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Introduction - How Prenatal Diagnosis
is Entangled in Historical and Social Contexts

Christina Schiies

When reproductive medicine introduced prenatal testing and when genetics
began to transform diagnosis and general prognoses into predictive genetics,
genetic responsibility was introduced into bioethics and became the concern
of (future) parents and affected persons. A country’s biopolitics included these
biomedical practices and became concerned with how states can evaluate and
regulate genetic testing, and related questions of risk management. In order
to better understand social and technological changes in the field of prenatal
genetic diagnosis, their implications for the individual and society, and their
cultural, philosophical and ethical meanings, a research project was funded by
the Deutsche Forschungsgemeinschaft (DFG). Entitled Meanings and Practices
of Prenatal Genetics in Germany and Israel (PreGGI):* A comparative empirical and
prospective study of the views and ethical concerns of users, non-users and providers of
prenatal genetic services in their social and cultural contexts, the project was con-
ducted in 2017-2021 and led by Aviad Raz, Christoph Rehmann-Sutter and
Christina Schiies. The researchers thought that the emerging biomedical and
social practices could best be studied through a comparative study of Israel and
Germany. Such a cross-cultural approach is suited for giving insight into prac-

1 From 2017—2021, the PreGCGl project was funded by the Deutsche Forschungsgemein-
schaft (DFG, RE2951/3-1 and Schu2846/2-1). As one of the principal investigators of
the project, as the editor of this book, and on behalf of the members (Aviad Raz,
Christoph Rehmann-Sutter, Yael Hashiloni-Dolev, Hannes Foth, Tamar Nov-Klaiman,
Anika Konig, Stefan Reinsch) of the research project, | would like to thank the DFG for
their financial support of this research and publication. Furthermore, | am very grateful
to Monica Buckland and Jackie Leach Scully for their careful language editing and help-
ful comments. Lena Steimle deserves my thanks for her great assistance in handling
the manuscript.
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tices of prenatal genetic testing as well as differences and similarities in how
they are implemented and understood.

This book about genetic responsibility grew out of that research project,
using its results as the basis for further reflection to gain a deeper insight into
the complex issue of prenatal genetics and how it is understood and imple-
mented differently in Israel and Germany. The issues discussed include how
innovations in prenatal diagnosis affect social relationships, and how prenatal
genetic tests address moral questions and touch upon themes of eugenics and
selection. Thus, the book assembles observations, interpretations and conver-
sations from interdisciplinary angles across the social sciences, bioethics and
philosophy, and with a comparative view of Israel and Germany.

The rise of new concepts and conditions

In modern medicine of the 20th and 21st centuries life, and elements of the
beginning of life, are subject to a discourse of risk and security, as well as de-
cision-making about who would be welcomed or who, prospectively, might be
too burdensome for the parents, the family, or society, or considered to suffer
too much. Since the notion of risk, and especially genetic risk, is at the centre
of prenatal care, the guiding thread of this book is how issues of genetic re-
sponsibility are discussed in Germany and Israel. Considering these questions
means opening up bioethics or biopolitics beyond the focus of prenatal genetic
testing, to the ontology of the life sciences, the historical and cultural horizon
of social norms and general values, and the perceptual practice and epistemic
understanding that are equally, yet often only implicitly, involved in consider-
ations and discussions.

Within the history of philosophy, responsibility is a rather young concept
that has become more common from the 19th century. The growing complexi-
ties of the interrelation between humans, society and technology make respon-
sibility an interesting and important notion because of its temporal, relational
and multidimensional structure, which involves at a minimum the responsi-
ble person who performs an action or task with regard to another person, the
addressee, according to prescriptive, normative criteria, within a particular
realm of responsibilities and a certain time frame.

In the context of this book responsibility is taken mainly as a futural con-
cept, yet it includes questions about retrospective responsibility, that is a re-
sponsibility directed toward the past and present. It is a question of how we
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care about the past, and so also about the future; how we care about other peo-
ple, our offspring, and so also about society. The question of responsibility is
traditionally directed at the shaping of interpersonal relationships and social
conditions, at questions of the past, such as guilt, or questions of the future.

In the 1970s and ’80s, prenatal genetic testing was established as part of
pregnancy care, and with it the idea of genetic responsibility. Generally, re-
sponsibility as well as the more specific form of genetic responsibility concerns
three areas: the legal area, which is the most strictly regulated and the nar-
rowest, since it concerns the different laws and regulations. The political area
of responsibility is the broadest, as besides policy making it also addresses
the biopolitical discourses that are usually rather vigorous in Germany, for
instance considering the question of whether non-invasive genetic testing
should be financed by health insurance, and much calmer in Israel. The third
area is ethics, probably the most difficult to understand. In addition to the very
complex ethical concept of the responsibility to care for someone or some-
thing, the notion of genetic responsibility is already established in bioethical
discourses of genetics and predictive genetic testing.

Relationships and the family are embedded in political, social and cultural
practices, and norms of responsibility. Responsible acting is thus an ethical and
political practice that is not simply there, but is characterised by a normative
order and its dynamic transformation within a social and historical context. As
well as the normative order of society, biomedical reproductive practices con-
cern the social-ontological dimension of relationality, and the existential and
temporal dimensions of plurality. These three dimensions are underpinned by
the conviction that children are conceived within a particular normative, rela-
tional context, and that pregnancy and birth are not just a biomedical proce-
dure but are shaped by a particular social, cultural, scientific and economic sit-
uation. Thus natality, the fact that humans are conceived and born by someone
else, a woman, is central to the practices of reproduction and responsibility.
Furthermore, natality is shaped according to the specific situations, relation-
ships and society in which reproductive decisions take place. These dimensions
inhere in all decisions concerning the foetus that may develop towards being
born or being aborted during pregnancy.

Today’s reproductive technologies and genetics show “what is about to be
born” in advance (Lowy 2018: 1). The genetic disposition of the foetus can be
tested and, according to genetic responsibility, should be tested. In prenatal
diagnosis, invasive and non-invasive testing is differentiated. Invasive exam-
inations involve intervening in the womarn’s body to take samples of the pla-
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centa (chorionic villus sampling), amniotic fluid (amniocentesis), or embry-
onic blood (cordocentesis). These samples are then examined for chromosomal
defects or serious hereditary diseases. Invasive prenatal diagnostics are asso-
ciated with risks to the pregnant woman or the foetus.

In contrast, with non-invasive prenatal diagnostics the risk to the pregnant
woman or the foetus is much lower. Non-invasive prenatal diagnostics include
ultrasound examinations, nuchal fold transparency measurement, and molec-
ular genetic blood tests known as non-invasive prenatal tests (NIPT). This de-
velopment in prenatal genetic testing — in particular the introduction and so-
cietal implementation of NIPT for chromosomal variations such as trisomies
13,18 and 21 — change a morally and culturally complex practice of prenatal di-
agnosis in a variety of ways. These changes touch on fundamental ethical and
philosophical questions about intergenerational relationships, pregnancy, and
who should be born and why. With the introduction of NIPT in the Western
world, medical testing of foetuses became even easier and more morally defen-
sible for the (future) parents. Most of all, there is no risk to the foetus during
the procedure.

In the course of NIPT, 10 ml of blood is drawn from the pregnant woman,
containing the genetic information of the foetus in the form of cell-free DNA
chromosome fragments as well as the DNA of the mother in her own cells. Sub-
sequently, foetal and maternal blood components are detected, and the foetal
components are isolated and analysed for trisomies 13, 18 and 21. It is also pos-
sible to determine the sex of the foetus. Further development of NIPT aims, for
example, to detect microdeletion syndromes, i.e. the absence of small pieces of
chromosomes. This condition can lead to heart defects and developmental de-
lays. In 2012, the PraenaTest®, one of the first non-invasive molecular genetic
blood tests, was introduced in Germany. NIPT has also been available in Israel
from June 2013. Many other tests from different companies followed. In the
meantime, the tests have become firmly established in Europe and the USA.
The aim of all these examinations is to obtain the most accurate knowledge pos-
sible about diseases, such as heart defects, genetic predispositions to disability
such as trisomies 13, 18 or 21, and other genetic mutations, such as Klinefelter
syndrome. The examinations also reveal the sex of the foetus.

In view of these various test options, pregnancy care increasingly focuses
on risk aspects and the possible termination of wanted pregnancies (Steger/
Orzechowski/Schochow 2018: 15). Since NIPT requires confirmation by am-
niocentesis, it is considered a “test” in Germany; in Israel it is included in the
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standard medical practice during pregnancy and can be chosen as part of the
prenatal screening programme.

In Germany, prenatal diagnosis is differentiated into standard and addi-
tional examinations, some of which are not covered by health insurance and
are considered something that should be a private expense. Standard examina-
tions include three ultrasound examinations at the 10th, 20th and 30th weeks
of pregnancy, as well as an examination of the abdomen and a blood sample to
determine the normal course of the pregnancy (TAB 2019).” Additional tests in-
clude first-trimester screening with nuchal translucency measurement, NIPT,
and the confirmatory and invasive procedures of chorionic villus sampling and
amniocentesis, which can result in miscarriage in approximately 4 out of every
1000 tests. In Germany, it is estimated that more than 85 per cent of pregnant
women with a positive test for trisomy 21 decide to have an abortion (TAB 2019:
12; Schidel 2020).

Shortly after the introduction of the first molecular genetic blood tests in
Germany, the German Ethics Council gave its evaluation of the future of ge-
netic diagnostics and its clinical application (Deutscher Ethikrat 2013; Steger et
al. 2018). This evaluation states that the scope of genetic diagnostics is expected
to expand in the future, and that the associated rapid increase in genetic infor-
mation of each human being born will continue. The rapid and cost-effective
availability of NIPT means that these tests are increasingly being considered
as part of standard prenatal diagnostics. It is interesting to see that in Israel,
NIPT is only one option within standard pregnancy care, yet it is not covered
by health insurance. In general, critics warn about the medicalisation of preg-
nancy, which may lead to an increasing focus on the risk aspects of prenatal
care and the termination of wanted pregnancies (TAB 2019: 168f.; Remennick
2006). Despite all the criticism, the use of NIPT in fact represents no risk for the
pregnant woman, and prenatal detection of trisomies 13,18 and 21is improved.
Thisleads to a reduction in invasive testing and, consequently, of miscarriages.

2 Bundesministerium fiir Gesundheit. Bekanntmachung eines Beschlusses des Gemein-
samen Bundesausschusses iiber eine Anderung der Mutterschafts-Richtlinien: Auf-
nahme einer Versicherteninformation zur Durchfithrung der Nicht-invasiven Prana-
taldiagnostik zur Bestimmung des Risikos autosomaler Trisomien 13, 18 und 21 mit-
tels eines molekulargenetischen Tests (NIPT-Trisomie 13,18, 21) fiir die Anwendung bei
Schwangerschaften mit besonderen Risiken vom: 19.08.2021, (https://www.bundesan
zeiger.de/pub/de/amtliche-veroeffentlichung), accessed 10 July 2022.
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Therefore, NIPT may be seen as a game changer in the field of prenatal genetic
testing.

The social implementation of NIPT? as a technology that allows the testing
of foetal DNA by testing the blood of the pregnant woman as early as 9 weeks af-
ter conception raises a series of different and difficult questions. With accuracy
and scope of the tests improving, and costs decreasing, the German and Israeli
healthcare systems are both currently implementing it in certain defined sit-
uations and for some conditions, yet they differ in how NIPT is implemented
and also in the framework of reasoning used to justify it.

The focus on Germany and Israel

In recent decades, practices of and debates about prenatal genetic testing have
resulted in heated controversies, an awareness of new routines and of aspects
of producing a child that are now taken for granted. These controversies and
normalities can best be brought out in a comparative study. When differences
and similarities are brought to light, their conditions and implications, un-
derstandings and norms can be studied and evaluated. Israel and Germany
are interesting countries for such studies because they take opposite direc-
tions in terms of what is permissible, how reproductive medicine and tests
during pregnancy are experienced and viewed, and how practices are estab-
lished and evaluated. The comparative setting of these two nations has already
been established by Yael Hashiloni-Dolev (2010), Aviad Raz and Silke Schick-
tanz (2009, 2016). The two countries differ not only in moral and political terms
but also in their geographical and historical situations. The juxtaposition of
their painfully entangled histories and their different — almost opposite — reg-
ulations and politics on biomedicine at the beginning of life presents unique
opportunities and challenges for sociological, bioethical and philosophical re-
search in the 20th and 21st centuries.

The lessons learned from history are still an implicit or explicit part of
bioethical and biopolitical discussions. In the German discourse, references to
the historical dimension dominate — often implicitly - in public deliberation,
in the form of a need to establish a distance from the inhuman practices of
the National Socialist period and to avoid any resemblance to “selection” or

3 Now also referred to as Non-Invasive Prenatal Screening (NIPS) or cell-free DNA test-
ing (cfDNA).
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“eugenics”, while emphasising the individual role of the pregnant woman and
her right to an informed choice (Foth 2021). Meanwhile, in Israel’s practice
the different prenatal tests are well established, and are understood as em-
powering woman's choices, securing the life of the family, and enhancing the
“health” of the Jewish collective body.

Israel and Germany are both countries with cutting-edge technology and
very advanced healthcare systems; yet, to foreshadow a general thesis, Ger-
many follows a discourse of norms that takes the notion of dignity as central. Dif-
ferent, and disputed, understandings of dignity and its role in different areas
also provide the ethical legitimation of constitutional state democracy, includ-
ing ideas of participation and freedom. Thus, ethical controversies and biopo-
litical questions about genetic tests are based on ongoing political and bioethi-
cal dispute about norms and their implementation in the practices of prenatal
genetic testing. Israel, on the other hand, implements a practice of normalisation
and holds the conviction that genetic diagnostic techniques may help to bal-
ance the responsibilities of human life and society’s goods and qualities. The
distinction between Jewish ethical positions, which are partially based on the
hermeneutic of Jewish religious texts, and state regulations, is not perceived as
being controversial. Here we see a genetic practice that is well established and
normalised; therefore, there does not seem to be a reasonable basis for contro-
versy.

It can be argued that both inclinations - the discourse of norms for Ger-
many and the discourse of normalisation for Israel — follow a lesson learned
from the 20th century’s history and the atrocities of the Shoah: Never Again!
The German Jewish political theorist Hannah Arendt tried to understand the
Holocaust and, in 1961, reported on the trial of Adolf Eichmann in Jerusalem.
This trial is generally seen as a significant moment in the public perception
of the Holocaust. The eight-month trial, which ended with Eichmann’s death
sentence, was part of growing attention being paid to German crimes during
National Socialism and, in particular, to the intention to exterminate European
Jews. For the first time, a worldwide public was confronted with Jewish victims
and witnesses of the Holocaust and their traumatic experiences. The focus of
the trial in Jerusalem was not primarily the person of Eichmann and his deeds,
but the history of the Jews under National Socialist rule itself. Both Israel and
Germany adopted the conviction that this history must not be forgotten. “Po-
litically speaking, the death factories did constitute a ‘crime against humanity’
committed on the bodies of the Jewish people” (Arendt 1946; see also Arendt
1965: 267f.). Arendt’s report led to highly emotional disputes with Jewish intel-
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lectuals and was discussed beyond the Jewish community. In Arendt’s under-
standing, the Holocaust could be interpreted in two ways: it was either a crime
against the Jewish people, or a crime against humanity committed on the body
of Jewish people. The second interpretation is the more universal one and in-
cludes the first one, but not the other way around. The distinction is important
because the meaning of the famous dictum “Never Again!” changes depend-
ing on the interpretation. A “Never again’ crimes against the Jewish people” is
different from “Never again crimes against humanity”.

The concrete interpretations of “Never Again” are contrasting. Germany’s
concern is never again to be a perpetrator (Titer), which in the context of
prenatal diagnosis means never-again-doing anything close to eugenics. The
avoidance of biopolitical regulations or practices that could be connected
to eugenics as pursued by the Nazi state still draws Germany’s policy-mak-
ing and bioethical discourses into normatively ambivalent regulations that
avoid any reasoning on the basis of the foetus’ wellbeing. In Israel however,
“Never Again” usually means never again being a victim. Never being a victim
again drives the urge to have power over one’s own reproductive possibilities
and, hence, a rather affirmative handling of reproductive technologies. Even
though Israel is considered a secular state, biomedical ethics and bioethics are
mainly considered within Jewish religion and traditions: more than half the
population belong to Judaism, and one third describe themselves as religious.
Overall, there is a pro-natal attitude anchored in religion (as in the book of
Genesis: “be fruitful and multiply”) as well as in the historical background of
society: the intended extermination of the Jewish people during the time of
Shoah, as well as the ongoing Arab-Israeli conflict, has produced the aspira-
tion to secure the nation and promote a child-friendly policy. Having a large
family compensates for the search for the Jewish homeland and for feelings of
being uprooted. Family creates belonging and children mean life. Children are
“the attempt to build a bridge to a better future,” as psychologist Tali Gogol-
Ostrowsky explains.* Thus, a birth rate of 3.1 among Israeli women, which is
more than twice as high as in Germany, is not surprising. It is very common for
Israeli women to use prenatal diagnostics when pregnant, not least because it
is easily accessible and seen as part of “normal” prenatal care (Ravitsky et al.
2021; Zlotogora 2014).

4 Miinch, Peter (2017) “Warum in Israel so viele Kinder geboren werden.” For a different
view about reproductive technological practices in Israel, see also Boas et al. (2018);
Granek et al. (2017).
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In one way or another, some chapters of this volume implicitly or explic-
itly refer to the observation that technological advances are approved of by the
Jewish religion and by Israel’s society because they are a means to an end: the
preservation of Jewish values and family. Science may be used to overcome re-
sistance from nature, in this case the occurrence of foetal diseases or of infertil-
ity. Biotechnological procedures such as prenatal diagnostics and IVF are also
acceptable because of the ontological belief that a foetus only acquires the sta-
tus of 2 human being after birth. According to the Talmud, before the 4oth day
of gestation the foetus is no more than “clear water”.> As Larissa Remennick
(2006: 46) points out, the central place of reproduction in the public agenda
makes Israel an ideal “laboratory” for studying the social implications of repro-
ductive and genetic technologies. Yet Germany could likewise also be described
asa“laboratory” because of its anxieties and responsibilities for the past and its
concerns about reproductive practices and options. Its regulations and bioeth-
ical concerns are distinctly different from those of other European countries.
In Germany, some feminist and disability activists, conservatives and Roman
Catholics are concerned that the use of technology leads to a blasphemous at-
tempt to “play God”, going against nature, discriminating against people with
disabilities, or using eugenic methods that resemble the Nazi past. Thus, the
individual decision, based on values and norms such as the value of life, dignity
or free will, is the focus of bioethical discourses.

About the book and its four parts

Taking the countries’ distinct differences and similarities as a point of depar-
ture, this book analyses the philosophical horizon, socio-cultural contexts,
religious backgrounds, ethical and political key issues, and implications of
the reproductive practices of both countries. Compiled as an interdisci-
plinary study, it presents a comparison between Israel and Germany from an
empirical bioethical perspective and offering a transnational philosophical
reconsideration of the historical, social and biomedical contexts. Combining
comparative empirical bioethics with systematic philosophical reflection, this
book introduces an interdisciplinary and transnational conversation to the field
of biomedical ethical research. Looking at two very different cultural settings,
biopolitical practices and social imaginaries, we find the distance needed to

5 For an empirical study see Rimon-Zarfaty et al. (2011).
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understand both the other and ourselves, the unfamiliar and our own practice.
Taking the specific topic of NIPT as our focus allows us to start a conversation
between the experiences and observations, disciplines and backgrounds of
these countries. Using conversation as a method enables the researchers to
do comparative empirical work but also share their observations and self-re-
flections with each other, and to communicate and reflect across disciplinary
and national boundaries. Conversation has thus created a third space within
which ideas, experiences or arguments are addressed from different personal,
philosophical, cultural or social perspectives.

