ASA classificatie

00000000

co-morbiditeit bij diagnose (standaard) 0 Q
(vanaf 1993, (regionaal) (regionaal)
regionaal)
Brongegevens

inetallinA van AinsranacafhahandalinA
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Legal baS|S (1/2) KNL cancer organisation

—

* Legitimate interest (gerechtvaardigd belang)
- one of the lawful bases for processing personal data
a lawful basis is required in order to process personal data in line with
the ‘lawfulness, fairness and transparency’ principle

» Special category data (bijzondere persoonsgegevens)
- statutory exception to the General Data Protection Regulation (GDPR):
scientific research and statistical purpose (wetenschappelijk onderzoek
en statistiek)

» Hospitals
- contracts / data processing agreements etc.
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-

* Review * Members

- privacy protection - jurist
g;erl]t:i:t?\z /C S:)nc;zrns; Supervisory board - patignt represen.tative
of the NCR - medical profession

information - hospital representativ

Data request
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Scientific committees

Supervisory board
of the NCR

Data request

Breast cancer NABON (Nationaal Borstkanker Overleg Nederland)
Hematology HOVON (Hemato-Oncologie voor Volwassenen Nederland)
Bone & soft tissue DSSG (Dutch Sarcoma Study Group)

Neuro-oncology DBTR (Dutch Brain Tumour Registry)

Endocrine cancers DTCG (Dutch Thyroid Study Group)

Upper Gl DUCG (Dutch Upper GI Cancer Group)

DPCG (Dutch Pancreatic Cancer Group)
DHCG (Dutch Hepatocellular & Cholangiocarcinoma Group)

Lower Gl PLCRC (Prospectief Landelijk CRC-cohort)
Head & neck NWHHT (Nederlandse Werkgroep Hoofd-HalsTumoren)
Urogenital cancers DUOS (Dutch Uro-Oncology Studygroup)

Gvnaecology DGOG (Dutch Gvnaecoloagical Oncoloayv Group)




KNL
Data req ueSt (1/2) n  Kankersoorten MNKR R&D Palliatieve zorg Kanker & leven  MNKR cijffers COVID-19 Q

MER — Cffiors opmaal —  Gegevensianviag

* Website IKNL.nl
- procedure
- contact form

Gegevensaanvraag

Het opwragen van gegewvens uit de Nederlandse Kankerregistratie (NKR)
gebeurt onder strikte privacyvoorwaarden. Elke aanvraag wordt getoetst aan
het beleid dat IKNL hanteert woor versirekking van NKR-gegevens.

Voor wie?

Bont u arts, anderrocker, |:|:idr.rniu|n:i-g af bal cidemaker bij con rickenhuis,
paliéntwaraniging, owerheidsinstantic of cen wetenschappelijke wereniging of
beracpswereniging, dan kunt u geanonimiseerde gegaewens uit de NER aanvragen woor
watenschappdijk onderzoak of statistick.

M.B. PafiGnten, studenten of andere geinteremeenden kunnen geen gegewens aamregen bij
IKML. We verwijren hen naar NER dijfers en kankarnl.

* Malil: gegevensaanvraag@iknl.nl

Welke gegevens?

In diz MER woadt de incidentic van kanker vastigdegd. De regitratic wordt vitgewoard vanal
dizgnose tot en met de afonding van de aerste behandeling. Lees mecr over da
geragistracrde gegavens of bekijk de MKR-itemsats per kankersoort.

Onze voorwaarden

IKML levart allzen gegevans als aan bepaalde vooremarden wordt voldaan. Hat docl van da

aansTaag moet overcen komen mat de doclstallingen van IKMNL: het verbeteren van de

 Data request form
. oncologische en pallistiowe rorg of hat cnderstounen van wetenschappalijk cnderrock an
- CO ntract betwee n ap p I I Cant stalistick. Gegavens dic worden aangevraagd mogen vitsduitend gebruikt worden voor de in

do sarmvraag genoemde doeleinden. Voor ieder ander (herdgebruk, waarandar aamauallznd

ondarrock af hat tor beschikking stellen aan derden, dient u eon nicwwe gegevensaanraag
an d I K N L in te dienen. Als de gewaagde gegevens harleidbaar zijn naar patignten of behandelbsars,

galden aarmullends juridische voomaarden ten aanrien van de privacywelgeving.

Op da verstrekking sjn de Algemene voorwaarden gegevensdovaringen van toopassing.

De procedure


mailto:gegevensaanvraag@iknl.nl

[
Netherlands
comprehensive
Data request (2/2) ,(NL cancer organisation

-

mquick-info mregular mlinkage mcomplex linkage

800

500

400

100

2018 2019 2020
year
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Lead time: type of request

45

40

35

30

weeks

ol Em W

quickdnfo regular linkage complex linkage
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-

Lead time: regular requests & linkages

60

median

50

40

30

weeks

20

2019q4 2020q1 2020g2 2020qg3




Lead times (3/5)

Preparation
of contracts

Signing of the

KNL

Netherlands
comprehensive
cancer organisation

Preparation time Lead time

Supervisory
board
of the NCR

Data request

Breast cancer
Hematology
Bone & soft tissue
Neurg-oncology
Endocrine cancers
Upper GI

Lower Gl

Head & neck
Urogenital cancers
Gynaecology

NABON (Nationaal B Overleg )
HOVON (Hemato-Oncologie voor Volwassenen Nederland)
DSSG (Dutch Sarcoma Study Group)

DBTR (Dutch Brain Tumour Registry)

DTCG (Dutch Thyroid Study Group)

DUCG (Dutch Upper Gl Cancer Group)

DPCG (Dutch Pancreatic Cancer Group)

DHCG (Dutch Hepatocellular & Cholangiocarcinoma Group)
PLCRC (Prospectief Landelijk CRC-cohort)

