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Health-RI actielijnen

2. Bouwen van een gedeelde federatieve nationale 
gezondheidsdata-infrastructuur 
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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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ⓘ Start presenting to display the poll results on this slide.
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ⓘ Start presenting to display the poll results on this slide.
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Microdata Research at CBS

October, 29th 2020
Fatima El Messlaki and Ivo Gorissen

BBMRI.nl & Health RI Virtual Expert meeting 



Content

• CBS and sharing data:

- Data collection, protection and privacy

• Microdata Services:

- Remote access procedure

- Upload own dataset

• Use of data within projects: 

- linking on different levels

- research across themes

• Roadmap

• ODISSEI 

• Publications
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Let’s start with the facts



Data collection

• Population registers

• Hospital data 

• Housing

• Energy use

• Wages

• Income

• Labour Force Survey

• WoOn

• Health surveys
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(online) questionnairesregisters



Section 41 

1. (..) the director general may, on request, provide or 

grant access to a set of data to a department, 

organisation or institution as referred to in the 

second subsection for the purposes of statistical or 

academic research where appropriate measures have 

been taken to prevent identification of individual 

persons, households, companies or institutions from 

those data. 

The Statistics Netherlands Act 



Data protection and privacy

Section 34 of the Statistics Netherlands Act:
The director general may use the citizen service number in any register and use it for statistical 
purposes. The director general may use the citizen service number in communications with 
persons and agencies in so far as they themselves are authorised to use that number in a 
register. 

No information may leave CBS from which information on individual persons, households, 
companies or institutes may possibly be recovered

Sensitive microdata on
income, property, medical, criminal,turnover, balance sheets, profit and loss accounts, 
…..



What do we offer at Microdata Services? 

– CBS microdata can be accessed by researchers of authorised

departments, organisations or institutions in a secure environment 

(Remote Access environment)

– Only for statistical research and not for administrative, nor for control 

purposes against individuals, companies or institutions.

– Results must be published (in e.g. journals, public websites)

– Conditions and costs

– Trust and confidentiality
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Large scale use (2020)

>200 new projects each year

>550 projects active

>170 institutions

>1000 researchers

>4800 microdatasets in catalogue

>1500 outputs
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Remote Access procedure

Publication
Dissertation
Articles
…

Microdata Output

checks

Upload data 17

Pseudonymise
d data
Analyse
SPSS/Stata/R 
….
Metadata

Confidentiality statement 
Awareness test

Secured IT Environment



Upload own dataset

Publication

Microdata
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Pseudonymise
d data

Secured IT Environment Project A

Output check

Purpose limitation
Legal issues
(GDPR)

Upload 
Portal

Encryption

Keyvariable
s/identifiers



Upload own dataset

Publication

Microdata
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Pseudonymise
d data

Secured IT Environment Project A

Output check

Purpose limitation
Legal issues
(GDPR)

Upload 
Portal

Encryption

Keyvariable
s/identifiers



Surveys:

GECON, GEMON, 

Leefstijlmonitor

Causes of death

(CBS)

Perinatal

(Perined)

Health care costs Medicine data

Hospital care data

(DHD)

DBC’s

(Nza)

Primary care dataCancer registration*

(IKNL)

Lifelines data*

Pathological*

(Palga)
Parents Households

Persons



Persons

Income

Date of death

Industry

Cancer 

registration*
(IKNL)

Pathological*
(Palga)

Voedselvergiftiging, Salmonella en colon kanker, een 
epidemiologische studie
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Salmonella*

(RIVM)



Innovative
Covid-19 study:
how to do research across themes

Causes of death
(CBS)

Medicines
(ZiN)

Primary care
(Nivel)

Healthcare costs
(Vektis)

Hospital care
(DHD)

Test results* 
GGD- Not available

(yet)
Industry Household

Person

Neighbourhoods

(presence of particulates, 

slaughterhouses, mink 

farms)



The ODISSEI Secure Super Computer (OSSC)
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Microdata
Remote 
Access

Upload

OutputCartesius supercomputer
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CBS Microdata homepage (NL/EN)
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https://www.cbs.nl/en-gb/our-services/customised-services-
microdata/microdata-conducting-your-own-research



Publications Research Projects

26

– Opiaatgebruik in Nederland - LUMC

– MEGA Follow-up study: Increased risk of CVD after VT is 

determined by common etiologic factors- LUMC

– Prevalence of breast carcinoma among transgender patients -

UMC UVA 

– Arm-rijk verschillen in perinatale sterfte -UMC EUR

– Kansrijke start- RIVM

– Monitoring en Evaluatie Jongeren op Gezond Gewicht- RIVM



Further info
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Annemieke Redeman Fatima El Messlaki Hilde van Oirschot