The book is organised into four dimensions, presenting different method-
ological themes and approaches, and allowing for different ways of having
conversations and different levels of abstraction. The first, rather theoretical
dimension addresses historical and philosophical perspectives in terms of the
entanglement between forms of the biomedical rationalisations of “life”, reproduc-
tion and responsibility. In his chapter Biological reproduction, offspring, and radical
otherness, Burkhard Liebsch explores the shaping of “life” by the biomedical
approach of the life sciences, and considers the claims of responsibility within
their epistemic horizons. The practice of genetic testing of the foetus focuses
sharply on the biological substrate, the carrier of the genetic information. The
biologisation of the foetus, human reproduction, and human generativity, as
current reproductive technology presupposes, has particular prerequisites,
such the focus on humans as organisms, that we all come from living cells,
and also that questions of reproduction and risk are thought in terms of the
recombination of cells. But then, how can we understand the “future”? As an
irreversible future of mother and child, or a “radical future”? Or a future of
“Never Again” (as Natan Sznaider thematises in his commentary)? Considering
the future and reproduction in modern medicine leads to Christina Schiies’s
chapter on the Origins and practices of genetic risk and responsibility. This concerns
the historical and social entanglement of genetic risk and genetic responsibil-
ity, and re-evaluates the political and ethical understanding of responsibility,
non-responsibility and irresponsibility in light of the biopolitical regime and
perceptual practices in Israel and Germany.

The second, more concrete dimension of Governance and biopolitics com-
pares Israel and Germany in a straightforward way in terms of their policies,
regulations and norms. In both countries, as Tamar Nov-Klaiman, Hannes Foth
and Yael Hashiloni-Dolev show in their policy analysis, key decisions related
to NIPT were made only recently. In 2019, NIPT was submitted to the Is-
raeli “health basket” committee to be considered for public funding, where
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it competed against other technologies and drugs in the context of a limited
budget. Following evaluation of all submitted items, funding for NIPT was
rejected. Consequently, NIPT has not been adopted by the statutory health
insurance and is not publicly funded. Since 2019, all invasive tests in Israel
have been coupled with chromosomal microarray analysis, which enables a
high-throughput analysis of genotyping and gene expression, and has a higher
detection rate than standard karyotyping that provides only a genome-wide
snapshot of an individual’s chromosomes. In 2021, the German Federal Joint
Committee (Gemeinsamer Bundesausschuss GB-A) developed new regulations for
the coverage of NIPT in health insurance, and the officially recommended pro-
cedures in prenatal care (Mutterschafisrichtlinie). The result is that from spring
2022 NIPT has been covered by health insurance (although only on a case-by-
case basis, taking into account the situation of the pregnant woman and not
of the foetus); yet its implementation has been accompanied by concerns and
criticism.

The authors of the next two chapters present the individual positions of
the two countries, before meeting for a conversation about their respective
insights. In Health services and uptake in cultural context in Israel, Aviad Raz dis-
cusses the different health services that are available and how they are embed-
ded in the cultural and historically influenced horizon. Moral concerns and con-
sumer choice in Germany is the theme of the chapter by Kathrin Braun and Sabine
Konninger. They discuss the ambivalence of German discourse between public
concern about preproductive practices that involve selective decisions about
which children should be born, on the one hand, and the increasing routinisa-
tion of genetic testing, on the other. Both the details of Policymaking in Germany
and Israel they describe and the jointly written comment by Braun, Konninger
and Raz on the different concerns show that in many respects, the regulation
of and cultural attitudes towards genetic and reproductive medicine in Israel
and Germany are contrary to one another. The general idea of presenting the
chapters in this specific order and inviting the authors to comment on each
other led to conversations between the authors, and should also inspire im-
plicit conversations with the readers.

The third section focuses on themes from the angle of comparative empir-
ical bioethics. Each chapter of this section discusses one particular thematic
area and presents a particular methodological approach to comparing the so-
cial context of Israel and Germany. The comparative empirical study conducted
a total of 42 semi-structured interviews in Germany and 52 in Israel. Intervie-
wees included health professionals specialising in obstetrics and gynaecology

19



20

Genetic Responsibility in Germany and Israel

and/or genetics, disability activists, women without unusual medical family
history, and parents or other close family members of children with Down syn-
drome. The interviews were conducted in Hebrew and in German. They were
transcribed, and key parts were translated into English, so they could be inter-
preted and discussed by the Israeli-German team.

For the cross-cultural comparative work, it was important to focus empir-
ically on a set of more narrowly defined questions. Working from the Israeli
and German interviews, Tamar Nov-Klaiman, Marina Frisman, Aviad E. Raz and
Christoph Rehmann-Sutter brought out the different views and concerns of fam-
ilies with Down syndrome, their understanding of discrimination, and the at-
titudes of parents of children with Down syndrome towards NIPT. One com-
mentator from Israel and one from Germany was invited to discuss, from their
specific social context, the meaning of prenatal diagnosis for people with dis-
abilities. The perspective of disability studies, contributed by Swantje Kibsell
from Germany, is very hesitant about genetic testing, while the Israeli disabil-
ity activist Rachel Lishansky tells her personal story of having a child with Down
syndrome. These approaches stand as examples of the different social and cul-
tural contexts that need to be taken into account when considering prenatal
diagnosis and disability.

The Israeli and German researchers Christoph Rehmann-Sutter, Tamar Nov-
Klaiman, Anika Konig, Stefan Reinsch, Yael Hashiloni-Dolev and Aviad Raz ask: what
does prenatal testing mean for women who used the test? This question in-
volved extensive discussion in the team about the interviews and how they can
be understood from the different cultural and social angles of the research. The
aim of this chapter is to bring out the different ways of making sense of ge-
netic testing, and to show how the women who had used it interpreted their
own choice. For example, one German woman said that she had NIPT/PND in
order to be prepared for the birth of a child with special needs, while an Israeli
woman wanted to do everything right and according to her physician’s sugges-
tions.

These concrete empirical insights show that pregnancy and the beginning
of life has become a morally challenging project that demands many decisions
from the parents-to-be, each of which must be made with careful deliberation
and moral reflection. The distinct national laws and cultural contexts therefore
demand a specific type of “genetic responsibility”, as well as care responsibility
from expectant parents and pregnant women. Israel and Germany are seen as
two political entities, as cultures and as constellations of practices, and eachis a
melting pot of secular or religious, national or international ethical discourses.
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Although Israel is considered to be a Jewish state, both Israel and Germany
can also be considered non-religious states. Yet religion still plays an impor-
tant role in policy-making, public opinion, and the personal decision-making
of (future) parents, although the roles are different with respect to pregnancy,
family, and matters of life and death. All this results dynamically in concrete,
yet very different, cultural settings, medical practices and social understand-
ings of what constitutes responsible prenatal care.

Regardless of whether a pregnant woman tests or not, she always has her
social context. This context, as well as the overall discussion about prenatal ge-
netic testing, is framed by religious traditions, beliefs and authorities. In or-
der to find out more about the different religious horizons, Anne Weber and
Christina Schiies initiated a conversation between the German Catholic theolo-
gian and philosopher Hille Haker and the Israeli ethnographer and anthropolo-
gist Tsipy Ivry, whose research focuses on the interrelation between Jewish reli-
gion and new reproductive technologies. They share their insights into differ-
ent socio-cultural and religious views in Israel and Germany, and the social and
religious practices and reasonings, concerning the use of reproductive or re-
progenetic technology, taking into account the different histories, political cir-
cumstances and religious beliefs about the family, relationships and children.
The question of who is or is not allowed into the human community highlights
the importance of the Christian church and the rabbis. The following chapter
turns the conversation to another setting. In a review of two films, the Israeli
film Week 23 ( ¥12w) and the German film 24 Wochen, Christoph Rehmann-Sut-
ter and Christina Schiies discuss the familial and social contexts of prenatal ge-
netic testing and, most importantly, female intuition and ambivalence towards
medical knowledge.

Conversations about sense-making, about different beliefs, religious,
social or cultural settings, and the comparison of the two films show that it
is necessary to examine the intertwining of knowledge practice, epistemology and
ethics. Thus, the fourth dimension of the book reconsiders particular historical
and philosophical horizons of prenatal genetic testing in Israel and Ger-
many and shows how the empirical sciences work together, thematically and
methodologically. An overall aim of several chapters of the book is to under-
stand how diverging meanings of medical practices of prenatal genetic testing
are entrenched in familial and social settings, the human condition, and un-
derstandings of responsibility. If, traditionally, when children are born, their
physical traits are accepted unconditionally, and if it was — at least implicitly —
assumed that the parent-child relationship is characterised by unconditional
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bonding, then the question arises of whether such “unconditionality” will be
transformed by prenatal genetic diagnosis. This is discussed by Hannes Foth
through concrete prenatal genetic practices in Israel and Germany. He shows
how philosophical scrutiny may interact with concrete observations in a way
that can lay the ground for future questions. There are urgent questions to
address about whether human life, value or dignity should depend on bio-
logical disposition or social performance. More and more children are born
on condition that prenatal genetic tests are negative and that other people,
at least the parents — of course without having obtained the child’s consent —
already know their genetic disposition, at least partially. Meanwhile, scientists
are discussing the expansion of NIPT to NIPW — whole-genome sequencing.
This seems possible technically, although not yet economically feasible, and
philosophically it opens up a new shift in the paradigm of genetic testing.

There are women who do not want to know and who do not want to test.
This observation prompts us to reconsider the concept of not-knowing, a
concept that, philosophically and scientifically, has a bad reputation. Yet for
prenatal genetic practices, it is not only interesting but also philosophically
stimulating to sort out the “other side” of choice, of normality, or of routine.
Christina Schiies, Stefan Reinsch, Aviad Raz and Christoph Rehmann-Sutter discuss
conceptually and empirically the phenomenon of not wanting to know, and
whether it is irresponsible not to know genetic risks in advance (which one
Israeli woman clearly suggested in her interview). Not-knowing is not simply
the opposite of knowing, but has its own rational structure and ontological,
epistemic and social status. As several conversations seem to suggest, in Israel
prenatal testing is normal and standard, and may even be considered a social
requirement, whereas in Germany such assurance and “normality” of NIPT
seems less common. Thus, the meaning of not-knowing oscillates culturally
and socially, changing with the communicative and social context.

Towards the end of the “PreGGI” project, some members of the research
team felt a strong urge to write about what they had actually done. The last
chapter is therefore devoted to questions of the methodological approaches,
interdisciplinary and transnational conversations, and what it means to think
through different differences. Readers of this book may find our paths of doing
so an enrichment for their own future studies or observations.

This book about responsibility contributes to an ongoing philosophical, so-
ciological and ethical discussion about the prenatal genetic diagnostics and in-
tergenerational responsibility.
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Thus, it will enrich and inspire a range of debates in bioethics, social philos-
ophy, sociology of biomedicine, and medical anthropology. It shows that con-
cepts of ethics and epistemics are not absolute, but dynamic, socially contextu-
alised, historically inspired, and formed by technically produced paradigms of
perception. Ultimately, it may well be that it is not the application of a particu-
lar technology that reveals differences between practices, cultures or countries,
but how they are justified and what is considered good reasons for their use.
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|. Biomedical rationalisations of “life”,
reproduction and responsibility?
Historical, social and ethical perspectives






1. Biological Reproduction, Offspring,
and Radical Otherness

Burkhard Liebsch

Today we are confronted with a huge mass of literature on bioethics,
biomedicine, biopolitics, and biotechnical issues - rubrics under which
problems of human reproduction are regularly treated as the epistemological
object of the life sciences. The technical term “reproduction” refers by way of
abstraction to the complex of human sexuality and gender, fertility, pregnancy,
birth, parenting and the forms of life in which offspring are taken care of (cf.
Almond 1988; Liebsch 2001; Boelderl 2006; Schiies 2008, 2016/17; Liebsch 2016).
The life sciences are therefore at least indirectly related to human relations
between persons, their love, their successive, interconnected and divergent
filiations and histories.

In view of the fact that the human species evolved over thousands of years
from its pre-human predecessors, it is astonishing that key factors of human
reproduction such as the fertilization of sperm and egg cell were not discovered
until the late 19 century, when Oscar Hertwig demonstrated (in 1876) how it
works in sea urchins. Since then, the life sciences have had a largely uncon-
tested authority in matters of human reproduction. Today, they seem to have
the final say when it comes to the question of how exactly human reproduction
“works,” how it can fail and how it could be optimized, and so on.

This holds true in spite of the obvious fact that the life sciences often
present themselves in unfamiliar terms which, consequently, must be trans-
lated to the public, who are normally incapable of understanding sophisticated
bio-technical concepts adequately. While — for example — the abbreviation DNA
(deoxyribonucleic acid) and the term genetic code are well known, the public
associates them with more or less naive ideas about human heredity, about
genes as bio-chemical mechanisms of “encoding” or determining parental
“traits,” and about the technical devices for rearranging them in order to
enhance or prevent expected outcomes... In contrast to what most people may
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think, DNA is not “written” in a linear fashion so as to be “readable” and to
be “edited” like a book (cf. Blumenberg 1986; Kay 2005). Only in very specific
cases do genes predetermine phenotypic outcomes. Even an identical set of
genotypic material normally unfolds into quite different histories of individ-
ual human beings... In spite of obvious problems in adequately “translating”
concepts and results of the life sciences into lay understandings of human
reproduction, ordinary people are left with the task of uncovering how our
current knowledge works, fails, or misleads.

This raises the question of where philosophical reflection on human
reproduction can (and perhaps must) make a distinctive contribution (cf. Can-
guilhem 1974 [1942/1996]: 150). Must it, too, succumb to the authority of the
life sciences, acknowledge and recognize that authority without qualification
(cf. Bohme 1980; Feyerabend 1981)? Should it confine itself to problems that
arise in the application of biomedical and biotechnical knowledge to the life
world of human beings who, in their more or less naive way of “reproducing”
themselves, have at best an inadequate understanding of their fertility? Or
should it assist them in their resistance to the “colonialization” of the life-
world through the supreme power of biological and medical knowledge, that
demands that such knowledge must be properly applied and thus that our
generative relations should be rationalized in every respect — in spite of the
fact that “C’est hors des laboratoires que les vivants croient vivre d’'une vie dont
ils ne savent pas tous quau laboratoire elle a perdu sa vie avec son secret. C’est
hors des laboratoires que l'amour, la naissance et la mort continuent 2 présen-
ter aux vivants, enfants de 'ordre et du hasard, les figures immémoriales de
ces questions que la science des vivants ne pose plus désormais a la vie” (“It is
outside laboratories that the living continue to believe they live a life, not all of
them being aware that life itself has lost its life and mystery in the laboratory.
Outside the laboratory, love, birth and death continue to present to the living,
these children of order and chance, the timeless figures of these questions,
which the science of the living today no longer poses to life” (Canguilhem 1971:
25).

To be sure, the relations between knowledge and the life-world, epistemol-
ogy, and being in the world are not that simple. They do not simply pose the
question of mere application or of subjugation... This becomes obvious when
we take into account the readiness with which many people are willing to un-
derstand themselves and their offspring as biological creatures who should
abide by the laws that seem to determine the lggos of human forms of life (bioi)
everywhere. In this respect, Aldous Huxley’s dystopic vision of a despotic gov-
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ernment that controls the reproduction of its underlings misses the point, in-
sofar as people are willing to submit, paradoxically, to the “self-chosen dik-
tat” that human fertility should be the object of willed, biologically rationalized
production and reprogramming (Bernard 2014: 443).

In the following discussion, I confine myself to identifying basic ontologi-
cal assumptions that are implicitly at work in the lay understanding of human
reproduction, insofar asitorients itself to a (more or less naive) concept of what
people believe to be the “laws” of the biological realm.

The fact that we can and (ultimately) must understand ourselves as biolog-
ical beings goes without saying for almost everybody. However, biology is a ne-
ologism that did not come into use in Europe until the first decade of the 19"
century, when it was adopted by authors such as Jean B. Lamarck, Gottfried
R. Treviranus, and Friedrich Burdach (Klein 1954; Canguilhem et al. 1960; Ja-
cob 1972; Lepenies 1978). Prepared by forerunners of Charles Darwin and Al-
fred R. Wallace (Glass, Temkin and Straus 1959), a biological and evolutionary
understanding of human life in every respect rapidly began to dominate even
political and especially state-centred thought — at times with disastrous conse-
quences (Engels 1995; Claeys 2000). While it seemed to become “self-evident” that
we are biological beings, it was forgotten that this is a matter of human self-
understanding. In the preface to his Phenomenology of Perception (1945) Maurice
Merleau-Ponty drew his readers’ attention to this basic insight: We can be in-
terpreted as biological beings, but we are not “in fact” to be equated with such
creatures (Merleau-Ponty 1945: v). While several philosophers - from Wilhelm
Dilthey and Helmuth Plessner to Hans Jonas — have rightly insisted that we
need a hermeneutics of life that pays tribute to the contestable understand-
ing of human beings as biological organisms, we find that the significance of
the hermeneutic latitude indicated by this “as” is very often simply forgotten
(Jonas 1973; Plessner 1975; Rodi and Lessing 1984).

Here, I cannot try to uncover the profound reasons for this result. Instead,
I presuppose that we have to start by accepting that it is now largely uncon-
tested that we are biological beings and that our generative relations must be
conceptualized, possibly reconstructed, and even eventually refigured as bio-
logical relations in keeping with the laws of life. Seen this way, it is the result
of our cultural history that a biological self-image of human beings is prevalent
today.

This is not to say this self-image is exclusively dominant. On the contrary:
there are many signs of dissension, contradiction, and conflict. Some bemoan
that intervening in human generativity will eventually dethrone God as the
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supreme creator. Others claim that such an endeavour is “against nature”,
and anticipate the horrors of the planned, serial fabrication of human beings
(Bernard 2014: 197). Less frightened, others ask sensitively and mournfully
- as if already remembering a past that is lost forever — whether there is no
difference between the “cool” fusion of cells in a laboratory and the passionate
intercourse between human beings in their direct, personal encounters (ibid:
378, 435).

Ironically, it is precisely this seemingly “romantic” understanding of hu-
man generativity that ultimately puts it down to “dialogical” relations, nor-
mally heterosexual, between human beings, which has gained support in at
least one important respect from modern biology. In striking contrast to for-
mer conceptions of creation such as Nicolas Malebranche’s (cf. Liebsch 1997: ch.
3; Bernard 2014: 37), modern epigenetic theories from the late 18t century on-
wards (Blumenbach 1830:14; Bernard 1878: 316; Temkin 1950) have made it plain
that fertilization and the ontogenetic development that it engenders does not
simply make visible a preformed entity; rather, it must be understood as the
original production of a new living being (Needham 1934; L6w 1980: 101; Lenoir
1981, 1982; Gould 1985; Bernard 2014: 42, 50).

Each time, we are dealing with a new creation - out of biological mate-
rial, to be sure, provided by a human couple who instigate the unforeseeable
production of a new human being whose future possibility cannot be reduced
to what seemed to be possible before (Richards 1987). Thus, this human being
is “made possible” (ermdglicht) without ever being simply the result of causal
predetermination or of a plan, as the template of the future of one another.
It was primarily Henri Bergson who heralded the philosophical implications
of this specifically modern understanding of the emergence of the irreducibly
new (Bergson 1907), closely related to American pragmatism (Charles S. Peirce,
William James, James M. Baldwin, etc.) and to the genetic epistemology upon
which, in turn, Jean Piaget predicated his biological theory of knowledge (Lieb-
sch 1992), before Emmanuel Levinas referred to Henri Bergson in his concep-
tion of a “radical” future that cannot be anticipated as it irreversibly divides
parents and offspring (Levinas 1947: 63).

