SPRINGER BRIEFS IN ETHICS

SiIkeSc.hiktanz
Comparative
Empirical Bioethics:
Dilemmas of
Genetic Testing and

Euthanasia in Israel
and Germany

@ Springer



SpringerBriefs in Ethics



More information about this series at http://www.springer.com/series/10184


http://www.springer.com/series/10184

Aviad E. Raz - Silke Schicktanz

Comparative Empirical
Bioethics: Dilemmas

of Genetic Testing

and Euthanasia 1n Israel
and Germany

@ Springer



Aviad E. Raz Silke Schicktanz
Department of Sociology and Anthropology  University Medical Center

Ben-Gurion University of the Negev University of Gottingen
Beersheba Gottingen

Israel Germany

ISSN 2211-8101 ISSN 2211-811X (electronic)
SpringerBriefs in Ethics

ISBN 978-3-319-32731-0 ISBN 978-3-319-32733-4  (eBook)

DOI 10.1007/978-3-319-32733-4
Library of Congress Control Number: 2016936996

© The Author(s) 2016

This work is subject to copyright. All rights are reserved by the Publisher, whether the whole or part
of the material is concerned, specifically the rights of translation, reprinting, reuse of illustrations,
recitation, broadcasting, reproduction on microfilms or in any other physical way, and transmission
or information storage and retrieval, electronic adaptation, computer software, or by similar or dissimilar
methodology now known or hereafter developed.

The use of general descriptive names, registered names, trademarks, service marks, etc. in this
publication does not imply, even in the absence of a specific statement, that such names are exempt from
the relevant protective laws and regulations and therefore free for general use.

The publisher, the authors and the editors are safe to assume that the advice and information in this
book are believed to be true and accurate at the date of publication. Neither the publisher nor the
authors or the editors give a warranty, express or implied, with respect to the material contained herein or
for any errors or omissions that may have been made.

Printed on acid-free paper

This Springer imprint is published by Springer Nature
The registered company is Springer International Publishing AG Switzerland



Acknowledgments

This book would not have been written without all the lay participants taking part in
interviews and focus groups discussions in Germany and Israel during 2005-2007
and 2009-2011. We would like to thank all the respondents who participated in this
study. Before and during our joint data collection we were also involved in
cross-cultural networking that paved the way for the work on which this book is
based. We co-organized and participated in a series of three German-Israeli expert
workshops. The first workshop in this series was “The Influence of Religion and
Culture on Biomedical Sciences: A German-Israeli Dialogue about Medical
Possibilities at the Edges of Life” held in November 2007 in Berlin. The second
workshop was titled “Genetics and Society: public/professional and
discourse/practice” and held in BGU in December 2008. The work presented in this
workshop was published in a special issue (co-edited by us) of the journal New
Genetics and Society. The third workshop in this series was a German-Israeli
“winter school” on “The culture and ethics of biomedicine” held at the University
Medical Center of Gottingen in 2009. All these workshops helped to refine and
reinvigorate our collaboration, and we would like to express our debt and gratitude
to the BMBF and to our Universities that provided funding for these activities.
During this period we compared and discussed data collected separately by us in the
context of lay attitudes toward genetic testing (Raz and Schicktanz 2009a, b).
Our joint research project, on which this book is based, was made possible
thanks to the generous support of the German-Israeli Foundation for Science and
Development: Young scientist GIF Grant No. G-21071451-4/2005 “Bodies in
Culture—Bioethical aspects of biomedicine and its socio-cultural contexts,” and
GIF Grant No. 1023-317.4/2008 “Cross-Cultural Ethics of Health and
Responsibility: Expert and lay perspectives regarding bioethical dilemmas in
Germany and Israel.” Needless to say, we are extremely grateful to the GIF for this



vi Acknowledgments

invaluable support. Moreover, we would like to thank all the German and Israeli
lay persons, patients, and professionals who shared their experiences and insights
with us during our empirical research.