Nicol Holtkamp-Sluiter Ruurd SchoonhovenIvo Gorissen
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Audience Q&A Session

ⓘ Start presenting to display the audience questions on this slide.
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Possibilities using data of the
Netherlands Heart Registration

Dr. Saskia Houterman, epidemioloog



Aim NHR

• Increase patient value of heartcare in the Netherlands by
collecting, analysing and reporting outcomes about
treatments of patients with specific medical heart
conditions

• Create transparency about quality of heartcare for
patients, cardiologists and cardiothoracic surgeons, health 
insurers and other parties of interest

➢ Basis for a successful implementation of VBHC and the
development of a learning environment in which the
participating centres optimise their own learnings and
benefit from the lessons learned in other centres



Principle of Value Based Healthcare



Principle of Value Based Healthcare



NHR organization

• All Dutch heartcenters

• All complex cardiac procedures

• Building a disease oriented environment, e.g.:
• Atrial fibrillation

• Heartfailure

• ACS



83

NHR

RAAD VAN TOEZICHT

RAAD VAN BESTUUR

DEELNEMERS-RAAD

STAKEHOLDERS-RAAD

CENTRA NHR TEAM

ORGANOGRAM van de NEDERLANDSE HART REGISTRATIE

=NHR

= CENTRA

WETENSCHAPPELIJKE RAAD INNOVATIE RAAD

REGISTRATIECOMMISIES

HARTCENTRA

Projectleider

Datamanager

Account Manager
Business Analist

ОНО - ТHI - ABLATIE
Gemandateerde medici uit centra

PCI/ICD CENTRA

Projectleider
Datamanager

Account Manager
Business Analist

PCI-ICD

Gemandateerde medici uit centra

ALGEMENE CENTRA

Projectleider
Datamanager

Account Manager
Business Analist

PACEMAKER - ACS - ATRIUMFIBRILLEREN - HARTFALEN
Gemandateerde medici uit centra

Staf functies



2017 2018 2019

Outliers Outliers Outliers

50 TAVI’s 50 Ablations 100 PCI’s



NHR data

• Cardiac surgery

• Transcatheter valve intervention

• Percutaneous coronary intervention

• Atrial fibrillation ablation

• Pacemaker and implantable cardioverter defibrillator

• Heart failure

• Atrial fibrillation



NHR variables



Automatic quality controls

Process:

1. After upload in MijnNHR the center receive an
overview of data errors

2. The center is responsible for correction of the
data



Factsheet uploaded dataset



Outlier control (NHR)



NHR public reporting

• Survival

• Complications

• Re-interventions

• Quality of life



~ 80.000 per year



Completeness data NHR 2018



Legenda

NHR

Atriumfibrilleren - Katheterablatie - herhaalde linkeratrium ablatie binnen 1 jaar
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C-statistic= 0,57 (matig) geincludeerde interventiejaren = 2013-2016,
Risico-gecorrigeerd voor: geslacht, leeftijd, BMI, type AF, LV-ejectiefractie, preoperatieve mitralisklepinsufficiëntie, eerdere ablatie
in linkeratrium en interventiejaar,
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C-statistic=0,65 (matig); geïncludeerde interventiejaren =2013-2016,
Risico-gecorrigeerd voor:cardiogene shock, chronische totale occlusie, diabetes mellitus, eerdere CABG, eerder myocardinfarct, geslacht,
indicatie PCI, leeftijd, meervatslijden, nierinsufficiëntie, out of hospitalcardiac arrest en interventiejaar, Geincludeerde jaren UMCG 2015-2016.
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Aortakleplijden - TAVI - implantatie nieuwe permanente pacemaker binnen 30 dagen
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C-statistic = 0,56 (matig); geïncludeerde interventiejaren = 2013-2017.
Risico-gecorrigeerd voor; chronische longziekte, eerdere cardiochirurgie, eerder CVA, geslacht, leeftijd, LV-ejectiefractie,
nierinsufficiëntie en interventiejaar.
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Risico-gecorrigeerd voor: chronische longziekte, diabetes mellitus, eerdere cardiochirurgie, geslacht, leeftijd, LV-ejectiefractie,
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Legal / privacy

Medical Ethics Committee waived informed consent



NHR research

10 applications in 2019
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HUISARTSEN

FEDERATIE VAN NEDERLANDSE

TROMBOSEDIENSTEN

DHD



Registry-based RCT
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Thank you for your attention
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Audience Q&A Session

ⓘ Start presenting to display the audience questions on this slide.
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Do you have any ideas for improving our next 
session? 

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



WE HOPE TO SEE YOU NEXT EXPERT MEETING!
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Program Expert Meeting Series: 

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