This connection between the notion of a “radical” future that cannot be
de-futurized is closely linked to the history of modern biology. At the same
time, it has changed our understanding of human generativity in an unfore-
seen manner which is relevant to our present situation. Taking this connection
into account warns us not to believe that the aforementioned challenges to
a comprehensive biologisation of the human self-image that has recourse to
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God, nature or the dialogical character of human relations could simply draw
on a previous non-biological model.

The same objection that advocates of the “primacy of the social” have to face
when they contest the authority of the life sciences in all respects also has to
do with human generativity. No clear-cut notion of “the social” was available
before modern biological thought launched its astounding career, reaching a
climax in the 20™ century (Rottgers 1996; Liebsch 2018: ch. 1). If the author-
ity of the life sciences regarding human generativity is nevertheless not indis-
putable, the question arises as to what alternatives could otherwise be consid-
ered.

I propose here to draw on the resources of human negativity. While the
hegemony of biological, bioethical and biotechnical thought cannot be denied,
it would be an exaggeration to claim that it dominates us with no resistance.
The triumph of the biological, bioethical and biotechnical is not yet complete.
In spite of the widespread eagerness to understand problems of life and liv-
ing, death and dying, primarily as matters of biology, in the life world it col-
lides with heterogenous understandings of what it means to live, to be alive, to
live a liveable life, and to promise others such a life. By “others” I have in mind
offspring who cannot (before their conception) be asked by their progenitors
whether or not they would accept being “thrown” into the world as it currently
presents itself.

For Immanuel Kant, and many others who follow the same lines today, this
most basic insight acts as a gatekeeper for any debate about human generativ-
ity. Every debate circling around related questions will concern future human
beings who cannot be asked for their agreement or consent as regards their
future existence under conditions that to a great extent are inevitably unfore-
seeable. According to Levinas, the “grand scandale de la condition humaine”
(“the great scandal of the human condition”) is “que nous mavons pas choisi
notre naissance” (“that we have not chosen our birth” Levinas 2009: 109, 156).
In a Kantian perspective it directly follows that every person directly or indi-
rectly responsible for the future existence of others is accountable (Habermas
2002). Paradoxically, this accountability refers to others who do not yet exist
and cannot hold anyone accountable at all. When this becomes possible, many
others who in turn would have to give account to them can no longer be called
to account for what they have done or refrained from doing...

I cannot go into the details of the complicated time-structure of human
responsibility and accountability in terms of human generativity here (cf. Abe
2017). Instead, I shall focus on several implications of the widespread biolo-
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gisation of human generativity that seem particularly to provoke objections
— thus indicating how human negativity resists the hegemony of a biological,
bioethical and biotechnical mentality — without relying on a notion of God, na-
ture or society that was allegedly previously available.

The biologisation of human generativity rests on the following basic tenets:

(1) Human beings are organisms and, thus, composed of cells, the basic units
of biology.

(2) Ommis cellula e cellula (Bernard 2014: 68). The origin of cells is the division of
pre-existing cells. In other words: Omne vivum ex vivo - at times translated
as follows: “Every living thing comes from a living thing.” The physiologist
Rudolf Virchow and his predecessors extended this to state that the only
source for a living cell was another living cell.

(3) Consequently, as regards sexual reproduction, modern biology confines it-
self once and for all to the level of organic material that is capable of fu-
sion, fertilization, division and multiplication. Thus, sexual reproduction
and descent are understood as a question of recombination of biological
“things” (ultimately, chromosomes, triplets of nitrogenous bases...) — sev-
ered from sexual relations between persons and their generative, famil-
ial and generational perspectives such as motherhood, fatherhood, child-
hood.

Consequently, the recombination, manipulation and quasi-industrial han-
dling of human reproduction has become possible. Reproduction itself seems to
be reproducible via willed, biochemical intervention by “third” subjects, who
are technically able to produce human beings in test tubes in vitro... so that
“partners” as subjects of human generativity are no longer necessary. The pro-
duction of human beings in laboratories is simply a matter of transforming
infrastructures of “something,” i.e. cells (determined by chromosomes), into
living beings.

Human life, however, can only be initiated in laboratories. Its inevitably his-
torical “development” can only take place in forms of life where it is taken care
of as thelife not of “something” but, rather, of somebody. Therefore, any previous
biological “abstraction” from the context of social forms of life where moth-
erhood, fatherhood and childhood take shape must be re-embedded in their
generative horizons.

Currently, any such attempt to re-embed a biological understanding of hu-
man reproduction faces serious difficulties since the destabilization of tradi-
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tional concepts such as begetting (Zeugung) with the necessity of heterosexual
relations, of their fertility, of their community and of the very relatedness that
was commonly held to manifest itself in familial relationships of motherhood,
fatherhood, and childhood.

This destabilization does notlend itself to the “rehabilitation” of a tradition-
ality thatwould simply reject the modern biologisation of human reproduction
altogether. On the contrary, it forces us to take human reproduction seriously
by negating what seems to be “unacceptable,” to the extent that this biologisa-
tion amounts not just to a reduction but rather to a downright reductionism of
human generativity.

It cannot be denied that it is possible to understand human beings as or-
ganisms, that is, as living “things” determined by chromosomes, self-regula-
tory homeorhetic mechanisms etc. Unacceptable reductionism, however, re-
sults from this if we forget the hermeneutic “as” that inevitably comes into play
here. Something that can be understood “as” something else, is, precisely for
this reason, not identical with this something else.

The denial of a reductionist understanding of human generativity leads us,
by way of negation, to the following propositions:

(1 Biological cell theory, prenatal testing of chromosomes and genes, and
techniques of fertilization refer directly to “living things”; indirectly, how-
ever, they refer to the future of children, that s, of others whose otherness
proves to be unforeseeable. The “authentic future” (Levinas) of others
cannot validly be subjected to defuturisation.

(2) Itis nevertheless reasonable to expect that these future children will nor-
mally be able to relate to their own life as the life of somebody (not some-
thing), and to those people who are directly or indirectly responsible for its
inception (Esposito 2017: 15) in order to “check back” about the origin and
causes of and reasons for their conception, their “being welcomed” (or ne-
glected...), their being cared for (more or less adequately...), being acknowl-
edged and accepted, etc. (or abandoned...).

(3) These and related questions pivot around the central problem that con-
fronts the unforeseeable life of an “other”: whether or not it is possible to
live a life that proves to be really “liveable”. What counts as a “liveable life”
(Butler 2009) depends on every individual’s own judgement. (Kant was al-
ready keenly aware of this. The most basic question regarding human gen-
erativity, he wrote in his Critique of Judgement (1977: 394), is whether or not
a future human being will be “content” with his or her existence - in spite
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(5)

of its very finitude and mortality, that is [we could add], in spite of being
exposed to pain, injury and vulnerability, to misfortune and violence of all
Sorts.)

Seen this way, the yardstick of any decision to “have a baby,” to “reproduce”
oneselfin one’s offspring, to augment one’s people, to strengthen its biopo-
litical potential, and therefore to intervene in someone’s biological consti-
tution, etc. is an anticipated responsibility in the retrograde perspective of
somebody who does not yet exist and who will be an “other” - in the most
radical sense philosophy has to offer, to be sure, that is, in the sense of a
radical otherness that is paradoxically “other than itself” without remaining
the same and without being sublatable in a dialectics of identity (Ricoeur
1990: ch. 10).

That every human individual is an “other” in this “strong sense” cannot,
however, be demonstrated or proven. We can only festify fo this (cf. Ricoeur
1994 [1972]; Liebsch 2012) — and how the promise to vouch for the radical al-
terity of the other in practical life is kept or betrayed - thus objecting to any
“appropriation” of human life through the seemingly sovereign power of
progenitors, peoples or the state that wants to capitalize on its biopolitical
resources.'

Cf. Birenbaum-Carmeli (2010). The author draws attention to “the outstanding impor-
tance that the state [of Israel] attributes to genetic reproduction. Additionally, the ad-
mission of practically every woman, without any screening, to funded care conveys
the state’s view that any genetic family formation is solid and competent enough to
comprise a favourable living environment for the baby that it helps to create. This in-
clusive policy has often been attributed by researchers to the Biblical commandment
‘Be fruitful and multiply’ and to the impact of the Holocaust trauma and the state’s
demographicinterest in Jewish growth. However, these motivations to expand the lo-
cal Jewish population could in principle be fulfilled by social kinning as well. After
all, adopted children, including ones adopted abroad, are converted into Judaism and
count as full Jewish Israeli citizens. This line of argumentation thus provides no expla-
nation for the state preference for genetic relatedness” (2010: 81). Birenbaum-Carmeli
then offers an explanation for this discrepancy in political terms: “[The] blood-based
definition mythically connects contemporary Jewish Israelis to Biblical times. As such it
can be tacitly embedded into political territorial claims to eretz avotenu, the ‘land of our
forefathers. Now, if the pursuit of genetic kinship is an element in substantiating the
state’s geopolitical claims, then the import of genetic kinship transcends the domain
of family relations, to the survival of the historical/mythical collectivity as a political
vehicle. Possibly, it is an interest in this ‘resource, the genetic ‘essence’ of the Jewish
collectivity, that may account for the sharp dichotomy between full state support to
technologies that aim to accomplish genetic kinship and complete denial of state sup-
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(6) That we feel obliged to testify to the radical otherness of any other must
be understood as a lesson to be learned from the biopolitical power that
reached its zenith in Nazi ideology (cf. Liebsch 2019). The negativity of this
historical experience motivates our objections to any reductionist treat-
ment of human life as a matter of technical reproduction. It might be help-
ful for limited purposes to understand human life as reproducible. In doing
so, however, we run the risk of “forgetting” that this may amount to a fatal
reductionism that would ultimately eliminate any radical alterity (Esposito
2017: 58) between generations, generative subjects and offspring.

In a thesis like this, the assertion that “we” feel obliged to testify to the radical
alterity of the other may appear highly contestable. Therefore, in the final sec-
tion of my outline of relations between biological reproduction, oftspring, and
radical otherness I wish to briefly draw attention to a couple of questions that
such a claim raises.

Who is this “we”? To whom does it refer? Only to those of us who keep in
mind the history of Nazi biopolitics in a way that arouses such a feeling of obli-
gation? Or does an obligation to testify to the radical alterity of the other exist
irrespective of our remembrance and our feelings? Is it plausible to maintain
that decades of intense historiographic documentation of this type of biopol-
itics have led to the conclusion that the radical alterity of the other “in fact”
evades any access and denies any appropriation? If this were the case, any de-
mand to respect the alterity of the other would seem superfluous. To insist on
such a demand would - in contrast — imply that the otherness of the other can-
not itself effectively resist any form of violence (cf. Liebsch 2017).

These questions refer to a crossover of history and social philosophy — im-
plying either that historical experience teaches us which consequences should
be drawn in terms of a theory of alterity, or that we have to gather from a so-
cial philosophy of alterity how the documented historical experience should be
interpreted. However, it is quite clear that there is no well-established area of
cooperation between social philosophy and history. The two disciplines follow

port from those routes that breach the genetic paradigm and aim for social kinship”
(ibid: 82). — Yael Hashiloni-Dolev offers a historical explanation for the stark interest
in strengthening the “essence” of the Israeli people: “[Clenturies of living in hostile so-
cieties led to a strengthening of family ties and obligations,” and “fears of extinction
translate[d] into pro-natalism” that seeks to secure the “essence” by way of biological
multiplication (2018: 123).
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largely different tracks — even though, to look only at the philosophical side,
the work of many authors — from Hannah Arendt, Giinther Anders, Emmanuel
Levinas, Maurice Blanchot, Hans Jonas, and Sarah Kofman to Zygmunt Bau-
man and Edith Wyschogrod (to mention only a few) — appears to be imbued
with the dark negativity of a historical disaster from which human reason has
not yet recovered and from which it may well never recover completely. In this
way Levinas seemed to read Blanchot's Lécriture du désastre as a form of writ-
ing at the crossroads of philosophy and history that remains forever wounded
by the very darkness to which it testifies (Blanchot 1980; Levinas 1993; Liebsch
2020).

In his reference to human testimony that is devoted to the infinity of the
other and thus opposes the enduring reign of this darkness, Levinas refrained
from theological argumentation. Although he never made a secret of his “Jew-
ishinspiration,” he avoided any appeal to the alleged evidence of a religious rev-
elation. “The religious,” he claimed instead, must forever “remain suspicious”
(Levinas 1937: 194). Whether or not he was consistent in this respect or simply
took a random “theological turn” in his social philosophy is another question
(Janicaud 2009, 2014). The central impulse of his thought was motivated by the
attempt to uncover a binding-back or reconnecting (religio) to the appeal of the
other as a radical (though not absolute) “other”, who establishes our responsi-
bility in such a way as to resist a biopolitics that ultimately denies any uncon-
ditional ethical relation to others at all. Initially, most of the victims could not
believe that a genocidal form of biopolitics was even possible, and would in-
deed happen to them. But what does the undeniable possibility and historical
reality of this form of excessive violence really prove? In Levinas’ perspective it
did not make it plain that the victims were “successfully” reduced to an “ethical
nothing,” to say the least. The mass murder was “ethically impossible,” Levinas
claimed, insofar as it had to try to breach a demand that strictly prohibited
murder. The Nazi genocide was doomed to failure insofar as it was impossi-
ble to eliminate the injunction not to treat others that way. This injunction be-
comes obvious, Levinas tried to make his readers believe, vis-a-vis the other, any
other, in view of his/her very otherness even when he/she is no longer able to
speak.

As far as I can see, Levinas made no attempt to relate the ethical conse-
quences he expected of any philosophy that deserves this name “after the geno-
cide” (Levinas 1980) to problems of reproductive medicine and bioethics. This
will disappoint readers who expect instructions from his work on what to do
in relation to others yet to come into the world, who may well have to face all
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sorts of violence. Levinas’ first seminal work, Totalité et infini (1961), ascribes to
the alterity of the other an exteriority that withdraws it from any conceptual
and practical comprehension and appropriation, so that it also evades any war-
like or genocidal violence (Levinas 1990 [1961]: 5). He then links this exteriority
with the generative conception of filiations from which others emerge, who
in turn will be handed over to surviving other others who cannot sublate the
past of their predecessors in their own present. In this perspective on human
alterity and generativity (which at first sight seems to have nothing to do with
violence in general, or with genocide and war specifically), Levinas at least sug-
gests normative conclusions such as the following: We should respect the radical
alterity of the child even when it is not yet born; we should never reduce it to any
identity (mémeté or ipséité); and we should release it again to its very otherness if it
temporarily runs the risk of falling prey to questionable genealogical, ethnic,
historical or other identifications.

This way, Levinas appeals to the generative self-image of parents and any
other persons who adopt or otherwise take care of children. But he refrains
from any direct normative injunction to do this or that in the practice of
responsibility. Nothing of this sort follows definitively from Levinas’ social
philosophy of alterity. He insists only on what he takes to be the most radical
ethical “fact”: that the alterity of the other is never at anyone’s disposal. This
holds true, he claims, in the darkness of the most extreme, excessive and rad-
ical forms of violence and in human generativity as well. Even when parents,
educationalists of all sorts, and biopoliticians take this into account, they
must, however, acknowledge their responsibility for embryos, children and
any offspring in terms of their own identity. It is up to them to decide how it
might be possible (ifat all) to do justice to the radical otherness of descendants
— and especially how they might protect it from “identitarian” identifications
in contexts of social, cultural and political forms of life that raise complex
questions of distribution, of equality, of neighbourhood, juridical integration
etc.

Itwill never be enough to refer to the alterity of the other in order to find out
what to do in given circumstances — as suggested by Hans Jonas, who main-
tains with respect to parental responsibility: “Look and you know [what you
have to do]” (1982: 235). These rather cryptic words do not imply: “you know
without any further consideration what you have to do in a given situation if
youonly notice whatis already obvious” — namely: the other as radically “other”.
Not even vis-d-vis a single child is it immediately evident by way of careful “look-
ing” what we have to do in order to do justice to this child (cf. Schifer 2007).
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Rather, Jonas calls to mind what is at stake fuce a lautre: namely, one’s own re-
sponsibility as such in view of this other and his/her very singularity (Diesheit)
which was completely unforeseeable beforehand. One’s responsibility refers to
precisely this being in its “wholly contingent uniqueness” — which has in this
case nothing to do with a normative claim that this single human being deserves
to be treated responsibly, and nothing to do with a previously existing contract
from which corresponding obligations would follow, Jonas adds.”

The “knowledge” to which Jonas refers does not arise from a normative
and comparative judgment about what one has to do in a given situation, but
emerges from the pathos (Widerfahrnis) of the ethical appeal of the child, which
cannot be severed from its very bodily existence. It suffices that it is simply
there in order to “give” us our responsibility; and this is a responsibility that
we can deny or otherwise contest only afterwards. Jonas refers to this basic
ethical “fact” as the “archetype of all responsibility,” (1982: 98) which he deems
to be realized par excellence in human parenthood. At the same time he knows
very well how questionable such an appeal to alleged “evidence” must appear
in many readers’ eyes. It seems that instead of evidence in the strict sense he
can offer only hypothetical considerations that suggest crosschecks such as:
Where would it lead if we were to presuppose that in ethical terms literally
nothing follows from the sheer presence of an other — especially nothing that
would imply our responsibility to or for the other as such? Neither Jonas nor
Levinas convincingly refers to uncontested and uncontestable evidence in this
respect. They offer quite different concepts, such as unicité, singularity, and
uniqueness in order to grasp the practical significance of the otherness of the
other. Uniqueness is probably the most commonly known of them, whereas
unicité and singularity raise complex problems of interpretation that cannot
easily be pinned down in normal language (cf. Waldenfels 1995: 303).

From a biological point of view, human uniqueness can be explained
through reduction to singular combinations of genes. The number of possible
gene combinations far exceeds the number of real existing human beings in
the world, says the biologist Peter Medawar (1969: 162). In this perspective,

2 “Dieses [...] in seiner absolut kontingenten Einzigkeit ist es, dem jetzt die Verantwor-
tung gilt—der einzige Fall, wo die ‘Sache’ nichts mit einer Beurteilung der Wiirdigkeit
zutun hat, nichts miteinem Vergleich, und nichts miteinem Vertrag” (‘this in its wholly
contingent uniqueness is that to which responsibility is now committed — the only case
where the ‘cause’ one serves has nothing to do with appraisal of worthiness, nothing
with comparison, and nothing with a contract” Jonas 1982: 241).
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however, human uniqueness seems to be only a matter of biological diversity
that fulfils the evolutionary function of preventing every species from running
into a biological impasse (ibid: 194).

In contrast to this biological perspective taken by a theoretical observer
outside evolution, philosophers such as Levinas and Jonas ground their no-
tions of uniqueness, unicité and individuality on the relation to the other as such.
We are not related to this other as a contingent objective occurrence in a neutral
world of things and its earthly future, but rather by way of our being affected by
his/her claim calling for our “dialogical” response. The idea that such an appeal
to our response emerges from the very otherness of the other even when he/she
cannot say a word (like the newborn infant [infans]), and even when he/she is
not yet present in the world as a distinct being, makes no sense from a biolog-
ical point of view. But this does not mean that uniqueness and radical other-
ness cannot be related. It only means that “biology” cannot do justice to this
relationship.