We are very grateful to the enormous help of our dedicated team of young
research assistants: Dr. Nitzan Rimon-Zarfaty, Dr. Julia Inthorn and Dr. Mark
Schweda. Nitzan had an important role in conducting, coding, and co-analyzing the
focus groups conducted in 2009-2011 in Israel. She was also intensively involved
in developing the coding scheme and peer-coding. Julia Inthorn conducted, coded,
and co-analyzed the German focus groups in 2010-2011. She was also intensively
involved in developing the coding scheme and peer-coding. Mark Schweda was
involved in preparing the first phase of focus groups in 2009 as well as in the
theoretical conceptualization of the meanings of “being affected” and “responsi-
bility.” We are very grateful for the important contributions made by these three
scholars and we are very proud to see them making progress on their independent
paths.

Aviad Raz and Silke Schicktanz were the PIs who jointly conceptualized and
wrote the research proposals, conceptualized and substantially led the final analysis
and structure of all the papers which are used in this book. Parts of Chapter 5 have
greatly benefitted from suggestions made by Barbara Prainsack, Gabriele
Werner-Felmayer, Yael Hashiloni-Dolev and Carmel Shalev. Felix Hagenstrom’s
support was of great help in copy editing the manuscript.

Writing this book was a long process that took place in most of 2014 and 2015.
We reviewed the data produced in our previous studies, reflecting on the common
denominators and emerging insights that we were now aware of in retrospect. The
book endeavors to locate this project in a broader context, presenting what is
hopefully a more clear and general crystallization of our work on socio-empirical
bioethics and the “Israeli” and “German,” “religious” and “secular,” “affected” and
“non-affected” narratives of responsibility. Large portions from the following
papers are reprinted in this book by permission of the publishers: Schicktanz S,
Schweda M (2012) The diversity of responsibility: The value of explication and
pluralization. Medicine Studies 3:131-145; Raz A, Rimon-Zarfaty N, Inthorn J,
Schicktanz S (2014) Making responsible life plans: Cultural differences in lay
attitudes toward predictive genetic testing for late-onset diseases. In: Prainsack B,
Schicktanz S, Werner-Felmeyer G (eds) Genetics as social practice. Ashgate,
Farnham, pp 181-198; Schicktanz S, Raz A, Shalev C (2010) The cultural context
of patient’s autonomy and doctor’s duty: Passive euthanasia and advance directives
in Germany and Israel. Medicine, Health Care and Philosophy 13(4):363—-369.

Silke Schicktanz thanks the Alfried Krupp Wissenschaftskolleg Greifswald for
providing her with a fellowship from April to September 2015. The special working
atmosphere allowed her to finalize her part of this book. Aviad Raz wishes to



Acknowledgments vii

express his gratitude to the College of Management Academic Studies, Rishon
Lezion, Israel, for the financial support provided for this publication.

The authors’ names appear in alphabetical order; however, the contents of this
book are our mutual responsibility.

Omer Aviad E. Raz
Gottingen/Greifswald Silke Schicktanz
2015



Contents

1

3

Introduction: Engaging in Comparative Bioethics . . . ... ... ... .. 1
1.1 One World, One Bioethics? ... .......... ... ... 2
1.2 The Location of Bioethical Culture . ..................... 4
1.3 Beyond the Academic Sphere . . . ....................... 4
1.4 Comparative Bioethics: Some Reasons for the Juxtaposition

of Germany and Israel . . . ...... ... ... ... ... ... ... ... 5
1.5 The Book’s Composition . . .. .............ouiini.... 8
References . . . .. ... 9
Setting the Methodological Scene: The Value of Explication
and Pluralization of Moral Grammars . . . ................... 13
2.1 Cultural Scripts Between Generalization and Enacting . . .. ... .. 14
2.2 Methodological Engagements: From Cultural Scripts

to Narrative Investigation (and Back Again) . .. ............. 16
References . . . .. ... . 19
Applying the Theoretical Tools: Being Affected, Responsibility,
and Risk . . ... ... . 21
3.1 The Participative Turn: From the Expert to the Affected