NWHHT (Nederlandse Werkgroep Hoofd-HalsTumoren)
DUOS (Dutch Ure-Oncology Studygroup)

DGOG (Dutch Gynaecological Oncology Group)
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Preparation time: type of request
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Preparation time: complex linkages
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Ey Evi Evaluatie onder aanvragers (n=23)
W heler M helem: mhelemaal eens Meens mneutraal MWoneens Mhelemaal oneens
0% 20% 40% 60% 80% 100%
Het aanvraagprocedura Het aanvraagprocedure is Het aanvraagprocedure is goegd

Degegevens: Degegevenszij De gegevens zijn snel geleverd —
Deprocedure voor e2n aan Deprocedure voor een aamvr De procedure voor een aanvraag is duidelijk
Het formulier is mak Het formulier is makke Het formulier is makkelijk in te vullen

Degegevenszij Degegevenszijn | De gegevens zijn goed bruikbaar _

Detoelichting op de geg Detoalichting op de gegev  De toelichting op de gegevens is duidelijk _

Mijn contactparsoo Mijn contactparsoon) Mijn contactpersoon was deskundig. _

Mijn contactparsoon was | Wijn centactparscon was g2 Mijn contactpersoon was goed bereikbaar. _

Mijn contactpersoon was Mijn contactparscenwas k  Mijn contactpersoon was klantvriendelijk. _
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* Lead times
- full customization versus standard delivery?

- Transparency of the data request process

* Preparation times
- legal basis for linkages

 Information on data sets
- completeness
- addition / removal of data sets
- changes over time




The way forward...

-
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A catalogue for the NCR KNL Comprehandive
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L4
Dsum  Oklober 2019
e IKNL

Onderwerp It@Ms et mammacarcinoom, Nederlandse Kankerregistratie

» Current situation:
+ Pdf with item set for each tumor type on IKNL website .
» Desired situation:

* Online catalogue with overview of items and details per item rer—T——
(definition, details, values, collection period, quality, etc.)

Tumorgsgevens 1989-2004 2005-2010 2011-heden

* Integration with data request procedure? Complex: e
“variabelen op maat”, selection criteria e

Muttifocalted
TNM stacium (Kinisch en pathologisch)

= . Lymieklieren cnderzochtpositief
* Flannin [ ——
. Oestrogeenrecsptor

Progesteronreceptor”
HerZ-neu

* Proof of concept (PoC) for one tumor type in Q2 2021 e

Deagnostische gegevens: 1989-2004 2005-2010 2011-heden

« Second tumor type in Q4 2021 =

« Collection of feedback on PoC for further development e —
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Based on Norwegian Cancer Registry catalogue ELVIS (https://imetadata.kreftregisteret.no/)

ELVIS Q Variables El My va-iak esf@~ [ Application form @ Help A= v login #)
shoppin | ....ceeeeme=™ : .
— e - N
g basket ancerstes- | Maridbles »~..| in Norwegian
S and English
Sears\"l_..-,.-' Search for Variables n Valid from Valid to { Q search ‘ | 0 | l £ ‘
data Bt O Lip, oral cavity and ... .
Show more search options ¥
request 0 Digestive organs
O Respiratory and int...  Found: 77
O Bone and articular ...
CiiMelanomaiandiskin Name % Deliverable 3 Valid from Tech Name & Al B more
. (L ldasetsskaband sof
variable 2N .
. & Breast . ~— wenet® details
Selec“on et & C50 Breast Additional information in pathology report If need be i 01-01-1953 tilleggsremisse ‘ v ' = weet
by tumOF i In use when pathology reports have additional information from the original report.
O Male genital organs
type O u tract derDi
rinary traci X Age at diagnosis Yes 01-01-1953 alderDiagnose add to
O Eye, brain and cgt".

. > Age of the patient at time of diagnosis. ShO N
0 Thyrmd‘?pbafher - pping
O ll-dg#néd and unk.. basket
B DL‘;" e e T Basis of diagnosis Yes 01-01-1953 basis
variable Jous® RIS
(+ ““ The most reliable method used to confirm the diagnosis for the cancer case.
detaiIS) Basis of diagnosis in international standard Yes 01-01-1953 basisInternasjonal

Basis of diagnosis according to international standard from IARC/ENCR/JRC

Behavior Yes 01-01-1953 tumoratferd

Indicates whether a tumer is malignant, benign or in situ. The fifth digit of morphology code is a behavior code.
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D Top questions (1)

Bij NHR en Capacity studie is de data invoer (variabelen, definities) gestandaardiseerd
aan de hand van het NHR handboek en codeboek. Hoe werkt dit bij IKNL?

Join at
slido.com
#datasharing



[ Active poll

What is your key takeaway from this expert meeting?

Mooie voorbeelden van hoe het in de praktijk gaat

Professioneel en zorgvuldig. Doorlooptijd is wel een issue

Interessant te horen hoe anderen met data aanvragen omgaan!

Join at
. Capacity toont aan: t kan snel
slido.com
#datasharing Meer Samenwerking

(koppelen van) catalogus data zou een mooie stap in de richting van F
(FAIR) Zijn.



WE HOPE TO SEE YOU NEXT EXPERT MEETING!

Program Expert Meeting Series:

Thursday October 29t
14.00-15.00

Thursday November 12t
14.00-15.00

Thursday November 26t
14.00-15.00

{2 BBMRLNl (&3

CBS - Fatima El Messlaki & Ivo Gorissen
NHR - Saskia Houterman

Durrer Center - Erik van Iperen & Wanda Hermans-Van Ast
IKNL - Peter Prinsen & Vincent Ho

LifeLines - Trynke de Jong
DataHub - Pascal Suppers
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