Biology has no monopoly on the conceptualization of life as life. In fact,
biology is the result of a biologisation of a previous non-biological understanding of
life that rests on social interrelations of human beings who are - now more
than ever - confronted with problems of the interpretation of (human) life as
(human) life. In what sense does it deserve the attribute that it is human life? In
what senseisaliving being “alive”? How do living beings, from the very moment
of becoming conscious of their life, relate to their life as such? How can they deem
their own life to be truly liveable? These questions obviously transcend any bio-
logical concept of life — which we must regard as a reduction of previous, richer
conceptions. Such a reduction may appear to be legitimate for scientific pur-
poses — at least as long as the reduction is recognized as such. But if we forget
that it is a reduction, the consequence will necessarily be a colonialization of
the life world where we first experience our being related to others as such. And
this consequence may finally amount to a far-reaching forgetting of the differences
between biological and social life — so that ultimately the reduction is longer recog-
nized at all. This may well be a dystopia. But what makes us sure that it does not
loom ahead of us? Does the social philosophy of radical alterity promise suffi-
cient resistance to the triumph of a biologistic culture that blurs the border be-
tween legitimate reductions and violent reductionisms of the meaning of life?
Serious doubts in this respect cannot be denied. On the one hand, as indicated
above, this social philosophy insists on a meaning of uniqueness that cannot
be reduced to biological diversity. But on the other hand, insofar as it fails to
draw normative consequences from this insight, it runs the risk of playing into
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the hands of biopolitical positions that claim to demonstrate how one can deal
with the genetic potential of every individual in order to secure the future of a
family, a people or a nation — without any “residue” that deserves to be taken
seriously. Is radical otherness ultimately to be regarded as such a “residue” -
void of any concrete social and political significance that would make calls on
our responsibility?

During the Third Reich the worst extremes of reductionist biopolitics be-
came obvious. It was claimed that complete belonging to one’s people (without

”3 — in other words, there is no radical

“residue”) is the only thing that “counts
otherness to be taken seriously at all. From this historical experience we can
draw the conclusion that the only form of biopolitics that can enjoy legitimacy
is one that does not assume complete power over individuated human life. Life
in this sense, however, cannot evade subjugation under totalitarian biopolitics
simply by virtue of its uniqueness, or unicité, as Levinas would have it. To this
day, itis open to question how the withdrawal of the other into radical otherness
can be connected with a relation of others to forms of medically, ethically and
politically motivated care. We move back and forth between withdrawal of and
relation to the other as such — and no dialectical sublation of this tension has yet
appeared. Not only can a “bad ambiguity” (in Merleau-Ponty’s sense) be seen
in this movement, but it can also enhance our consciousness of two forms of
violence that linger before us: on the one hand, the biopolitical subjugation of
everybody, irrespective of radical otherness, and on the other hand, the abso-
lute retreat of the other into the darkness of a strangeness which ultimately
fails to give us the least hint about how to do justice to others as such. In both
respects we fail to come to terms with a world that calls for caring for others as
such in complex contexts of forms of life.
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Commentary - The Ethics of Never Again

Natan Sznaider

After reading Burkhard Liebsch's paper about Biological reproduction, offspring,
and radical otherness, the first question that came to mind was whether we as
sociologists have anything to say when it comes to ethics in our times. Is it bet-
ter to leave ethics to the philosophers, and care intellectually only about what
is and is not rather than what should or could be? In the following remarks, I
try to suggest sociological ethics, in connection with the idea of this book and
Christina Schiies’s invitation to contextualise the different perspectives of Is-
rael and Germany. I will attempt to do this and at the same time do justice as
far asI can to Burkhard Liebsch's reflections. If sociology is indeed about what
is or even what was, how do we at the same time connect to an openness that
reaches towards something new, undetermined by the past and unpredicted by
the present? This is especially true in a country and within societies that are so
shaped by the past. What is the relationship between our being “biological be-
ings” and simultaneously historical ones? This also applies to people whose def-
inition as biological people had disastrous consequences, as discussed clearly
in Burkhard’s paper. Let us stop for a moment at the point of the “radical fu-
ture”, in relation to Emmanuel Levinas. Levinas has always fascinated me, and
I can relate to the idea of “radical future” as absolute surprise, defining our re-
sponsibility to people who are not yet born. It connects in some ways with my
own work on Hannah Arendt. At the end of her report of the Eichmann trial,
she stated: “Every generation, by virtue of being born into a historical contin-
uum, is burdened by the sins of the fathers as it is blessed by the deeds of the
ancestors” (Arendt 1963: 298).

This brings us to the future. As Arendt has shown, the German and French
words for “future” (avenir and Zukunft) mean something quite distinct from the

1 The translator Richard A. Cohen summarised Levinas’ approach concerning “Time and
the Other” (1987 : 11) under the heading of the “radical future”.



48

Biomedical rationalisations of “life", reproduction and responsibility?

English word “future”. They mean something coming toward you rather than
lying ahead of you like some kind of progress. The future does not emerge out
of the past, nor is determined by it, and there is a radical freedom involved in
constructing it. We know that the future is unforeseeable. It will have differ-
ent categories of reality accompanied by different categories of thought. We
will not be able to understand how it works until we or even our children get
there. It will emerge out of the present like a gestalt that is more than the sum
of its parts. But until it does — and it never does for us — we are always facing a
future that is beyond us. Living in the transition between the present and the
future, we have to continuously keep guessing what will best capture the fu-
ture that might possibly be. These are precisely the visions of horror and hope
articulated by Franz Kafka, who once claimed that there is “infinite amount
of hope in the universe ... but not for us”.* And it is no coincidence that these
very words are quoted by Walter Benjamin in his essay honouring Kafka. Hope
is precisely what you need when you do not know what the future will bring,
and a world order collapses. Thus, we need a new starting-point, one that con-
tinues the present but that also recreates it and understands its newness by
maintaining a dialogue between present and past.

This is where I believe a sociological ethics comes in. Hannah Arendt (1958)
called this “natality”. I see this as similar to Levinas’ radical future, as men-
tioned in Liebsch’s paper. In The Human Condition, Arendt defines “natality” as
the condition of having been born. She asserts that our natality is the “source”
or “root” of our “capacity to begin’, by which she means the capacity to break
with the status quo and initiate something new. Only human beings possess
this capacity, she says. Arendt is therefore claiming that our capacity to begin
springs from our condition of having been born.

I have been busy in my work to translate this into a sociological ethics, and
I hope it will make sense to you. We do have a powerful formula that provides
us with moral certainty within a temporally organised world. I call this for-
mula very simply Never Again. Never Again can mean many things to many dif-
ferent actors. As an apparent neologism, it has been surprisingly under-con-
ceptualised. Are we talking politics? If so, what kind of normative implications
does a politics of Never Again have? Are we talking aesthetics that imply a kind

2 Max Brod (1921,1213) was a friend and a biographer of Franz Kafka. In1921, he published
a piece titled “Der Dichter Franz Kafka” (“The Poet Franz Kafka”) in the literary journal
“Die Neue Rundschau”. Brod repeats this sentence “Oh, Hoffnung genug, unendlich viel
Hoffnung — nur nicht fir uns.” from a conversation he held with his friend in 1920.
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of Never Again sentiment - a feeling without great political consequence? We
need to explore the question of a globally relevant ethics in a world full of risks
and uncertainties.

While in philosophy, morality often needs to be universal to be considered
valid, in sociology other rules apply. Sociology is about social groups, partic-
ular experiences, and about how people, embedded in space and time, make
sense of their lives and give meaning to their world. It deals with power, in-
terests, and the social bases of our experiences. Morality, on the other hand, is
about human beings in general, irrespective of temporal or spatial references,
not about territorially confined groups and their frontiers. Moral rules are sup-
posed to be inviolable and to apply to humanity as a whole. Morality is about
dignity and the abstract human being, and does not need any kind of socio-
logical garb. We need to inquire into the interface between particular actions
and universal explanations of those actions by looking at a complex picture
that combines cultural meanings and social structures of the sociological phe-
nomenon. A first suggestion could be a moral perspective based on the actors’
historical experiences and horizons. I would like to call it an “Ethics of Never
Again.”

The logic of Never Again tells those who use it that an event is already over;
that the past, the catastrophe, has already passed. By embracing the Never
Again paradigm, social actors construct a new temporal framework that repre-
sents the past and the present as radically different and antagonistic. However,
while the catastrophe is placed behind us, it is situated in the future as well as
a ghastly possibility. The future does not emerge out of the past, nor is it deter-
mined by it, but there is rather a radical freedom involved in constructing it.
This is not the usual social-scientific lamentation, but a renewed effort to write
the Book of Lamentations, wherein the destruction of the Temple in Jerusalem is
lamented, but where hope is always on the horizon:

How lonely sits the city

that once was full of people!

How like a widow she has become,

she that was great among the nations!

She that was a princess among the provinces
has become a vassal!

(Lamentations 1:1, NRSV)

We are back in place and time and historical memory, which is situated, con-
structed, constantly evolving and reframing and reinterpreting events of the
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past. It is a book about memory, but memory as an anxious ethics of antici-
pation. Those Judeans who remained after the destruction of Jerusalem com-
posed the book around 2500 years ago. Worshippers are still reading it every
year, on the day that commemorates the destruction of the temple and the city
by the Babylonians. It is both a book about violence and grief in general, and a
book about the violence and grief done to us at a certain point in time. You may
recall Rembrandt’s depiction from 1630 of Jeremiah lamenting the destruction
of Jerusalem, which hangs in the Rijksmuseum in Amsterdam. As a sociologist,
I am interested, for instance, in understanding how people choose between a
universal standpoint or a communitarian identity with their own group, and
how they negotiate between the two. On the one hand, we can judge political
ideas and practices according to a universal standard of reason; on the other,
we are bound to lived experience and its intricacies. The politics of memory
is no exception to this. Thus, the ethics of Never Again is a theory of morality
based on particularity and on identity. And thus, we can read Lamentations as a
general story or an historical one; we are back to square one of my comment. I
certainly do not want to dismiss the roots of responsibilities in identity as par-
ticular ideologies, but to understand them as the basis of a sincere attempt to
think morally. There is a communitarian argument at work here as well. This is
a point not only about personal identity but also about who you are as a mem-
ber of a community. However, membership of a community is the beginning,
not the end. Thus, we will argue that a value-free description of the political
world is not wrong, but is useless because the Ought is immanent in the Is. The
notion that the basis of morality lies in identity, and that the basis of personal
identity lies in collective identity — or in overlapping collective identities — is
one possible answer to the question of how to maintain a tension between the
universal and the particular. l am not arguing that all morality is based on iden-
tity but that some of it is, and that it is an essential part, because it is the part
that makes us who we are. This part gives people moral motivation because it is
the basis of their passions and themselves. Thus, we speak with different voices
depending on the circumstances. Moral knowledge is knowledge in flux. His-
torical experience does separate us from others, but the question is how to deal
with this separation. Public memory — even when institutionalised by educa-
tion and regulated by law - is embedded in an affective matrix of “anxiety”,
which at one and the same time is capable of creating the conciliatory con-
ditions of political virtue — Never Again — and of fuelling the terror of politi-
cal passion — Again and Again. Never Again is not, however, merely a mental
attitude. It starts with the body and its vulnerability — its mortality. Thus, it
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seems that we are back to “biological beings”, but this is certainly not enough.
It also demands that people recognise this vulnerability and feel the need to
act upon it. Vulnerability becomes one of the new global conditions, which is
constantly mediated by direct access to the sight of suffering across the world.
People become witnesses to the violation of others. They need to react in some
way or other, considering that not doing anything is one of the possible reac-
tions. Thus, the questions are: How and why do people react and how do they
feel and think about the past in this connection? How do specific past catastro-
phes — whether of local or global significance — condition our understanding
and reactions towards current forms of violence and human rights violations?

Universalist understandings of an Ethics of Never Again may conflict with
particular interpretations. The array of meanings and lessons of Never Again
can be not only diverse but also incompatible: for instance, present-day Ger-
many'’s Never Again, which tries to be universal (‘Never again war”), stands in
contrast to Israel’s Never Again, which tries very much to be particular (“Never
again Us as victims!”). Here, the concept of “Negative Symbiosis” is very perti-
nent for this analysis. The Holocaust has bound “Germans” and “Jews” forever
to the past, opening an insurmountable gap that conditions their mutual rela-
tionship, as well as the passing on of the group identity of victims — and in the
German case also of perpetrators stuck in a permanent position of culpability
— to succeeding generations.

Moreover, this also means different founding moments when we look at
Germany and Israel. Here is a quote from the late Tony Judt that I would like
you to consider for a moment:

The problem with Israel [. . .] is not — as is sometimes suggested — that
it is a European “enclave” in the Arab world; but rather that it arrived too
late. It has imported a characteristically late-nineteenth-century separatist
project into a world that has moved on, a world of individual rights, open
frontiers, and international law. The very idea of a “Jewish state” — a state
in which Jews and the Jewish religion have exclusive privileges from which
non-Jewish citizens are forever excluded — is rooted in another time and
place. Israel, in short, is an anachronism (Judt, 2003: n.p.).

Thus, more 16 years ago, Tony Judt declared Israel to be an anachronism, an en-
tity refusing to move on to the next stage, to a kind of imagined transnational
modernity. An anachronism means that there is a chronological inconsistency
in which Israel is caught up, of its own volition. Israel is the past, while Europe
is the future. Clearly, Judt’s comment was also the cri de coeur of a disappointed
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Leftist Zionist, but is it true at all? Like many proponents of a new transnational
perspective, he like many others who look at Israel conceive of modernity as
falling roughly into two phases. First is a nation-centred stage that began with
the French revolution. Second is a cosmopolitan stage, the arcs of which be-
gin at many different times after the Second World War. In this view, these
various trends have recently begun to converge into visibly different paths of
economic and cultural development, where the nation state is beginning to re-
cede behind the increasingly transnational reality of our social, economic and
cultural life. Now, in Israel this is not the case at all, but can you place this de-
velopment on a past-present-future axis? I think we need to take into account
the concept of “Non-Contemporaneity of the Contemporaneous” (better said in
German as Ungleichzeitigkeit der Gleichzeitigkeit). I suggest a very banal sociolog-
ical point here, namely that at every moment in time, various historical epochs
and styles exist simultaneously and next to each other. They are not distinct
and closed historical units. Looking at Israel and Germany, I would like to ar-
gue against a notion of historical time according to which one epoch replaces
another, following the logic of evolution or progress. The radical break between
tradition and modernity does not allow us to grasp today’s realities in Israel.
These worlds do exist here in Israel simultaneously and nothing seems simpler
than to call Israel’s pre-modern formations the traditional remnants of a world
now past. Rather, what you have here are radically different descriptions of the
same reality. Moreover, if we define modernity as the capacity to contain dif-
ferent descriptions of the same reality at the same time, we can easily define
Israel as a hyper-modern society. The liberal credo of the “autonomous individ-
ual”is therefore just one of the many descriptions we have available to describe
our humanness in this society.

Thus, imagine for a moment what would happen if Israel applied for
membership of the European Union. What would be the response? Its appli-
cation would either be deferred or flatly rejected. Why? Is Israel not European
enough? Does it belong to Europe even though it is geographically located in
Asia? Although it was founded in Europe, Israel is out of Europe but not in
Europe. It lies in Asia and, like Turkey, connects Asia to Europe. Those who
share the European continent, but do not share its Christian heritage, are seen
as Europe’s Other. Israel is certainly not a Christian country. One can almost
claim that it is the opposite, with its particularistic and ethnic self-definition
as a Jewish state. Israel arose out of the Ottoman Empire and constantly has
to balance processes of Europeanisation, Americanisation, the expectations
of international institutions, and the pressure of local groups and traditions.
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Israel defines itself ethnically and its criteria of citizenship are exclusive.
Wouldn't the term “European” imply, at least politically, a demand to change
the basis of the Israeli national definition and found it on the conventional
territorial principle — equality before the law of all citizens living within Israeli
territory, irrespective of ethnic origins, race, community, religion or sex?
Shouldr’t Israel first “Europeanise” and stop opposing those who think that
nations are either “imagined” or “invented” and as a consequence, live with
the illusion that nationalism will disappear when it is shown and “proven” that
the nation is a creation of the mind? Questions asked, demands made, from
outside Israel but also from within, especially from the social and cultural
circles we all move in.

However, the continuation of the Israeli-Arab conflict and the persistence
of antisemitism will resist these kinds of tendencies. Israel attempts to be
universally democratic and particularly Jewish at the same time, and thus
reaches its limits of universality. Israel suggests a different reading of Eu-
ropean history, undermining the project of reconciliation between former
enemies enabled by the breakdown of the socialist regimes. Israel’s alterna-
tive reading of European history keeps alive the memory of destruction for
which Nazi Germany and its allies were responsible. Its existence presents a
challenge to the European, especially Western European, countries, who see
transnationalism as almost self-evident. Clearly, there are challenges to this
ethics of Never Again and these are challenges facing society as well as the
science of society: sociology.

Sociology is a child of that national gaze, and more than that, it provides
the tools for understanding and legitimising the nation. Following the histor-
ical route of the universalist philosophical tradition from Hellenism via Chris-
tianity to the modern Western world makes the idea of universalism open to
criticism from outside the Western traditions. People are doing it all the time.
Nothing new here. However, we can do better, I believe. In the sociological
ethics of Never Again, the universal means what it does because the particulars
are its background, and are where the particulars mean what they do because
the universal is their background. So that when one changes, the other changes
- but neither disappears.

So, where does that leave us, looking at the notion of a radical future? Is-
rael’s legitimacy to exists as an ethnic nation state for the Jews rests partly on
the Holocaust and, therefore, on the memory of that tragedy. Understood in
this sense, the memory of the Holocaust is not just a monument to Europe’s
sense of the tragic. It is a memorial specifically to the European barbarism that
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was made possible by the marriage of modernity and the nation state. Europe
and within it Germany took a different path. Europe’s collective memory of the
Holocaust recalls the basis of the EU. It is a warning sign that when modernity
develops exclusively in the grooves of the nation state, it builds the potential
for a moral, political, economic and technological catastrophe, without limit,
without mercy, and even without any consideration for its own survival. That
is how the memory of the Holocaust was understood in Europe’s own self-im-
age. But it also laid the foundations for Israel’'s existence as a particular eth-
nic nation state where the Jews can feel protected after the Holocaust. An alto-
gether European project. It is what enables Europe to find its continuity at the
very point at which it breaks from the past. It allows it to establish future-ori-
ented forms of memory, against national founding myths and myths of warfare
and with a cosmopolitan self-critique. However, this is not how the memory of
the Holocaust is perceived in Israel. Just the opposite. For Jews, the Holocaust
took place because the Jews did not exercise political sovereignty. Protecting
the Jews at all costs became one of the pillars of Israel’s identity. Thus, Israel
was founded at the very same moment when the new Europe arose out of the
ruins of the Second World War. Both entities were formed on the same back-
ground, but former perpetrators and former victims drew very different con-
clusions from the memory of the Holocaust. To sum up: we should talk about a
radical future, about an absolute surprise; otherwise, we could not sit here and
talk. Nevertheless, we need to keep in mind the radical past as well, and there
are less surprises there.
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2. Origins and Practices of Genetic Risk
and Responsibility
s it Irresponsible Not to Test?