Person . . .. .. 21
3.2 The Normative Turn: Re-Considering “Responsibility”

to Analyze Moral Grammars. . . .. ........ .. ... ........ 23
3.3 Current Theoretical Challenges of “Responsibility” ... ........ 26
3.4 The Structure of “Responsibility”: A Relational Concept

of Moral Agency. . .. ... 27
3.5 The Epistemic Turn: The Meaning of Risk. . ... ............ 38
References . . . .. ... .. 40

ix


http://dx.doi.org/10.1007/978-3-319-32733-4_1
http://dx.doi.org/10.1007/978-3-319-32733-4_1
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_1#Bib1
http://dx.doi.org/10.1007/978-3-319-32733-4_2
http://dx.doi.org/10.1007/978-3-319-32733-4_2
http://dx.doi.org/10.1007/978-3-319-32733-4_2
http://dx.doi.org/10.1007/978-3-319-32733-4_2#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_2#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_2#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_2#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_2#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_2#Bib1
http://dx.doi.org/10.1007/978-3-319-32733-4_3
http://dx.doi.org/10.1007/978-3-319-32733-4_3
http://dx.doi.org/10.1007/978-3-319-32733-4_3
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_3#Bib1

Contents

Contextualizing the Cultural and Medico-Legal Debate

on Adult Genetic Testing . . . ... ....... ... ... ... ...... ... 45
4.1 The Script of “Genetic Responsibility”. . .. ... ............. 45
4.2 The Practice of Adult Genetic Testing in Germany and Israel . . .. 47

4.3 Two Paradigmatic Cases of Predictive Genetic Testing

for Late-Onset Diseases: Huntington’s Disease

and ColonCancer . .. ......... it 50
References . . ... .. . 52

Making Responsible Life Plans: Cultural Differences
in Lay Attitudes in Germany and Israel Towards Predictive

Genetic Testing for Late-Onset Diseases . . . .. ................ 55
5.1 To Knowornotto Know?......... ... .. .. .. ... ....... 56
52 ToTellornotto Tell?. ...... ... ... ... ... ... ... ...... 60
53 ConcClusions . . .. ...ttt 63
References . .. ... .. . . 65
Planning One’s End of Life in an Expert Biomedical Culture . . . . . 67
6.1 Recent Changes in the Legal Situation. . .................. 67
6.2 Tracing the Differences Between Germany and Israel
in End-of-Life Care Policies . . . . ....................... 70
6.3 Comparative Analysis of the Statements. . ... .............. 72
6.3.1 Legal Backgrounds . .. ........ ... ... ... ... ... ... 72
6.3.2 Main Similarities and Differences . . ................ 73
6.4 Cultural Diversity of Moral Key Elements
in the Argumentation. . .. ........... ...t 74
6.4.1 Handling Conflicting Situations in End-of-Life
SItUAtONS. . . o v e 74
6.4.2 Religious and Historical Factors . . ................. 75
6.5 ConCluSions . . .. ... ...t 76
References . . ... ... 78

Lay Attitudes Towards End-of-Life Decision-Making

in Germany and Israel. . . . .......... . ... ... ... . ... .. ... 81
7.1 Patient Autonomy as the Leading Principle for Withholding

End-of-Life Medical Treatment . . . . ..................... 84
7.2 Withdrawing Treatment: Between Patient Autonomy

and Doctors’ Duty “Not to Harm™”. . . . ................... 85
7.3 Physician-Assisted Suicide and Euthanasia: Unsolvable

Dilemmas and the Advice to Be Cautious. . .. .............. 87
7.4 Who Should Decide? Shared Decision-Making as a Challenge ... 89
7.5 Formal or Informal Advance Directives? . ................. 90
7.6 Conclusions . . ............iuiniiiini 91

