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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

3.Block.com

4.Delivery



Met de service een applicatie (portal): 
▪ The PALGA portal/DNTP tissue block services for researches gave insight in the block 

traffic. 

513/11/2020

Aantal aanvragen: 2017 2018
Alleen verslagen 5403 2410
Alleen FFPE blokken 8838 9069

Alleen klinische gegevens 6699 1730
Verslagen en FFPE blokken 3196 4475
Verslagen, FFPE blokken en klinische gegevens 4 2
Verslagen en klinische gegevens 57 76
FFPE blokken en klinische gegevens 0 117

Totaal aantal lab verzoeken 146 172
Totaal aantal PA nrs 24.163 17.874



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
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BBMRI 2.0 → Health-RI

▪Findeable

▪Accessible

▪Interoperable

▪Reuseable
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Virtual Expert Meetings Series

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

Program

1
Thursday October 29th

14.00-15.00 
CBS - Fatima El Messlaki & Ivo Gorissen

NHR - Saskia Houterman

2
Thursday November 12th

14.00-15.00 
Durrer Center - Erik van Iperen & Wanda Hermans-Van Ast

IKNL - Peter Prinsen & Vincent Ho

3
Thursday November 26th

14.00-15.00 
LifeLines - Trynke de Jong

DataHub – Pascal Suppers
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Request procedure
Erik van Iperen, datamanager IT

Wanda van Ast, manager 

Netherlands Heart Institute/ Durrer Center





Design of CAPACITY

• Case Record Form of ISARIC (WHO) 

• Additional instruments:
• cardiovascular history

• diagnostic information

• 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.





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



Signed DTA by legal
representative of 

hospital

Research protocol:
appoint local
coordinator + 

involved
researchers

Confirm
agreement with

Data Access Policy

Each
participating

center

Coordinating
center

Delivery of data from centers to coordinating center



Data access

• Data Access Policy

• Data Access Committee

• Data Access Procedure

• Check for overlapping proposals (see site)





Login/Register in Podium



Create a new request







Codebook



Request overview organisation



2 step validation



Request details including review comments



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



Release data: start delivery process



Release of data



Delivery and finalize request



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



Requester

• Discuss performed analysis with DAC

• Publication send to DAC

• CAPACITY collaboration -> last authorship

• Acknowledgements -> provided by DAC 



Results

• Number of requests: 26 

• Approved: 15

• Rejected: 2

• Revision: 4



Questions?



Audience Q&A Session

ⓘ Start presenting to display the audience questions on this slide.
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November 12th 2020 | Peter Prinsen & Vincent Ho (IKNL)

BBMRI.nl & Health-RI Expert meeting

How to make health(care) data available for research?

The Netherlands Cancer Registry



Table of Contents

• Data collection

- content

- legal basis

• Data request

- procedure

- lead times

• Challenges & the way forward



Netherlands Cancer Registry (1/2)

• National data since 1989 (regional from 1955)



Netherlands Cancer Registry (2/2)

• National data since 1989 (regional from 1955)

• Coverage: 90-95%

• Incidence: >115.000 cases per year

• Database: >2 million cases

• Data managers



Data collection (1/3)

hospital

discharge

pathology

laboratories

other databases

NCR



Data collection (2/3)

routinely

collected

data
NCR



Data collection (3/3)

diagnosis primary treatment follow-up

death



Content (1/2)

• 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



Content (2/2)

•



Legal basis (1/2)

• 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.



Legal basis (2/2)

• Review

- privacy protection

(patients / doctors)

- sensitive company 

information

Data request

Supervisory board

of the NCR

• Members

- jurist

- patient representative

- medical profession

- hospital representative



Scientific committees

Data request

Supervisory board

of the NCR

Tumour group Scientific committee

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 GI DUCG (Dutch Upper GI Cancer Group)

DPCG (Dutch Pancreatic Cancer Group)

DHCG (Dutch Hepatocellular & Cholangiocarcinoma Group)

Lower GI PLCRC (Prospectief Landelijk CRC-cohort)

Head & neck NWHHT (Nederlandse Werkgroep Hoofd-HalsTumoren)

Urogenital cancers DUOS (Dutch Uro-Oncology Studygroup)

Gynaecology DGOG (Dutch Gynaecological Oncology Group)



Data request (1/2)

• Website IKNL.nl

- procedure

- contact form

• Mail: gegevensaanvraag@iknl.nl

• Data request form

- contract between applicant

and IKNL

mailto:gegevensaanvraag@iknl.nl


Data request (2/2)



Lead times (1/5)



Lead times (2/5)



Lead times (3/5)

Data request

Preparation

of contracts

Supervisory

board

of the NCR

Signing of the

contract

Preparation time Lead time



Lead times (4/5)



Lead times (5/5)



Customer evaluations



Challenges

• 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…



60

A catalogue for the NCR

• 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 

(definition, details, values, collection period, quality, etc.)

• Integration with data request procedure? Complex: 

“variabelen op maat”, selection criteria

• Planning:

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

• Second tumor type in Q4 2021

• Collection of feedback on PoC for further development
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A catalogue for the NCR: PoC

Based on Norwegian Cancer Registry catalogue ELVIS (https://metadata.kreftregisteret.no/)

variable

selection

by tumor 

type

variable

(+ 

details)

shoppin

g basket

data 

request

more 

details

add to

shopping 

basket

in Norwegian

and English 
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Questions?



www.iknl.nl

www.linkedin.com/company/iknl

twitter.com/iknl
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Audience Q&A Session

ⓘ Start presenting to display the audience questions on this slide.
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What is your key takeaway from this expert 
meeting?

ⓘ Start presenting to display the poll results on this slide.



WE HOPE TO SEE YOU NEXT EXPERT MEETING!
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IKNL - Peter Prinsen & Vincent Ho

3
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DataHub – Pascal Suppers