Christina Schiies

The beginning oflife as a human being has historically been discussed and han-
dled in very diverse ways. It was seldom an arbitrary thing to decide whom
to admit and welcome as a fellow human being into a community, a collec-
tive or a society. One traditional way to become part of the community as a
fellow human is through procreation and birth. Procreation has always fasci-
nated people. There is also a fascination in using techniques and practices to
improve one’s own species, to guide society, i.e. to pursue population policy,
to eliminate or even improve the “bad genetic material” for future generations
— all these developments in biology, medicine and genetics clearly reveal an
inherent entanglement of knowledge and values, of science and politics. The
“sciences” aimed to improve heredity — race theory, eugenics and racial hy-
giene were particularly promoted in the 19th and 20th centuries. At its peak,
this fascination turned into a cruel selection regime during the Nazi era. Af-
ter the Second World War genocide of Jews and other ethnic groups, people
with disabilities and political prisoners, the discourses in Israel and Germany
about prenatal genetic testing and its associated responsibilities were still in-
fluenced by this historical event. In the first two decades of the 21st century,
state-promoted eugenics as pursued under the Nazi regime, or other forms
of systematically excising “unworthy life”, has no official approval from health
ministries, human rights advocates, politicians or ethicists.

Today, a strong concept of responsibility pushes the quest for individual
and autonomous choice to the centre of the praxis of pregnancy. Under the
(Petersen 1998: 64), the
pregnant woman bears the responsibility for her pregnancy and her child; de-

)

“rhetoric of the ‘right to know’ and ‘informed choice

pending on the context, she alone is considered to have this responsibility, per-
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haps with her partner, with the aid of the medical staff, or in some Jewish reli-
gious contexts with support from a rabbi (Ivry/Teman 2019; see chapter 7 of this
book). With the emergence of reproductive technologies and genetic testing,
the concept of genetic risks became established, and a general responsibility of
care during pregnancy essentially became genetic responsibility. This chapter
therefore focuses on both terms, genetic risk and genetic responsibility, look-
ing at their relationship and the different ways they have been conceptualised
in the last two decades of prenatal care for mother and child.

The question is not how a pregnant woman might share or assume respon-
sibility; I want instead to understand the motives and the object of being re-
sponsible and how these correlate with the perception of genetic risk. What is
the aim of being responsibility in “responsible motherhood” or “irresponsible
motherhood” (Ivry/Teman 2019: 861)? The general message seems to be find-
ing what is best for the children (Ruckdeschel 2015). Is the main objective, for
instance, the well-being of the child or the family, their health, avoiding unwor-
thy life, or producing healthy offspring? In any case, it seems that the burden
of responsibility can be heavy, and sometimes involve a decision about life and
death; it certainly involves a decision about how much and what should be ge-
netically tested and known about the foetus.

The increasing availability of genetic tests and the capacity to decide about
the child’s life in light of genetic findings corresponds with the genetic respon-
sibility to test, to know and to act accordingly. Women who do not want to know
about the genetic make-up of their offspring may face accusations of irrespon-
sibility, as we found, for instance, in interviews conducted in Israel (cf. chapter
7 of this book). Reproaching a mother for irresponsibility about the future child
is a strong attack on her moral integrity and affects her close family and social
relationships. German interviewees mostly emphasised that genetic testing is
a decision for the individual or couple. Even though the debate about NIPT is
much more publicly driven in Germany, interviewees explicitly refrained from
judging other decisions or opinions within the field of genetic testing. Yet it
does not follow that parents who have a child with a disability always receive
understanding and sufficient support.

The historical background of Nazi cruelty and atrocities still forms an un-
derlying reference in both countries: the discourse in Germany cannot refrain
from a restrictive approach towards genetic testing and research; the influence
of guilt alternates between collective trauma that is perpetuated through gen-
erations (Bar-On 1989) and a “historic responsibility” (Zimmermann 2016) that
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is also propagated by the state.” This leads to a balanced objection against pre-
natal practices that are implemented as a standardised routine that “selects”
life. If prenatal genetic testing is not done on an individual and deliberate case-
by-case basis, then at least in the German context, it may give the impression
of a eugenic strategy (cf. Rubeis 2018; Braun 2021; Foth 2021).

Israel’s culture still includes the memory of the Shoah in its discourse. As
a consequence of this victimisation, it emphasises the survival of the Jewish
people. This emphasis is supported by, as stressed by Weiss (2004), Jewish cul-
ture and the Zionist movement, both of which have an historical objective of
producing strong and healthy Jewish bodies. Distinct from Protestant or Ro-
man Catholic ethics, which emphasise the dignity of the foetus, Jewish religion
does not have a concept of personhood or dignity of the foetus and is open to its
physical improvement; hence, Israel’s permissive genetic testing is supported
by these historical, religious and cultural motives. Reproductive institutions —
whether offering genetic testing, IVF or other reproductive technologies — pro-
vide the means for exercising one’s responsibility towards the collective body of
Israeli society (Prainsack 2006: 242). Germany hesitates to be permissive about
prenatal genetic testing, and if anything, the discourse emphasises individual
reproductive self-determination, with the focus especially on “the balance be-
(Perrot/Horn 2021), and not on the
Volkskorper (“body of the people”) or the improvement of a race; these concep-

»

tween the ‘right to know’ and ‘not to know

tualisations are not part of the discourse either semantically or structurally.
The complexity of the situation and questions at stake make it easy to cat-
egorise an action as irresponsible. For example, in Germany, aborting a foetus
diagnosed with trisomy 21 for embryopathic reasons is sometimes condemned
for “selecting life”; likewise, the parents of a child with Down syndrome may
receive critical looks or comments that a child like that is not “necessary any
more”. On the other hand, several campaigns that fight for the rights of people
with Down syndrome use the slogan “Don't screen us out!”* Consequently,
in Germany, several religious and non-religious organisations and groups,
such as the Bundesvereinigung Lebenshilfe (2015), that formulate a rather critical
stance towards NIPT, arguing that these genetic tests discriminate against

1 https://www.germany.info/us-en/welcome/03-Jewish-Life-Germany, accessed 02
June 2022.
2 For instance, the British campaign “Against making chromosomes count” (https://ma

kingchromosomescount.co.uk/dont-screen-us-out-2/ or https://dontscreenusout.org/
or rambazamba-theater.de), accessed 26 July 2022.
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people with disabilities and the parents who have not prevented the birth of
such children (Schidel 2020). At the same time, parents of a child with dis-
abilities face discrimination, and pregnant women who learn that their foetus
has a trisomy will include fear of such discrimination in their deliberations
about genetic testing and abortion. At least in Germany, critical positions can
be found for both the decision to genetically test or not to test, and parents
are stuck between a duty towards health (meaning aborting foetuses with
trisomy) and their reproductive autonomy (Primc 2018). Psychologists Philipp
et al. (2000: 26f.) observe that “particularly the divided social attitude towards
giving birth to a disabled child, but also towards terminating a pregnancy, puts
couples under pressure and creates a sense of vulnerability and attackability.”

In Israel, the question of genetic testing has largely been answered on the
basis of a well-established prenatal care practice that includes a choice of in-
vasive and non-invasive genetic tests. Where there is a positive finding of a
genetic variation linked to disability, the reason for abortion is generally based
on the possible “suffering” of a disabled child and whether her life would be
“worth living” (Hashiloni-Dolev 2007; Remennick 2006). While the Israeli abor-
tion law includes embryopathic reasoning, in Germany it is only the burden on
the mother of having a child with disability that legally counts as reason to end
a pregnancy. Thus, the Israeli and German discourse with regard to the main
reasoning behind abortion shows very different groundings. Even more fun-
damentally, the difference between Israel’s and Germany’s practice and dis-
course on prenatal genetic diagnosis is based on different understandings of
genetic responsibility and genetic risk. Working from this idea, I will introduce
some historical background on the concepts of responsibility and risk. Both are
rather recent concepts with histories predominantly in non-medical areas.

Responsibility and risk have distinct origins. After bringing out their di-
verging lines, I want to show how they merge with the establishment of genetic
practice and how they are transformed into genetic risk and genetic responsibil-
ity. These historical and systematic observations will lay the ground for draw-
ing a distinction between genetic responsibility and care responsibility in the
contexts of pregnancy, the foetus, and the future of the child. Furthermore, I
will introduce three types of moral conduct with reference to the genetic test-
ing and care relationships: responsibly, irresponsibility and non-responsibility. The
delineation of dissimilar thematic orientations of responsibility will support
diverse paths of decision-making and acting in the realm of pregnancy care
and genetic testing.
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Era of responsibility

In the shadow of the Second World War and the atomic bombs dropped on
Hiroshima and Nagasaki that killed more than 200.000 people — children,
women, men — the concept of responsibility and care for the future and the
human condition was brought to the fore by Hans Jonas, Emmanuel Levinas,
Hannah Arendt and Giinter Anders in the 1960s. Jonas, in his 1979 work The
Imperative of Responsibility, presents a future-oriented responsibility concerned
with the life of the next generation, the protection of humanity and nature,
and a warning against large-scale technologies in general. One of his insights
is that when we act, we cannot pretend not to know the meaning of this par-
ticular action, and we should be cautious if we do not know what the outcome
of our action might be.

Hans Jonas’ ethics of responsibility is an attempt to propose an ethics of
global co-responsibility. Humans have the power to invent science and technol-
ogy, and are therefore responsible for these inventions. Jonas primarily wrote
about ecological ethics, calling for the protection of human life on earth. The
context of this ethical need is the observation that technical and medical pos-
sibilities could endanger the lives of future generations because scientists have
the ability to invent more than they are able to control. Since we, as humans of
the 20th century, have the power to invent technologies whose effects are un-
foreseeable, far-reaching, and irreversible, and that might potentially endan-
ger future generations, we must take responsibility. A “heuristic of fear” should
guide decisions on which technology may be used and which we should refrain
from using (Jonas 1984: 35). Thus, Jonas’ concept of responsibility has a rather
pessimistic overtone.

In this primary phase of the concept of future responsibility, warnings were
issued against the new gene technologies and the possible biological hazards,
in addition to other chemical industries and atomic technologies. This debate
continued to be dominated by the growing awareness of limited resources,
overpopulation and the looming ecological crisis, as discussed in the Club of
Rome report (Meadows 1972; Leefmann/Schicktanz 2016). The recommenda-
tion was for society, and especially scientists and other experts, to adopt a po-
litical responsibility towards the next generation. An individualised concept of
future responsibility that correlated with the concern about reproductive tech-
nologies very soon steered the discourse and practice of pregnancy and the be-
ginning of life.
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In the 1970s, pregnancy became increasingly medicalised; yet it was also
criticised and the hope for a healthy child romanticised (Illich 1975; Conrad
2007), Later, in the 1980s, this attitude changed to a demand for comprehensive
medical care during pregnancy. As a responsible person, and in consultation
with her physician, the woman’s concern had to be for her pregnancy and the
foetus. Her responsibility was directed primarily toward good behaviour: eat-
ing healthily, avoiding drugs and alcohol. If a pregnant woman was not behav-
ing “properly”, she was considered irresponsible. Responsibility was primar-
ily seen as a way of living and behaving according to particular social norms.
Accordingly, Linda McClain (1996) critically discussed three paradigms of ir-
responsibility that were used to propagate social stigmatisation in the name
of care: the single mother, the welfare mother, the teenage mother. This is the
period in which the child (to be) became central to motherhood; the terms “re-
sponsible motherhood” and “responsible parenthood” appeared, and became a
central part of the discussion and of the self-understanding of a mother (to be)
(Haker 2001; Ruckdeschel 2015).

More specifically, since the 1970s and ’80s a pregnant woman has been ex-
pected to pursue a particular medical and social practice of care and control,
in which the foetus has become the strong focus of biomedical and social at-
tention. Accurate genetic testing became the key to evaluating the “health” of
the foetus from the point of view of the future parents. For the prenatal phase,
the general responsibility for the health of the (expectant) mother was trans-
formed into a special responsibility for the child to come: genetic responsibility.
In the 21st century, genetic responsibility in pregnancy is central, focusing on ge-
netic aspects of the foetus that may lead to physical or mental phenotypic vari-
ations.? These different options demand a set of personal responsibilities of the
(expectant) parents, because as well as aspects of care, which may also be pro-
vided by family members, they demand a focused attitude towards considera-
tion of the genetic risk associated with the genetic disposition of the foetus and
the (biological) parents.

The term “genetic responsibility” became part of the discussion in genetic
counselling contexts. The term “genetic responsibility” was used explicitly as

3 Currently, in addition to the wide range of reproductive services available, we can
also observe a trend towards including non-medical practices of birth preparation and
childbirth aimed at the health and well-being of mother and child (Matthew/Wexler
2000). And ultrasound provides images of the baby, located in the exciting ambiva-
lence between “(bio)medicalisation” and “demedicalisation” (Ullrich 2012).
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early as a 1972 symposium on “choosing our children’s genes” (Lipkin/Rowley
1974). Here, genetic responsibility was seen in a collective perspective of acting
“responsibly” towards the next generation. An ethics of responsibility was sup-
posed to be one “which at once releases our hope and restrains our injustice,”
and avoids hereditary disease (Fletcher 1974: 94).

Ultrasound made the foetus visible and, hence, measurable; amniocentesis
showed whether it is “genetically healthy”. More and more tests are being in-
troduced into prenatal diagnostics. The establishment of prenatal genetic tests
signifies that responsibility is having a strong impact in bioethical and biopo-
litical discourse. This impact is particularly supported by neo-liberal tenden-
cies of brash marketing in the form of “fertility fairs”, which are actively ac-
cepted by inquiring consumers, and which increase individualisation and in-
troduce a variety of genetic tests.* The conceptual linkage between genetic di-
agnosis, genetic knowledge and genetic responsibility is becoming a fixed pa-
rameter of risk procedure in the biomedical care of pregnancy and the beginning
of life.

Silke Schicktanz states broadly: “where there is risk there is responsibility”
(2018: 236), and describes how responsibility emerges in situations where a
risk awareness is raised by the information about genetic risks (e.g. biological
disposition of pregnant woman, genetic testing), is considered in decision-
making, and is central to different practices.’ She and Aviad Raz introduce the
relationship between responsibility and risk as an “epistemic turn” (2016: 38f.)
that takes place in the context of a socially implemented upheaval caused by
the rising importance of paying attention to genetic risks.

With the epistemic and normative introduction of genetic risk into the
practice of pregnancy and into the bioethics of prenatal genetic testing, the
relationship between genetic responsibility and genetic risk is strong. How-
ever, responsibility and risk have different historical backgrounds. Having
addressed the socio-historical horizon of responsibility, I now turn to the
concepts of risk and security. Then I will consider the conjunction between
genetic responsibility and genetic risk and observe some aspects of how it
works in the respective socio-cultural contexts of Germany and Israel.

4 “Fertility fears” have also become socially relevant in the contexts of egg-freezing and
vaccines, e.g. COVID-19, or breast cancer treatment.

5 To refer to Hans Jonas in this matter is rather misleading because he does not, as |
explain above, derive responsibility from risk but from human power. In addition, he
is alluding not to risk but to the possible dangers of technology.
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Risk, security and genetic responsibility

The modern concept of risk has its origin in the maritime insurance of the Eu-
ropean Middle Ages and is therefore relatively young in terms of its linguistic
history. From the Italian rischio, the term was introduced into German as Risiko
and into English as “risk”. ¢ In the Romance languages, it is a Latin loanword
from the Greek root rico (cliff), and probably originally referred to navigation
round a cliff. In the merchant language of the Middle Ages, “risk” designated
uncertain commercial transactions. In German-speaking countries, the term
remained a technical economic one until the 19th century and only then found
its way into other sciences and everyday life.

The German sociologist Ulrich Beck combines Jonas’ observation that
scientists have a power of knowledge that has potential for technological and
industrial catastrophes with the thesis that, in the context of the 1980s, we
live in a risk society which is organised in response to risks.” “Risk may be
defined as a systematic way of dealing with hazards and insecurities induced
and introduced by modernization itself” (Beck 1992: 21). Beck has global,
environmental, industrial and gene technology risks in mind, and observes
prenatal testing practices to be a “quality control of embryos” with reference
to “a socially and ethically ‘desirable’, ‘used’ or ‘healthy’ genetic substance”
(Briautigam/Mettler 1985, quoted in Beck 1992: 206). Giddens emphasises that
such a risk society is “increasingly preoccupied with the future (and also with

[3 In Hebrew the word for risk is 112'0 (sikun).

7 What s the difference between danger and risk? In referring to the atomic or chemical
industry and gene technology we often speak about dangers and risks. Since the 1980s
the triangle of danger, security and risk has become the focus of discussion. Although
these terms have different meanings and objectives, they are often used interchange-
ably. Since our focus here is on genetic risk, | would like to distinguish it from danger.
The perspective of system theory may help us to understand this distinction. Danger
is a form of possible damage that is considered to be externally caused, i.e. attributed
to the environment that lies outside one’s own social system. If the cause of damage is
attributed to one’s own realm of decision-making then we speak of risk, and if it is out-
side our realm of decision-making then we speak of danger. This makes it possible to
distinguish responsibilities from damage. In summary, the main difference between
risk and danger is that in the case of a danger, the damage is caused externally and the
system (or subject) does not know what decision it should or could make to avoid the
damage (Luhmann 2003). This demarcation makes the decision into an immanent part
of the risk. Thus, decisions and their consequences, i.e. risks and their consequences,
are directly attributable to the decision-maker.
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safety), which generates the notion of risk” (Giddens/Pierson 1998: 209; see
also Giddens 1990), and answers to the problems of modernity insofar as it
introduces a new concept of risk.® In a conversation with Pierson, Giddens
goes on to explain that “[e]ssentially, ‘risk’ always has a negative connotation,
since it refers to the chance of avoiding an unwanted outcome. But it can quite
often be seen in a positive light, in terms of the taking of bold initiatives in the
face of a problematic future. Successful risk-takers, whether in exploration,
in business or in mountaineering, are widely admired” (1998: 209). As soon
as dangers are transformed into risks, the range of possibilities for influence
expands. Technology transformed dangers that were given by nature into
risks, and perhaps in doing so has created new risks (Rosa et al. 2014: 103).
In contrast, a genetic variation is given as a statistical calculation, and the
concept of genetic risk is described not only in medical terms but also in
terms of its social consequences and the difficulties it may bring for daily life.
Genetic risks in pregnancy care are considered with regard to the foetus, and
are described as being more or less severe according to particular criteria,
such as the age or genetic heritage of the pregnant woman. Generally, within
every pregnancy, there are genetic risks which call for technologies that make
the genetic disposition of the foetus visible.

When it comes to “genetic risks”, the prevention or avoidance of the con-
sequences of certain genes that may result in particular conditions is seen as
a heroic act, as exemplified by the tabloids’ reporting about Angelina Jolie and
her mastectomy. Thus, the concept of genetic risk as introduced into prenatal
care implies a normative duty of the pregnant woman to be concerned about
the foetus in terms of what behaviour is appropriate. It implies a responsibility
to retrieve genetic information about the foetus and to decide on the basis of
informed choice to minimise as far as possible the insecurity with respect to
the risk. From a Foucauldian view of governmentality, the concept of risk has
now become established in the field of prenatal genetic diagnostics and is part
of society’s concern and vocabulary, and leads to “genetic responsibilisation”

8 Beck and Giddens approach the concept of risk in the horizon of modernity and the
traditional class structure of society. Contrary to Beck, Giddens defines risk more opti-
mistically as also providing possibilities of empowerment and self-activity. He distin-
guishes two types of risks: external risks and manufactured risks. Manufactured risks
depend on human agency and allow for both producing and mitigating risks. The Cher-
nobyl disaster was one motive to think about risk. Genetic risks as we know them today
were touched upon but not explored.
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(Lemke 2000, 2004, 2006). Likewise, the notion of “genetic risk” is embedded
politically in both modern liberal capitalism and the discourse on selection and
eugenics that emerged in the 19th and 20th centuries. While the first is directly
linked to the economic history of risk and the present social and economic or-
der of society, the second is connected to the medical discourse on risk factors
that developed during the early 20th century with regard to social hygiene, and
in the late 20th century as a reaction to an increase in diseases typical of West-
ern civilisation (e.g. heart attack, particular forms of cancer). Furthermore, ge-
netic risk can be traced back to the 19th and 20th centuries’ history of genetics,
eugenics and racial hygiene.® Certainly, the late 19th and early 20th century was
a period of vivid discussions about different understandings of the biological
foundations and mechanisms of heredity. For instance, in researching the ba-
sis of heredity, the zoologist August Weismann was able to show that the biol-
ogisation of social contexts has no hereditary equivalent. Nevertheless, a fear
of the danger of social degeneration, as it was perceived, stirred by the unholy
alliance of Darwin's and Lamarck’s theories, developed further in the 20th cen-
tury and became a major source of the eugenic movement before and during
the National Socialist regime (Weingart et al. 1992).

