UNIVERSITY OF AMSTERDAM
X

UvA-DARE (Digital Academic Repository)

Good science at heart
Lessons on ethics from big data research in sudden cardiac arrest

Bak, M.A.R.

Publication date
2021

Link to publication

Citation for published version (APA):
Bak, M. A. R. (2021). Good science at heart: Lessons on ethics from big data research in
sudden cardiac arrest. [Thesis, fully internal, Universiteit van Amsterdam].

General rights

It is not permitted to download or to forward/distribute the text or part of it without the consent of the author(s)
and/or copyright holder(s), other than for strictly personal, individual use, unless the work is under an open
content license (like Creative Commons).

Disclaimer/Complaints regulations

If you believe that digital publication of certain material infringes any of your rights or (privacy) interests, please
let the Library know, stating your reasons. In case of a legitimate complaint, the Library will make the material
inaccessible and/or remove it from the website. Please Ask the Library: https://uba.uva.nl/en/contact, or a letter
to: Library of the University of Amsterdam, Secretariat, P.O. Box 19185, 1000 GD Amsterdam, The Netherlands.
You will be contacted as soon as possible.

UVA-DARE is a service provided by the library of the University of Amsterdam (https://dare.uva.nl)

Download date:17 Oct 2026


https://handle.uba.uva.nl/personal/pure/en/publications/good-science-at-heart(c142d452-8239-4f41-b568-ca0b1570caa1).html

PHD THESIS

600D SCIENCE
AT HEART

Lessons on ethics from big data research in
sudden cardiac arrest

MARIEKE BAK



Good Science at Heart

Lessons on ethics from big data research

in sudden cardiac arrest

Marieke Bak



This thesis was printed in a CO2-nentral manner and on 100% recycled paper

Good Science at Heart: Lessons on ethics from big data research in sudden
cardiac arrest, a life-threatening medical emergency

Doctoral thesis, University of Amsterdam

ISBN: 978-90-9035-230-5

Thesis design and layout: Maricke Bak
Cover image: jemastock, via Canva
Printed by: Libertas Pascal (Utrecht)
Copyright © 2021 Marieke Bak

The research described in this thesis was financially supported by the European
Union’s Horizon 2020 research and innovation programme under acronym

ESCAPE-NET, registered under grant agreement No. 733381.

Financial support by the Dutch Heart Foundation for the publication of this thesis
is gratefully acknowledged.



Good Science at Heart

Lessons on ethics from big data research

in sudden cardiac arrest

ACADEMISCH PROEFSCHRIFT

ter verkrijging van de graad van doctor
aan de Universiteit van Amsterdam
op gezag van de Rector Magnificus
prof. dr. ir. K.I.J. Maex
ten overstaan van een door het College voor Promoties ingestelde commissie,
in het openbaar te verdedigen in de Aula der Universiteit
op vrijdag 19 november 2021, te 11.00 uur

door Marieke Adriana Regina Bak
geboren te Amsterdam



Promotiecommissie

Promotores:

Copromotores:

Ouwerige leden:

Faculteit der Geneeskunde

prof. dr. D.L. Willems
dr. H.L.. Tan

dr. M.T. Blom
dr. M.C. Ploem

prof. dr. AJ. Pols

prof. dr. H.C.P.M. van Weert
prof. dr. A.A.M. Wilde

prof. mr. dr. B.C. van Beers
prof dr. S. Roeser

dr. E.J.O. Kompanje

AMC-UvA
AMC-UvA

AMC-UvA
AMC-UvA

AMC-UvA
AMC-UvA
AMC-UvA
Virije Universiteit Amsterdam
Technische Universiteit Delft

Erasmus Medisch Centrum



Table of contents

Chapter 1 Introduction and outline
Part I: Ethical, Legal and Social Issues (ELSI) of observational
studies on sudden cardiac arrest

Chapter 2 Ethical aspects of sudden cardiac arrest research
using observational data: a narrative review

Chapter 3 Health data research on sudden cardiac arrest:
perspectives of survivors and their next-of-kin

Chapter 4 Regulating registries and biobanks for research in
sudden cardiac atrest: European experts’ views

Part II: Post-mortem processing of health research data

Chapter 5 Stakeholders’ perspectives on the post-mortem use
of genetic and health-related data for research

Chapter 6 Contextual exceptionalism: the ethics of post-mortem
privacy in health data research

Chapter 7 Publishing case reports of deceased patients
Part III: Applications in life-saving cardiac technology
Chapter 8 Resuscitation with an AED: putting the data to use

Chapter 9 Ethics of modeling and simulation in public health:
the case of AED distribution

Chapter 10 Ethical issues in two parallel trials of personalized
criteria for an Internal Cardiac Defibrillator

Part IV: Epilogue on health data research governance

Chapter 11 Towards trust-based governance of health data
research: a European case study

.25

.41

.63

.83

. 103

. 119

. 127

. 135

. 147

. 156


https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-021-00576-9?utm_source=other&utm_medium=other&utm_content=null&utm_campaign=BSCN_1_DD01_CN_bmcso_article_paid_XMOL

Chapter 12

General discussion

References

Summary

Samenvatting (Dutch summary)
Contributions of co-authors
PhD portfolio
Acknowledgements

List of publications

About the author

173

. 197

241

. 247

. 255

. 257

. 260

. 263

. 265



List of abbreviations

AED
AI/ML
ARREST
CPC
CPR
DPIA
DPO
ECG
ELSI
EMS
ESCAPE-NET

GDPR
GP

I1ICD

ICT
IRB/REC
M&S

MI

PAD
PMDD
PPE

RWPC
SCA

Automated External Defibrillator
Artificial Intelligence / Machine Learning
AmsteRdam REsuscitation STudies
Cerebral Performance Category
Cardiopulmonary Resuscitation

Data Protection Impact Assessment
Data Protection Officer
Electrocardiogram

Ethical, Legal and Social Implications
Emergency Medical Services

European Sudden Cardiac Arrest network towards
Prevention, Education, New Effective Treatment

General Data Protection Regulation

General Practitioner

Implantable Cardioverter-Defibrillator
Information and Communications Technology
Institutional Review Board / Research Ethics Committee
Modeling and Simulation

Myocardial Infarction

Public Access Defibrillator

Posthumous Medical Data Donation

Patient and Public Engagement

Responsible Research and Innovation
Research Without Prior Consent

Sudden Cardiac Arrest

Trusted Third Party