References . . . ... ... . . e 93


http://dx.doi.org/10.1007/978-3-319-32733-4_4
http://dx.doi.org/10.1007/978-3-319-32733-4_4
http://dx.doi.org/10.1007/978-3-319-32733-4_4
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_4#Bib1
http://dx.doi.org/10.1007/978-3-319-32733-4_5
http://dx.doi.org/10.1007/978-3-319-32733-4_5
http://dx.doi.org/10.1007/978-3-319-32733-4_5
http://dx.doi.org/10.1007/978-3-319-32733-4_5
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_5#Bib1
http://dx.doi.org/10.1007/978-3-319-32733-4_6
http://dx.doi.org/10.1007/978-3-319-32733-4_6
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec6
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec6
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec6
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec7
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec7
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec7
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec8
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec8
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec9
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Sec9
http://dx.doi.org/10.1007/978-3-319-32733-4_6#Bib1
http://dx.doi.org/10.1007/978-3-319-32733-4_7
http://dx.doi.org/10.1007/978-3-319-32733-4_7
http://dx.doi.org/10.1007/978-3-319-32733-4_7
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec6
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Sec6
http://dx.doi.org/10.1007/978-3-319-32733-4_7#Bib1

Contents xi

8 Risks and Responsibilities: Making Plans for Life and Death. . . . . . 95
8.1 Self-responsibility and Individual Risk . . .. ............. ... 96
8.2 Family Responsibility and Shared Risk . .................. 97
8.3 Responsibility of Society and the Risk of Social Coercion . . . . .. 99
8.4 Conclusions .. ........ ... 101

8.4.1 The Perspective of Being Affected . ................ 103
References . .. ... ... ... . . 104

9 Final Conclusion: Disentangling the Micro and the Macro
in Bioethics . . . ... ... ... .. 107
References . . . .. ... . 119


http://dx.doi.org/10.1007/978-3-319-32733-4_8
http://dx.doi.org/10.1007/978-3-319-32733-4_8
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec1
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec2
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec3
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec4
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Sec5
http://dx.doi.org/10.1007/978-3-319-32733-4_8#Bib1
http://dx.doi.org/10.1007/978-3-319-32733-4_9
http://dx.doi.org/10.1007/978-3-319-32733-4_9
http://dx.doi.org/10.1007/978-3-319-32733-4_9
http://dx.doi.org/10.1007/978-3-319-32733-4_9#Bib1

Chapter 1
Introduction: Engaging in Comparative
Bioethics

In 2004, an Israeli sociologist and a German bioethicist met at an international
conference on bioethics in a cloister in the Netherlands. Following a presentation
they started conversing and the Israeli sociologist asked: “How is it that Germans
are so reluctant about genetic testing?” The German bioethicist paused a bit and
answered with uncertainty: “I am not sure whether they are so reluctant. The
geneticists I met are all very supportive.” After sharing some comparative data, they
realized that the existing research consisted mainly of policy analysis and surveys
of professionals. There were two important lacunas. First, public opinion and lay
attitudes have not been well-studied. Second, the question “why” was still open,
requiring a more empirically grounded and nuanced understating that ventures
beyond important (yet easily flagged) premises such as the historical legacy of the
Holocaust—an issue that is perhaps always in the background when a German and
an Israeli meet.

Indeed, our task in this book concerning a contemporary re-examination of the
lessons of the Holocaust presents a relatively new stage in the history of
German-Israeli research collaborations in the social sciences and the humanities.
The first stage (around the 1950s—1960s) could be characterized by avoidance, with
some beginnings of German-Israeli collaborations in the basic sciences but none in
the humanities. In the next stage (around the 1970s—1980s), the subject of “German
history”” was allowed back into Israeli universities, nevertheless while avoiding the
Holocaust. This book is the outcome of a relatively recent phase of re-examination,
expressed by studies that take the Holocaust as a focus for re-examining
present-day cultural scripts of eugenics and euthanasia with a focus on the com-
mon, yet also very different, legacy and interpretation of the lessons of the
Holocaust.

Five months after their first and unplanned meeting, the German bioethicist and
the Israeli sociologist embarked on an intensive exchange by making plans for joint
research projects. Now, ten years later, we decided to write a book. This book is a
comprehensive, empirically-grounded exploration of a culturally embedded
bioethics. Its aim is to develop, methodologically and theoretically, a research
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