In 1909, the physician Archibald Garrod set a milestone in the history of
genetics. He noticed that there were diseases with a family history whose
characteristic, for example, could be found in both father and son at the same
time. Further, he noticed that the disease is inherited as a Mendelian autoso-
mal recessive trait. His work made him into a founder of medical biochemical
and molecular genetics and established the study of genetic disease (Perlman/
Govindaraju 2016). By 1909 the Danish botanist Wilhelm Johannsen, who first
used the word “gene” as an empirical working concept, was well aware of the
vagueness of the collective term. In the early 20th century, the notion of “gene”
nevertheless increasingly became - first in the natural sciences and then in
public perception — a central concept for denoting questions of the biology of
heredity (Paul 2006: 343; Keller 2002). Later, heredity, which is related to med-
ical human genetics, focused on cancer research and tumour development in
somatic mutations. However, the international upsurge of eugenics and, later
on, National Socialist race politics (Rassenpolitik) overshadowed the results of

9 The term “racial hygiene” (in German: Rassenhygiene) denotes a special and dehumanis-
inginterpretation of eugenics in the German-speaking countries (for further reference,
see Schiies 2021a). It is important to mention this background in this context because
it still overshadows the discussion of prenatal genetics (see Foth 2021).
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molecular genetic research into the functions of the hereditary substance.
The intertwining of medical, genetic and social concerns is described in, for
instance, the Reichsgesetzblatt of 3 July 1934, which speaks of looming “dangers”
for the health of the Volkskirper (body of the people) (Fangerau/Noack 2006;
Fuchs 2008: 195, 197).°

The population and racial policies of the Nazi regime meant that after the
Second World War the field of genetics was challenged to position itself in a
new way. Eugenics had come under general suspicion after the recent inhu-
mane and horrific selection procedures. Scientific genetics found it difficult
to free itself from this suspicion. While “eugenics” became taboo in Germany
(Foth 2021), the improvement of the “gene pool” of the population nevertheless
continued to be propagated under the heading of “reform eugenics”, especially
in the USA (Paul 2006:346) and also in Israel. In the USA, improving the genetic
basis of human existence was also supposed to lead to an improvement in hu-
man living conditions. In Israel, eugenics was much discussed between 1930
and 1955. “Psychiatrist [Arie] Kochinsky, for one, argued in 1938 in the journal
Harefuah™ that the findings of a census of the mentally ill in Palestine should
serve primarily as ‘a basis for methods to improve the [Jewish] race”, as the
journalist Yotam Feldman reported in the newspaper Haaretz (Feldman 2009).
Later, in 1942, with the aim of strengthening the Jewish race by means of con-
trolling births, Kochinsky focused on “population policy and psychopathology”
at the second conference of the Neuro-Psychiatric Society. In August 1952, a
decision was passed by the World Congress of Jewish Physicians to establish a
scientific institute dedicated to issues of eugenics in Israel (ibid.). The institute
was never established.”

Jewish physicians and psychiatrists who escaped from Germany to Israel
stirred the debates about population policy, racial hygiene, and eugenics. The
basic question was, as Yosef Meir, the head of a health fund, wrote in 1934

10 In the horizon of this research and in the year 1949, Linus Pauling, for example, de-
scribed sickle cell anaemia as a “truly molecular disease with its origin in the change
of gene structure and function” (cf. Paul 2006: 345).

11 Thejournal Harefuah is the medical-scientific periodical of the Israeli Medical Associ-
ation. It was founded in 1920 (https://www.ima.org.il/eng/ViewContent.aspx?Categor
yld=11081), accessed 26 July 2022.

12 In2009 the daily newspaper Haaretz also reported on a 1958 letter by Golda Meir, then
foreign minister of Israel, to the Israeli ambassador to Poland. Golda Meir raised the
possibility of preventing handicapped and sick Polish Jews from immigrating to Israel
(Galili 2009).
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Biomedical rationalisations of “life", reproduction and responsibility?

in Ha'em Vehayeled (“Mother and Child”): “Who is entitled to bear children?”
(quoted in Feldman 2009). The focus of this question particularly concerned
the psychiatric community, whose members were often immigrants from
Germany; they included Kurt Lowenstein (Levinstein), originally a German
psychiatrist and neurologist and president of the neuropsychiatric society
in Israel, who promoted eugenics at a 1944 medical conference in Tel Aviv
(Feldman 2009). In his lecture, he argued against allowing those with mental
disorders to bear children. He was not alone in this view, yet it was impor-
tant to him that he be understood as distancing himself from Nazi ideology.
He certainly knew about eugenic ideology’s political connotation and close
connections to the Nazi regime and its systematic atrocities against Jews
and other groups. I presume these thoughts should be seen in the historical
context and as an attempt to understand mental disorder and to find a social-
moral order to alleviate human suffering. The historian Rakefet Zalashik (2012)
wrote about the history of psychiatry in Palestine during the Mandate and
following the founding of the State of Israel. She explains that eugenic social
engineering was not only part of the ideology of Israeli/German psychiatrists,
but was also central to the Zionist vision of Israel and to the idea of a Jewish
body which should be born under the “condition” of being healthy (cf. Weiss
1994). Thus, the question: Who is entitled to be born?

In1962, the CIBA Foundation organised the symposium “The Biological Fu-
ture of Man” in London. Not only was so-called “reform eugenics” discussed at
this meeting, but also the view, spurred on by the discovery of the double helix
in 1953, that genes were essentially building blocks of biological information.
Genetics became an information-based science. The idea that “genetic infor-
mation” was present in the chromosomes as a biological “code” was born™ (cf.
Kay 2000). This scientific activity inspired the expansion of genetics and accel-
eration towards the human genome project.

Research into human genetics has not only advanced into knowledge of the
structural instability of a gene and even the decoding of the human genome,
but has also provided the basis for a radical expansion of the concepts of health
and disease. Once genetic prognoses, or at least statistical probabilities, are

» o«

13 Terms like “information”, “message” or “code” did not appear in the language of biol-
ogists until the 1950s. This way of thinking basically goes back to the scientists of the
Cold War, e.g. John von Neumann’s game theory, because during that period many
physicists, mathematicians and cyberneticists who had previously been involved in
war-related activities moved into biology. They brought this metaphor with them.
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possible, methods of prenatal genetic testing can be used to diagnose diseases
or disabilities (such as trisomies, Huntington's disease, cystic fibrosis) before
they become symptomatic. Biomedicine now includes the search for genetic
dispositions and risks for disease or disability. This not only expands the con-
cept of disease and makes new legal, economic or insurance policy issues rele-
vant, but also shifts the responsibility to those who are confronted with genetic
testing of their foetus (or of their own genetic disposition).™*

By 1978 the maternity guidelines (Mutterschafisrichtlinien) in Germany
mentioned “genetic risk”, which at that point referred primarily to the rec-
ommendation that the doctor should offer counselling (Fuchs 2008: 306). In
addition, the guidelines spoke of a “genetic age risk”, which is why “high-risk
pregnant women” should “make use of prenatal diagnostics” (Fuchs 2008:299).
The paradigm of genetic risk was born. Today, pregnancy care is understood,
experienced and guided by the concept of genetic risk. It is thus assumed
that the pregnant woman has a genetic responsibility towards the foetus, the
family or society according to the perceived genetic risk, i.e. whether this risk
is socially or culturally perceived as being low or high. She has a responsibility
to determine the genetic risks and to take steps to control them with the help
of her gynaecologist. These steps include taking genetic tests and subsequent
action should a test be positive.

NIPT, genetic risk and genetic responsibility

Prenatal genetic testing has been under discussion for several decades, and
NIPT has been offered since 2012 as a prenatal genetic test in Germany and as
a screening test in Israel.” If NIPT is positive, it has to be confirmed through

14 Prediction is both a medical and an everyday concept, even a utopian ideal, aimed at
reducing health risks and preventing disease. It is firmly anchored in the individual
consciousness as well as at the societal level. The prediction of individual health risks
that ideally corresponds with prevention and a therapeutic intervention is of great in-
terest to the individual patients and to the social perception of health and disease.

15 Principally, diagnostic testing is used when there is cause for concern, ie. a
risk; screening tests are performed in order to find out whether there are
reasons to be concerned, i.e. whether there is a genetic risk to be followed
up. (https://www.healthknowledge.org.uk/public-health-textbook/disease-causation
-diagnostic/2c-diagnosis-screening/screening-diagnostic-case-finding), accessed 02
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amniocentesis, a genetic test. Strictly speaking, the positive result of a chro-
mosome variation found by amniocentesis, such as trisomy 13, 18 or 21, is not a
risk but a medical diagnosis which, however, does not say all about the sever-
ity of the symptoms in real life. Thus, the notion of risk is firstly formulated
on the side of the pregnant woman who may transmit a genetic risk based on
predefined criteria, for instance being aged over 35 years, which means that
statistically she has a higher risk of having a foetus with a chromosomal vari-
ation. Secondly, risk is considered on the side of the foetus before any test or
diagnosisis done and, furthermore, a risk is perceived as the result of a positive
outcome of a genetic test. Such risk includes the question of how the genetic
variation will become symptomatic as a phenotype. For example, some chil-
dren with trisomy 21 develop heart problems or malformations of the gastro-
intestinal tract (Guedj/Bianchi/Delabar 2014), while others do not.

Most disabilities or health problems associated with chromosomal varia-
tions cannot be treated. Some families, as reported by interviewees in Ger-
many, say they took the test result as a chance to prepare themselves better
for a child with disability, socially, psychologically and practically (Philipp et al.
2020: 27f.; cf. chapter 8). However, most parents respond to a positive finding
by ending the pregnancy. It is worth mentioning that some of these pregnan-
cies are terminated without confirmation of a test result. This should probably
be understood as an expression of the enormous psychological stress under
which the pregnant woman finds herself in the case of an “abnormal finding”
(Kagan/Hoopmann 2020: 22).

The recommendation to verify a positive NIPT with amniocentesis indi-
cates the risk of false positive results. The clinical geneticist Christian Netzer
(2022) has investigated the test security of NIPT. Companies advertise NIPT as
having a sensitivity (false positive) of 99 per cent and a specificity (false nega-
tive) 0£99.9 per cent with regard to trisomy 21. However, these numbers depend
upon the frequency of trisomy in the investigated group. In 20-year-old preg-
nant women, trisomy is less likely to be found in the foetus, which is why accu-
racy is reduced to 48 per cent (sensitivity), compared to 93 per cent in 40-year-
olds. NIPT is considered a quantum leap compared to first-trimester screen-
ing, with a false positive rate of only 3 per cent in 20-year-old pregnant women.
If a test result is positive, what can women do? Usually, they feel a strong in-
security. Now they must decide: once the positive result is known, the “risk” is

June 2022. In our interviews, some women perceived NIPT as a diagnostic test because
the first-trimester nuchal fold scan revealed a risk of trisomy.
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no longer on the side of the pregnant women (e.g. her age), but on the side of
the biomaterial of the foetus. The risk can no longer be suppressed. This situ-
ation leads to further diagnostics, possibly to an abortion or to a constant un-
certainty about whether the child, once it is born, might have something that
has turned out to be a false diagnosis. In this context women feel that they are
caught in a testing “spiral” (Schone-Seifert/Junker 2021: 962). Society, politics
and the market push the genetic responsibility onto the woman. She knows
the risk and has to deal with it, yet she may not be fully aware of the complex-
ity of the personal and social issues at stake. Even though she may not be fully
aware of it, the ethical discourse defines her as a person with reproductive au-
tonomy, which does not release her from genetic responsibility — especially not
when NIPT strongly indicates a genetic risk. In view of these various genetic
options, pregnancy care increasingly focuses on risk aspects and the possible
termination of the pregnancy (Steger et al. 2018: 15).

Overall, prenatal genetic tests are well established in Germany, Israel, and
throughout the countries of the Western world. Genetic knowledge obtained
by prenatal testing conveys either the possible statistical distribution of genetic
differences in the population, or the assurance of a genetic variation that leaves
it more or less open how severe this variation, e.g. trisomy 21, will turn out.
The idea of “genetic responsibility”, which may be ascribed to the (future) par-
ents/pregnant mothers, shows that the content and goal of medical and genetic
consultation may include the entire family as well as any future offspring (Re-
mennick 2006). For Israel in particular it has become a social norm to “equate
‘good mothering in pregnancy with taking ‘genetic responsibility’ for future
offspring and the entire family” (Hashiloni-Dolev 2018: 126).

The results of testing always affect the individual, the family and perhaps
others who are close, and they reflect different debates in public health (Ravit-
sky 2017). In the context of human genetics and genetic testing, the separation
of individual and public health issues is increasingly blurred.

The genetic risk status within a pregnancy may be low or high depending,
among other aspects, on the age of the woman and the family history. Risk
determination as part of genetics is not just about an individual, but about bi-
ological connections that become socially relevant. The geneticisation of life,
and of foetal life, supports the social development of genetic responsibility and
risk management practices that normalise and institutionalise prenatal ge-
netic testing practices, such as NIPT, amniocentesis or chorionic villus sam-
pling (CVS). These practices are being implemented in both Israel and Ger-

n
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many, with different meanings, patterns and regulation (Raz et al. 2022; see
chapter 3 of this book).

Paid for privately as in Israel or, since spring 2022, in individual cases by
insurance companies as in Germany, the availability of genetic tests and the as-
sociated promotional information has strengthened the perception of genetic
risk and pushed the way in which people respond to it. If a woman is preg-
nant she will have to respond to the practice of prenatal genetic testing and its
availability — but how she responds to it will show whether she is acting with
genetic responsibility. With regard to general risks, it is first of all important
to state the obvious: whereas amniocentesis includes the small risk of miscar-
riage, any description of NIPT mentions that there is no risk of this kind, since
it is performed on a blood sample from the pregnant woman (Holloway et al.
2022). NIPT is provided by private companies that publish advertising infor-
mation about the tests, their use and aims.*® Such advertising information sets
an epistemic and emotional context for the meaning of genetic responsibility
and its connection to the perception of genetic risk. Looking at different web-
sites can also illuminate some differences between Germany and Israel.

An overview of company websites in Germany shows that the advertising
and information leaflets about NIPT focus on the security of the test, the feelings
of the woman, and her overall responsibility. For instance, information about the
Harmony' Test promises: “Gain certainty”, “Be unburdened”, “Be reassured”
(“Gewissheit erlangen”, “Entlastet sein”, “Beruhigt sein”),”” “Three steps to clear an-
swers” (“Drei Schritte zu klaren Antworten”). The pages convey the sense that the
test provides quick and easy assurance and soothes the anxiety. This is accom-
panied by pictures showing a happy mother with her big belly. Clearly, a pri-
vate company is advertising its product. The focus on safety and security pre-
vails: “safe method, secure result” - this is the promise of the Harmony" Test.*®
The counter-notions are “risk” and “insecurity”. Women with a so-called risk
pregnancy are particularly targeted. When they search for information, they
quickly find genetic information and the picture of a young woman with trisomy

16  Representatives of genetic prenatal diagnostics argue that the close link between re-
productive medicine and selective abortion prematurely conflates the two and ignores
the possibility that parents may wish to prepare for a child with special needs (Lowy
2018: 147, with reference to the CEO of the company Natera). The fact that over 95 per
cent of foetuses tested with a genetic defect are aborted is concealed by this company.

17 https://lifecodexx.com/fuer-schwangere, accessed 02 June 2022.

18 http://www.cenata.de/der-harmony-test/, accessed 02 June 2022.
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21. Her picture is more reminiscent of police mugshots than of pregnancy web-
sites. All in all, the site seems to play on the worries of the parents-to-be and
emotionally suggests avoiding the “result” shown on the picture.” The Gemein-
samer Bundesausschuss (G-BA) in Germany first published its patient informa-
tion as recently as 2021.

In Israel, the information about prenatal genetic testing is provided by the
health ministry, clinics and companies. The tenor is informative. NIPT is de-
scribed as a screening test, alongside ultrasound, and as something done prior
toamniocentesis. The concept of risk with regard to bearing a “Down syndrome
baby” is part of this information; it is explained statistically: “In Israel, the risk
of Down syndrome is considered high if it is greater than 1:380 (0.26 per cent).
Women with this risk level (or higher), are recommended to undergo an amni-
otic fluid test. This risk level of bearing a child with Down syndrome is equiva-
lent to that of women in the general population who were aged 35 at the time of
becoming pregnant. When the risk is lower than 1:380, it is considered low.”*°
The message is clear: the risk level lies on the side of the woman and the object
of the risk is a Down syndrome baby. Thus, the reader understands that the
only responsible thing to do is have the test in order to avoid such a “result”.

Another Israeli website informs its readers about replacing amniocente-
sis, and lists the common tests, such as MaterniT21, the Harmony® Test, and
NIFTY, states which company is marketing and manufacturing them, and pro-
vides information about their advantages and shortcomings, e.g. they do not
endanger the pregnancy, but on the other hand they are expensive and the ac-
curacy of the test is unclear.”® Mostly, NIPT is presented as one test option
among others as part of prenatal care. When it comes to company advertis-
ing, accuracy is the major selling point: “Harmony is the most precise test of its
kind, whose accuracy has been proven in dozens of scientific studies,” promises
Fugene Genetics.”

19 http://www.downsyndromenipt.info/genetik/?lang=de, accessed 02 June 2022.

20  https://www.health.gov.il/English/Topics/CGenetics/checks/during_pregnancy/Pages/
screening_tests.aspx, accessed 02 June 2022.

21 https://www.genes.co.il/%D7%91%D7%93%D7%99%D7%A7%D7%94-nipt/. An ex-
ample from the information site of a clinic: https://hospitals.clalit.co.il/soroka/he/m
ed-units/ob-gyn-division/pages/prenatal-diagnosis.aspx; https://iw.lifehealthdoctor.
com/prenatal-screening-tests-25423, accessed 02 June 2022.

22 Mj7Ta 1N | Harmony 2Inn N7 T2 0T 1737 NIIINON — Fugene Genetics, accessed 02
June 2022.
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It seems that the information provided for future parents varies widely in
style. General information is basically always given, but the framing of respon-
sibility seems a bit different: safety and security in Germany, normal procedure
in prenatal care in Israel. Looking at this advertising information suggests that
genetic testing does not just concern medical practices but is embedded in a so-
cial setting that varies in policy regulation, normative consideration, and emo-
tional understanding.

Furthermore, the concern of genetic testing — illness or disability — despite
its genetic factors, is a complex multifactorial event involving the interplay of
genome, environment and behaviour, and is also a social phenomenon from
the perspective of the (future) parents. This fact seems rather underempha-
sised in the bioethical debate on genetic information. It seems that the “ge-
netic risk” is largely absent from the discourse on social risk and, accordingly,
from strategies of coping with risk which may develop in connection with the
parents’ social circumstances and individual environment. Put practically, the
life of a family with a child (or an adult) with Down syndrome may be very dif-
ferent according to how this genetic disposition is realised. In addition, such
realisation is developed according to social support, institutional structures,
and emotional acceptance, among other things. Thus, the feeling that there is
a social risk in having a child with a disability depends upon the concrete so-
cial context. However, accepting a child regardless of whether she has a dis-
ability is often something the parent(s) have to do even beyond any feeling of
taking a “risk”. If the intertwinement of the genetic and social context is disre-
garded, the individual — whether the pregnant woman or the affected person
with health risks — is left alone with her decision. In practice, genetic risks and
the question of how to deal with them are individualised by transforming the
rational category of risk probability into a non-social category of a biological
risk-body, which is determined in disregard of its ascribed social complexi-
ties. But it conveys as biological fact a specific social calculation that functions
in the logic of prevention and mitigation.?

The idea that a pregnant woman should have genetic testing in order to
retrieve genetic knowledge about the physical material of the foetus and to en-

23 Since about the early 1990s, insurance companies have also included the logic of pre-
vention and mitigation, especially in the health sector, in their calculations. This form
of logic does not work in the old way of insurance companies trying to predict the sta-
tistical possibility of events in order to calculate sums of capitalisation and compensa-
tion.



Christina Schies: Origins and Practices of Genetic Risk and Responsibility

sure that there is no genetic risk of a trisomy (or other genetic variation) im-
plies that she is supposed to take genetic responsibility. Even more so if a preg-
nant woman fulfils certain criteria, such as being older than 35 or already hav-
ing a genetic condition, she should take particular genetic responsibility. The
stronger the perception of genetic risk, the more important genetic responsi-
bility becomes. Is taking genetic responsibility the only way to be responsible as
a (future) mother?

Assuming genetic responsibility correlates with perceiving
genetic risk

Generally speaking, responsibility is a relational and temporal concept which
is interpreted within a concrete situation, and which includes several poles
and aspects. A prospective relational intergenerational concept of responsibility is
most suitable for questions posed in the context of pregnancy and birth,
children and family. This concept of responsibility is oriented towards the
future, is based on a relationship context, and is directed towards both the
well-being of individuals and the success of relationships. These relationships
are intergenerational, i.e. between parents and children or grandparents and
grandchildren, or they exist within one generation, i.e. between a couple,
siblings and others. These familial and social relationships may of course be
very different, such as relationships of care, neglect, attention, disregard; they
can be broken or close. Very concretely, during pregnancy (future) mothers
especially are asked to assume genetic responsibility. But perhaps care re-
sponsibility, irrespective of any genetic check-ups, is equally appropriate?
Care responsibility has a much broader focus than genetic responsibility; it
extends beyond individual ethics because it is not only attentive and respon-
sive towards the general well-being of the foetus, but also towards the familial
context and social relationships, which can be more or less supportive and
caring. Focusing on care responsibility acknowledges that the vulnerability
and well-being of someone (also) depends upon the kind of care relationships
in which that person lives. This table depicts the different structural elements
of genetic responsibility and care responsibility.
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Responsibility Genetic responsibility Care responsibility

subject pregnantwoman + partner pregnantwoman + partner

object, content bio-material of foetus; (future) child, family,
testing? relationship

addressee future child, family, or future child, family, or
society society

legitimating instance society, family, authorities, society, family, authorities,
religion, conscience, religion, conscience,
medical perspective feelings of humanity

value, norm humanity, dignity, health, humanity, dignity, health,
sanctity of life, benefit sanctity of life, well-being

motive standard procedure, general concern and care
specific risk awareness, for the individuals and the
fear, or concern relationships

intention and aim prevention, mitigation of care, good relationships,
risk, knowledge for well-being, family
decisions, care, family planning
planning

consequences of the action | personal life, avoidance of general well-being of
discrimination, benefit of individuals and family
family (provided the care

succeeds)

Elements of prenatal genetic responsibility and care responsibility.
Inspired by Lenk/Maring 1993: 229; Schicktanz/Schweda 2012: 142.

Prenatal genetic responsibility and care responsibility are forms of
prospective responsibility and related to prenatal care. They are similar with
regard to the question of who the subject and the addressee of the responsibil-
ity are. For each type of responsibility, it is mostly the (future) parents or the
family who are part of the decision-making process; but it seems that in the
end itis still the pregnant woman who takes responsibility for the foetus/child.
For both forms of responsibility, the legitimating social instances are similar,
but in addition, genetic responsibility is strongly supported by a medical
perspective. In Israel and Germany, the obstetricians or gynaecologists are
legally requested to mention prenatal genetic testing, and they often even
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recommend it as part of parental responsibility (Ravitsky 2021: 320; Schmid et
al. 2015: 508).

Although both types of responsibility generally focus on pregnancy and the
(future) child, each form has a specific thematic content and a specific motive.
However, ] argue that in contrast to genetic responsibility, (future) mothers can
assume a responsibility of care that does not include a responsibility for the ge-
netic disposition of the foetus. The motive of genetic responsibility is based on
risk perception, whereas care generally focuses on the well-being of a person
regardless of particular concerns about needs, illness, special vulnerabilities or
general problems — or genetic risks. I will first describe how genetic responsi-
bility relates to genetic risk perception and then turn to the question of whether
not to test would be irresponsible. By arguing that (future) mothers/parents
may have “good reasons” not to have genetic testing, I will introduce the con-
cept of non-responsibility as well as the notion of care responsibility, which is
broader than genetic responsibility.

Genetic responsibility in pregnancy is directed toward detecting genetic
variations of the body material of the foetus on the basis of perceiving genetic
risks, or even just fearing them. It focuses on getting to know the genetic dis-
positions of the foetus. The motive to test is thus mostly wondering or fear-
ing that there may be something “wrong” with the “child” (Remennick 2006: 21;
Schicktanz 2018). Genetic prenatal testing provides genetic information that
is intended to give pregnant women knowledge so that they can reduce “risk”,
and to help them to exercise their “reproductive autonomy”. However, it is not
always clear what exactly women perceive and understand when they are in-
formed about the genetic disposition of their foetus. In bioethical discussions,
some authors understand genetic information as empowering (Beauchamp/
Childress 2008; Schicktanz 2018: 237), while others see the women’s insecuri-
ties and uncertainties, since it is sometimes difficult for them to really under-
stand the outcome of prenatal genetic tests because there is no prognosis about
how, for instance, trisomy 21 will be realised in life and in the family.

The object of genetic responsibility is the foetus under genetic consider-
ation. The genetic testing concerns the body material and the biological sub-
stance: genetic tests, statistical probabilities, and genetic prognosis. Genetic
testing needs a strong focus on the biological substrate, the carrier of its ge-
netic information. The foetus is subjected to biomaterial technology, whether
in testing or subsequent selection. Prenatal genetics does not address the in-
dividual as a whole, but is a practice that targets the genotype of the species.
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Biopolitically speaking, in the age of “making life” (Foucault 2008) genetic
tests are not about someone. They omit the person (cf. Gehring 2006: 175). The
focus on the “biological substrate” leaves the person outside the consideration
and leads to a “biologisation of everyday life”; and prenatal genetics become an
“everyday biology” (Gehring 2006: 182). This description can even be extended
further: the biological substrate, the material, is understood as being inherent
to the human being. It certainly does not simply determine behaviour or char-
acteristics in their entirety; to assume this would be to adopt an unfounded
naturalisation of persons. Nevertheless, this biological substrate, decoded as
genetic determination and biological disposition, is like a promise implanted
in the body and radiating into the future. It is a transmitter of coded informa-
tion containing species characteristics that can be separately judged as “incon-
spicuous” or “conspicuous”, “desirable” or “undesirable” (Schiies 2016a: 287).

From the perspective of genetic responsibility, the child will be born (or not
born) precisely under the conditions of the biological substrate. As Lowy (2018:
1, 147) argues, prenatal genetic diagnosis allows us “to see what is about to be
born” (my emphasis). The reference to “what will be born” implies, on the one
hand, avision of “what” will happen — “life” with a disability or without — and on
the other hand, technical insight into a biological substrate whose characteris-
tics may reveal a particular vision to be interpreted beyond medical statistics.
Because it is bound to the biomedical perspective, the test result cannot mean
aperson in her social entirety; but later, after birth, it will be possible to tell the
person in retrospect that her genetic disposition has been tested. The “what”
is understood differently depending on the temporal perspective and personal
attitude. The biomedical discourse itself does not simply mean a human be-
ing or biological substrates. But once a person is born, the genetic check has
been carried out; from the point of view of biomedical laboratory practice, only
the biological material of a foetus is examined. But from the everyday point of
view, the issue is understood differently: if genetic prenatal tests had produced
the desired outcome, i.e. a “negative” result, then a genetically non-disabled —
“healthy” as most parents would say — child is born.

In contrast to genetic responsibility, care responsibility may include con-
cern about genetic risk but is primarily attentive to a wider range of themes,
such as care and support. Care responsibility is understood as an ethics of rela-
tionship (Beziehungsethik) that considers the well-being of all persons involved
and their relational practice of care, attentiveness, support and responsiveness
(Schiies 2016b; see also Tronto 1993: 127 fF.). Responsibility of care and concern
can be grounded on very different facts, such as empathy, needing or wanting
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to help, but perhaps also risks. In other words — and this is the main differ-
ence — the observation of risk is only one possible motive for being concerned
and of responding with care, but care responsibility is not just guided by a risk
paradigm. It may therefore include genetic responsibility, but it can still be
valuably exercised without it. Not acting according to genetic responsibility
presupposes a different set of motives, intentions and aims, as mentioned in
the table.

How not testing may yet be considered as a form of responsibility will be dis-
cussed in the next section.

Genetic irresponsibility, non-responsibility, and care responsibility

When we look at the practice of NIPT, in society as well as in our interview
study, some people judge a woman or future parents as being irresponsible if they
do not follow up a perceived genetic risk in pregnancy, and if they do not want
to know the genetic disposition of their child (cf. chapter 11). It seems these
reproaches assume that if she had known about a trisomy she would surely
have aborted the foetus. At this point I do not want to discuss the question
of whether a woman would or should terminate a pregnancy if a diagnosis is
positive. I ask whether a woman who does not test is necessarily irresponsible.

Most generally, a (future) mother is considered morally irresponsible if she
is capable of reflecting, deliberating and thinking ahead, yet makes insufficient
effort to do so,** and she is unconcerned about the future of her child (or her
family) and the consequences of her decisions. We might furthermore refer to
aviolation of norms and values as well as the observation that she is acting in
a field of knowledge that she should have considered.

Andre et al. (2000) argue that acting wrongly and acting irresponsibly
should be distinguished morally and philosophically, and that this distinction
should be applied to the question of what it means to reject prenatal test-
ing. They argue that responsible care for a child does not necessarily mean
having genetic testing. Parents may have reasons not to question the future

24  The condition of sufficiency is context-sensitive and depends on medical practice and
cultural and social norms. Generally speaking, children or people with intellectual dis-
ability, i.e. people who do not think ahead or reflect sufficiently because they lack the
capacity to do so, can be considered non-responsible but not irresponsible.
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existence of this one child they have conceived. If they reflect on their reasons
and “if they make a conscientious decision not to control genetic outcomes
they are exercising their responsibility, not evading it” (Andre et al. 2000: 145).
This argument takes the presence of moral reflection and a conscientious
decision as testimony against the accusation of irresponsibility. By showing
that irresponsible action can be taken without the action itself necessarily
being judged as wrong, it separates a person’s attitude from the decision or
action, which can come out good or bad. Thus, in this approach, the concept of
irresponsibility is aimed at the attitude of the persons acting and not at their
actual choice. Andre et al. define irresponsibility as an attitude that leads to
imprudent decisions or actions. I agree with their argument that responsible
care in pregnancy does not necessarily involve genetic testing but I disagree
that responsibility is just a matter of the attitude of the person in question.
Surely, irresponsibility describes an attitude of a person but in light of the
relational concept of responsibility laid out above, and the fact that irresponsi-
bility structurally involves the same elements as responsibility, the evaluation
of a person’s decision-making or action does not depend just on the attitude of
the person whose responsibility is under scrutiny. An ethics of responsibility
is not just bound to the attitude of the actor, nor just to the morality of the
action. Rather, in light of the different elements that structure responsibility
and irresponsibility, we have to consider elements in addition to the pregnant
woman's attitude, such as the addressee, the motive, the intention, and the
thematic realm.

In order to explain my approach, I would like to emphasise the following:
the criteria for responsibility concern both the future child and the future of
the child. While the former idea denotes the characteristics of the child (i.e.
genetic dispositions) in relation to seeing what is about to be born, the latter
concerns the future of whoever is born in the context of care, relationships and
the environment. If a test is positive, the biological material of the foetus is as-
sociated with a possibly disabled future body; and a future is often imagined
depending on possible health problems, suffering, or special need for care. The
mother’s possible life is also considered in terms of whether she is willing or
able to care for a child with a disability. After such a test result, the question
of abortion is raised. Genetic irresponsibility means that even though the preg-
nant woman, her partner, obstetrician or gynaecologist, or society’s accepted
medical discourse perceive a genetic risk for the foetus, the woman does not
want to know its genetic disposition and denies any considerations to act ac-
cordingly.
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Is not wanting to have genetic testing necessarily irresponsible? Is the
charge of “genetic irresponsibility” necessarily applicable to all non-users?*
Or can we find the preference of not-knowing irresponsible within a discourse
of biologisation but socially still consider it a responsible option? To address
these questions, I introduce three different forms of morality of how to deal
with the scope of genetic knowledge and care in pregnancy and for a child:
genetic responsibility, irresponsibility, and non-responsibility. I would like to
advocate that the conscious and justified rejection of genetic responsibility can
also be acknowledged and respected as a form of genetic non-responsibility
looking at the future of the child and not only at the “future child”. Those who
choose not to know and not to be concerned about genetic dispositions can
still — for better or for worse — be responsible for the care of the child (and the
family) in the future. Prenatal genetic diagnostics gives them the option to
decide which foetus to select on the basis of a genetic disposition. This option
is based on a genetic risk discourse and comes with genetic responsibility.
However, this option and the idea of being guided by the paradigm of genetic
risk can be rejected without therefore being considered irresponsible.

Generally defined, the term “non-responsibility” refers to a situation or ac-
tion in which responsibility is rejected with “good reasons”; for example, in
cases where we cannot do anything, in fields we do not know anything about,
for which, clearly, someone else is responsible (Heidbrink 2017). The practice
of pregnancy is very much governed by a genetic risk discourse and (future)
mothers are more or less expected to assume this perception of risk and the
associated genetic responsibility. But if a woman decides against testing, with
“good reason”, I call this responsible genetic non-responsibility. It is a decision that
involves declaring oneself not responsible for the area of genetic decision-mak-
ing, but nevertheless assuming responsibility of care for a child with whatever
genetic disposition.

The thesis of responsible genetic non-responsibility can be understood in
terms of two different positions: one, opting out of testing, and the other, opt-
ingin. The first would argue that typically and according to standard procedure
(unless there are “good reasons”), care responsibility includes genetic responsi-
bility. The burden of proof, i.e. having “good reasons” not to do genetic testing,

25  One reason for not-testing, as Jackie Leach Scully has mentioned (personal communi-
cation, 2022), could be that the parents themselves have the disability and consider
life with that disability to be normal. From that perspective discourse of testing and
abnormality is irrelevant.
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lies with the pregnant woman. The other position, opting in, reverses the bur-
den of proof: this position of responsible genetic non-responsibility is found
when genetic testing is not standard practice. It argues that women who want
to have the foetus genetically tested need to express “good reasons” to do so.
Thus, the burden of proof lies on the side of the women (and the gynaecologist)
and their view that genetic testing is necessary. Whereas the former reasoning
practice regards genetic testing as normal and standard, and, hence, asks the
women not willing to test to give reasons for opting out, the latter considers the
individual cases and finds reasons to opt into the practice of genetic testing.

Having considered the different status of the positions of opting out and
opting in, we now need to consider the difficult question “What are good rea-
sons?” They are “good” if they are convincing. But whether they are convincing
depends quite strongly on social and cultural norms and values that differ ac-
cording to context and country. For example, “good reasons” may be religious
reasons, respect for the genetic privacy of the future child, or the refusal to
connect social care to the perception and calculation of risk. Certainly, respon-
sibility for the genetic testing of the biological substrate and responsibility for
the future life of a child are by no means the same thing; however, they are
often implicitly equated. Even though it is not possible for one person to find
“good reasons” that are convincing for all, I nevertheless want to argue that not
wanting to know the genetic dispositions and not wanting to think and decide
on the basis of risk-considerations might not necessarily be regarded as irre-
sponsible. If the parents confirm that for them any genetic test result would be
irrelevant to the continuation of the pregnancy and the future care of the child,
then the issue of irresponsibility is questionable in relation to their intention.
However, social normative orders might not be on their side.

If a genetic practice is socially and culturally normalised, self-evident and
firmly established, as in Israel, and refusing a genetic test, opting out, would
be only conceivable for religious reasons or perhaps for some “alternative
lifestyles”, then ultimately a woman who does not have her foetus genetically
tested and who does not regard genetic risks as a basis for responsibility
cannot find socially convincing reasons to reject genetic responsibility. A con-
cept of genetic non-responsibility seems unacceptable even if parents decide
to give full care to a child unconditionally, i.e. regardless of any illnesses or
disabilities.

Germany has an ambivalent norm-oriented social context for genetic re-
sponsibility (cf. chapter 5). It seems that both positions, finding “good reasons”
for opting in and opting out, must be brought to the consideration. The dis-
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course on genetic testing still tries to maintain a balancing act between a nor-
mative critique of routinisation and case-by-case decision-making, and a nor-
malising practice that is increasingly becoming established. If a woman finds
“good reasons” and an accepted norm for not wanting to know the genetic dis-
position of her foetus and if she openly states that she cares unconditionally
for the child, this attitude may be accepted under the acknowledged concept
ofindividual decision-making. However, this does not mean that children with
disability are necessarily welcomed in society. To phrase this ambivalence more
optimistically, the German paradox is between social rejection and support: “It
has never been so easy to identify a foetus with trisomy 21 in a society that ap-
proves of this chromosomal defect as a legitimate reason for abortion. And it
has never been so easy to raise a child with Down syndrome in a society that is
rightly proud of its efforts towards inclusion” (Schulz 2017: 198; TAB 2019: 157).
Yet this optimistic view may not be shared by many women or families con-
fronted with a positive test result. Although Schulz observes that the situation
for people with disability has improved during the last decade, this does not
mean that society — in Germany as well as Israel - is sufficiently supportive of
people with disabilities and their families.

Theoretically, the difference between genetic irresponsibility and genetic
non-responsibility comes down to the question of whether or not a woman has
“good reasons”, i.e. acceptable or convincing reasons, to reject genetic respon-
sibility. Nonetheless, the distinction between genetic irresponsibility and ge-
netic non-responsibility may not make sense in countries where genetic prac-
tice is seen as routine and is an integral part of prenatal care, i.e. it is consid-
ered prenatal risk management; there would be no “good reasons” not to test.
All possible explanations would bounce off a firmly established reproductive
medical practice that is taken for granted and perceived as normal.

Depending on the country’s regulations, genetic practices and their social
contexts, we may see inconsistencies, contradictions, dilatory compromises
and dissents in interpretation, but we also see different tendencies in dis-
courses in terms of what counts as good reasons or criteria for decisions or
risk perception, and different understandings of responsibility and irrespon-
sibility, security or insecurity. It appears that the constellation of responsibility
and irresponsibility and the option of finding “good reasons” to refrain from
genetic responsibility presupposes a concrete kind of care perception (that is
not guided by genetic risk) and a particular normative order.

When it comes to the genetic disposition of the foetus, the narrower con-
cept of genetic responsibility seems decisive; but when looking much more
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generally at the future of the child, a broader concept of responsibility would
be in play, one that includes various health and societal aspects, the child’s gen-
eral welfare, and the life of the family. Today’s transformation of the concept of
responsibility in the social discussions of reproductive medicine practice ap-
pears in the fact that it is not just the question of what belongs to responsible
parenthood that is relevant, but the question of how responsible decisions can be
made in order to avoid irresponsible actions. Pregnancy and the beginning of
life has become a morally challenging “project” that demands many decisions
from the parents-to-be, and each decision has to be made with careful delib-
eration and moral reflection.

Ascribing genetic responsibility to expectant parents appears an attempt
to translate a normative order of care into a specific cause-effect relationship.
The irrationality of this translation consists in the assumption that, by analogy
with contexts of social interaction, we can equally assume responsibility for
our decisions in the context of genetic predispositions and the resulting con-
sequences for the condition of the life in the future (Schiies 2021b). If the broad
notion of care responsibility is guided by reframing pregnancy into risk man-
agement and by reducing responsibility to genetic responsibility, the aspect of
care may be lost in translation. Care responsibility extends more broadly over
all structural elements and is mainly motivated by care for the other, the family,
and social relationships.

Does responsibility of care, a responsibility that concerns the care of a child
who is entrusted to someone, necessarily need genetic information as a prereq-
uisite? How this question is answered is strongly correlated with the percep-
tion of genetic risk and whether prenatal genetic testing is perceived as a “stan-
dard procedure”. If the general perception acknowledges genetic risks and per-
ceives genetic testing as standard, this will influence how we evaluate what it
means to be a responsible mother/parent. How the options of a responsible
genetic non-responsibility are perceived and exercised might bring out central
differences between prenatal care practices in Israel and Germany.
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3. Non-Invasive Prenatal Testing in Germany
and Israel
A Matter of Course or a Matter of Discourse?

Tamar Nov-Klaiman, Hannes Foth, Yael Hashiloni-Dolev

Since its introduction into clinical practice in 2011, non-invasive prenatal test-
ing/screening (NIPT/NIPS) has prompted concerns over its ethical, legal and
social implications (Dupras et al. 2020; Haidar/Dupras/Ravitsky 2016). These
concerns have intensified worldwide as many countries consider implement-
ing NIPT in their national healthcare system, or have already done so (Ravit-
sky et al. 2021). Against the backdrop of this broad debate, we examine the lo-
cal discourses of NIPT policymaking in Germany and Israel. These countries,
related through a traumatic history, are both characterised by advanced med-
ical technology and universal health coverage. Nonetheless, they are often op-
posed in terms of lay moralities, professional practice and healthcare policies,
especially for genetic testing (Hashiloni-Dolev 2007; Raz/Schicktanz 2016). Is-
rael is known as an early and enthusiastic adopter of biomedical technologies,
whereas Germany is perceived as being relatively restrictive and cautious.

This study contributes to the comparative analysis of policymaking in
healthcare. Cross-country comparisons are a powerful tool for understanding
national variation in health policies and the moral and political assessment of
biomedicine. Our focus on how NIPT policies are debated in Israel and Ger-
many enables us to test the interplay of technological imperative in healthcare
(McCoyd 2010) and cultural persistence/change. Raz (2018: 234) argues that
in its genetic policies, “Israel is both reckless and pioneering — depending on
one’s perspective”. Its early adoption of these technologies sometimes leads
the way for other countries. Should we therefore expect the convergence of
Israeli and German policies with the passing of time and advancement in
techniques? Or rather, their divergence due to situated variables, such as
previous approaches to screening for Down syndrome (Léwy 2020)?
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The case of NIPT highlights three major, inter-related challenges that are
important for healthcare policy. First, NIPT policymaking provides a setting
for considering various approaches to parental autonomy, selective abortion,
embryo protection and disability rights (Haidar/Dupras/Ravitsky 2016; Heyd
1994). Second, it highlights different emphases in the context of care/preven-
tion. While usually about prevention through abortion, NIPT may also be used
to provide parents with early options of preparation (Kibel/Vanstone 2017;
Lowy 2020). Third, NIPT policymaking reflects different configurations of
health governance that interconnect the State, the market, at-risk social cate-
gories, the family and the individual (Allyse et al. 2015; Lemke 2005; Ravitsky
2017).

These characteristics make NIPT a test case for stakeholder involvement.
We compare the setting in which NIPT has been introduced in both countries:
the legislative and regulatory framework as well as the socio-political context.
This enables us to portray the discourses and stakeholders related to the use
and potential implementation of NIPT in public healthcare in each country and
their influence on decision making. Who is leading the debate? Which agen-
das drive the process? Do the decisions reached correlate with the legal and
regulatory framework, and do they match former policies or take a new path?

Our analysis was done through systematic examination of policy docu-
ments and opinion papers issued by relevant stakeholders in Germany and
Israel, such as medical organisations and advocacy bodies, in the period
2012—2021. It also involved an assessment of the legal framework with which
this technology interrelates. Previous comparative studies between the coun-
tries, including in the field of biomedicine, were reviewed in order to establish
the historical and social context in which the current debate takes place.

1. Foundations of the comparison

Non-invasive prenatal testing (NIPT) is a genetic test that targets placenta-de-
rived cell-free DNA present in maternal plasma. It is used at present mainly to
detect certain chromosomal aberrations with high accuracy in the detection of
trisomy 21, which results in Down syndrome (DS) (Gregg et al. 2016). However,
NIPT also enables the detection of single gene disorders as well as sequencing
of the entire foetal genome (Kitzman et al. 2012; Lench et al. 2013). As the tech-
nology becomes cheaper, it seems plausible that such detailed prenatal testing
will be commonly used (Dondorp et al. 2015).
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The test can be used as early as 9-10 weeks of gestation. Unlike invasive
diagnostic testing such as amniocentesis, it poses no risk of miscarriage. The
accuracy of NIPT is higher than previous forms of prenatal screening for ane-
uploidy. However, being a screening test, upon abnormal findings, diagnostic
testing should be offered (Gregg et al. 2016). The test’s features — its non-in-
vasiveness and ability to provide early in pregnancy an abundance of genetic
information - are changing the field of prenatal genetics (Dondorp et al. 2015;
van Schendel et al. 2014).

1.1 The global debate on public funding for NIPT

It could be argued that there are merits to the user paying for NIPT, at least
partially. For instance, it is claimed that charging money for NIPT will promote
informed choice, as it will signal to women that the test is optional and will
facilitate their deliberation on whether to take it up. However, as Bunnik et al.
(2020) argue, evidence for such effect is lacking. Rather, they claim, the fact
that the test is paid for out of pocket mainly disadvantages women of lower
socioeconomic status, resulting in inequality of access and therefore harming
claims to justice and reproductive autonomy.

Inits position statement on NIPS, the American College of Medical Genetics and
Genomics recommended informing “all pregnant women that NIPS is the most
sensitive screening option for traditionally screened aneuploidies” (Gregg et al.
2016:1059). When a high-performance test is offered, but only a certain group
of users can afford it, there are ethical implications that should be addressed
in policymaking. The inequity applies to both the uptake of the (better) test it-
self and the accessibility of subsequent publicly funded prenatal services at an
earlier gestational age. Women who cannot afford NIPT are denied this bet-
ter-performing test, and also denied earlier access to related services, such as
genetic counselling and pregnancy termination, which has both physical and
psychological implications (Vanstone et al. 2014). Implementing NIPT in the
national healthcare system with public funding could therefore alleviate con-
cerns about inequality of access.

1.2 Establishing the comparison between Germany in Israel

Past research has shown Israel and Germany to have opposing policies in
several relevant fields, such as genetic screening, stem cell research, and
preimplantation genetic diagnosis (Hashiloni-Dolev 2007; Raz et al. 2017;
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Raz/Schicktanz 2016). In all these cases, Israeli policy is permissive, whereas
German policy is more restrictive. Israelis are considered to enthusiastically
embrace medical technologies (Prainsack/Firestine 2006), especially those in
the field of reproduction. Accordingly, genetic screening programmes are well
established, and less subject to social or professional controversies than else-
where. The limited public debate in Israel is in striking contrast to the thriving
social, legal, and ethical debate concerning reproductive genetic technologies
in other countries, especially in Germany (Hashiloni-Dolev 2007).

These differences have been attributed to a unique mixture of sociocul-
tural, religious, and political features. Israel’s unique stance has been related to
its pro-natalism, familism, Jewish heritage, and its views on the beginning of
life (Hashiloni-Dolev 2007), its state of conflict with neighbouring countries,
and the trauma of the Holocaust leading to an emphasis on survival and abled
bodies (Chemke/Steinberg 1989; Prainsack/Firestine 2006). Consequently,
ideas that restrict genetic testing and abortion in other countries, mostly dis-
ability rights and the rights of the foetus, are less influential (Hashiloni-Dolev
2007; Raz 2005), even among disability rights activists and parents of children
with disability who do not oppose testing (Nov-Klaiman/Raz/Hashiloni-Dolev
2019; Raz 2004).

On the other side, German restrictions/caution have been attributed to the
view of the foetus as a potential person with at least some individual rights
(and requiring protection) (Heinemann/Honnefelder 2002), as well as to the
salient presence of disability rights activists in the public discourse (Hashiloni-
Dolev/Raz 2010; Raz 2005). A universalistic lesson of the Holocaust on the value
of diversity and dignity has propelled criticism of reproductive genetics as a
“new eugenics” (Braun 2005; Hashiloni-Dolev/Raz 2010; Raz/Schicktanz 2016).
Motherhood itself is also understood differently. Whereas Israeli mothers see
themselves as being responsible for preventing suffering and disability in their
families (Nov-Klaiman/Raz/Hashiloni-Dolev 2019; Remennick 2006), German
mothers are more expected to welcome all children regardless of their condi-
tion (Hashiloni-Dolev/Shkedi 2007), although this might be changing with the
growing use of prenatal testing (Graumann 2014).

Based on the characteristics emerging from these studies, one might have
expected NIPT to be rejected in Germany and adopted in Israel. However, the
complex reality is not in line with the initial expectations.
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1.3 Mapping out the regulatory framework

We consider three dimensions of the regulatory framework that are crucial for
the application of NIPT: the existing provision of prenatal testing; legislation
on genetic testing; and abortion laws. Residents of both countries are entitled
to services covered by mandatory health insurance. Likewise, an assigned com-
mittee approves the inclusion of any technology in the national health insur-
ance scheme. This is the Health Basket Commitiee on the Israeli side and the Fed-
eral Joint Committee (Gemeinsamer Bundesausschuss — G-BA) for Germany.

1.3.1 Prenatal genetic services

Israel

Since 1980 the Israeli Ministry of Health has run the “National program for the
detection and the prevention of birth defects”. This free-of-charge programme
offers neonatal screening, prenatal testing, and population carrier screening
for reproductive purposes. The prenatal component includes several ultra-
sound tests for all women, as well as biochemical blood tests that provide,
among other information, risk assessments for DS. Women older than 35
or those referred by a medical geneticist due to increased risk are eligible
for free amniocentesis (Zlotogora 2014). For every woman who undergoes
an invasive test, due to her age or to abnormal findings in previous tests, a
chromosomal microarray analysis (CMA) is performed free of charge. CMA,
which is currently performed on samples taken in invasive procedures such as
amniocentesis, is a high-resolution, whole-genome technique which detects
submicroscopic deletions and duplications (Dugoff et al. 2016). In other words,
currently, CMA covers a much broader spectrum of conditions than NIPT.

It is noteworthy that, unlike other countries in which a dramatic decrease
in invasive testing has been reported since the introduction of NIPT (Hui/
Bianchi 2017), such a trend has not been observed in Israel, according to A.
Singer, MD, Head of the Community Genetics Department in the Ministry of Health
(written communications, April 2020).

Germany

In the 1970s, prenatal services became an integral element of the Motherhood
Guidelines (Mutterschafts-Richtlinien) (Kolleck/Sauter 2019). These binding rules
set the prenatal care standards for the healthcare system. They include sev-
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eral basic examinations such as ultrasound for all pregnant women. Additional
tests, e.g. invasive diagnostic testing, are subsidised if medically indicated. In
amajor difference from Israel, further tests like the First-Trimester Screening
are not covered according to the guiding principles.

Moreover, unlike in Israel, the combination of invasive testing and CMA
has never become routine in Germany and is not covered by mandatory health
insurance (Miiller-Egloff 2017). Instead, since 2004, the rates of invasive test-
ing have decreased significantly (Kolleck/Sauter 2019). These data reveal a clear
trend and priority towards avoiding invasive testing when possible.

1.3.2 Laws on genetic testing

Israel

In Israel, NIPT is subject to the Genetic Information Law, 2000, although this law
does not explicitly mention prenatal genetic testing, except in relation to test-
ing for kinship. The Israeli law does not explicitly regulate direct-to-consumer
genetic testing (DTC-GT) either. This is particularly relevant for NIPT since
the test is currently available only privately, with women being able to con-
tact providers directly, without the involvement of a healthcare professional
in the public system. DTC-GT, especially in the prenatal context, raises sig-
nificant ethical and practical concerns, e.g. the quality of the information and
counselling that patients receive, potentially affecting the process of informed
consent and leading to patients misinterpreting test results (Allyse et al. 2013;
Skirton 2015).

It could be inferred that pure DTC-GT is banned, as the law requires in-
formed consent to be obtained, and explanations to be given by an authorised
medical figure. However, without explicit clarification, the phrasing leaves
room for bypassing the services of public health professionals and using only
those provided by the marketing companies, with their inherent bias.

Germany

The German Genetic Diagnosis Act (Gendiagnostikgesetz 2009) contains a section
on prenatal genetic examinations. It is updated when needed by the Commis-
sion on Genetic Testing, which includes experts as well as several representatives
of patient and self-help organisations. The law aims to protect constitutional
human dignity and the individual right of informational self-determination,
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either by protection against discrimination, or by sufficient information giv-
ing. This applies to pregnant women but also to the foetuses.

As in Israel, though not explicitly forbidden, pure DTC-GT does not match
the required referral by a physician and comprehensive information and coun-
selling. The German legislation emphasises women's right not to perform pre-
natal testing and not to know the associated findings.

1.3.3 Laws on abortion

The medical conditions that NIPT tests for are currently not treatable. Once
one of these conditions has been detected, parents-to-be have two possibili-
ties. They can either prepare themselves and their environment for a child with
special needs or terminate the pregnancy. Such terminations are legally possi-
ble in both countries, but with several differences in their legislation and reg-
ulation.

Israel
Abortions are legal in Israel when performed according to the Penal Law, which
specifies the circumstances in which a designated committee can authorise a
termination request. These include, among other things, foetal handicap, as
well as the physical and mental integrity of the woman (Penal Law of 1977: Inter-
ruption of Pregnancy). When legal, abortions are publicly funded.

The Israeli Central Bureau of Statistics collects and reports the yearly number
of authorised abortions and specifies the numbers approved under each crite-
rion, including those approved due to embryopathies.

Germany

Abortion law is part of the German Criminal Code (Strafgesetzbuch 1998), but is
also regulated by the Pregnancy Conflict Act (Schwangerschaftskonfliktgesetz 1992),
which determines the requirements for counselling. This expresses the consti-
tutional tension between the mother’s basic rights on the one hand, and the
“unborn life’s” dignity and basic right to life and bodily integrity on the other
(WD 2017). Following the legislation of 1995, abortion was declared illegal, but
is exempt from punishment until week 12 of the pregnancy, and after some
obligatory counselling; but it is legal throughout a pregnancy if it results from
a crime or endangers the physical or mental health of the mother. Only legal
abortions are funded by the health insurance funds. Notably, the vast majority
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of abortions (96.1per cent in 2019) are officially illegal, but unpunished (Destatis
2020).

The former “embryopathic” (sometimes also called “eugenic”) indication
was dropped by the legislator in 1995 in order to clarify that a life with or
without disability deserves the same protection. However, a child’s disability
can be interpreted as a threat to the physical or mental health of the mother
and thereby serves as an indirect reason for a legal termination (WD 2017). The
German abortion statistics do not specify the number of cases in which foetal
anomaly was involved.

1.3.4 Findings from the framework comparison

Having reflected on the regulatory background of Israel and Germany, we can
reconsider the question of health insurance coverage. The Israeli framework is
characterised by more comprehensive provision of prenatal genetic testing, a
lower level of regulation and restriction, and no specific friction between NIPT
and the abortion law. Thus, it is in principle open towards an inclusion of this
technology. The German framework presents significant reservations and con-
flicts with NIPT on the one hand, but on the other, NIPT fits into the German
agenda of avoiding invasive testing (as indeed was the argument of the G-BA).

2. Discourses on implementation: the stakeholders involved
and their positions

The implementation of NIPT involves various stakeholders, including medi-
cal professionals, policy bodies, advocacy groups, pregnant women, NIPT pro-
ducers, and the media. Some of them markedly influence the related public
discourse, while others are absent or less notable. In Israel, where there is tra-
ditionally less conflict between experts and the public, especially in the field of
prenatal care, the process is mainly led by medical professionals and the policy
body in charge, i.e. the Health Basket Committee. Other voices are hard to find.
In contrast, the German discourse has provoked public statements by nearly
all stakeholders, vital media reporting, and some related research. Thus, the
difference between the discourses begins with the amount and range of eas-
ily accessible material. Our analysis focuses on medical professionals, policy
bodies, and advocacy organisations.
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Israel

NIPT has been marketed in Israel since 2013. The technology was submitted
to the Health Basket Committee to be considered for public funding, in 2014 and
2019, and was rejected following evaluation in both cases. It is therefore not
included in the current basket of health services. Since its introduction, only a
few medical societies have addressed NIPT in their opinion papers to different
extents. Critical reactions and public statements by advocacy organisations or
others are rarely found, with the only statement by a disability advocacy group
being supportive.

2.1 Medical associations

The Israeli Society of Obstetrics and Gynecology, in an opinion paper (ISOG 2018),
refers to NIPT only in their list of tests that pregnant women should be in-
formed of as part of routine follow-up.

Following a previous opinion paper by the Israeli Society of Medical Genetics
(Michaelson-Cohen et al. 2014), in 2018 this organisation advanced its debate
on the recommended use of NIPT. Since NIPT is better than the implemented
biochemical screening at detecting the common chromosomal aneuploidies,
they recommended using NIPT as a first-tier screening test for trisomies 13, 18
and 21.

It is noteworthy, however, that this society maintains that from a medical
point of view, the preferred prenatal test in each pregnancy, including those
with a priori low risk, is a diagnostic invasive test coupled with chromosomal
microarray analysis (CMA), with its significantly broader scope compared to
NIPT.

2.2 Policy body in charge

The Health Basket Committee in Israel is composed of representatives of the
healthcare system (the Ministry of Health, health funds, hospitals), represen-
tatives of the Ministry of Finance, and representatives of the public (specialists
in varied fields of medicine, as well as ethics, economy, social welfare, and
others). This diverse composition, according to the Ministry of Health, aims
to ensure that the decisions made by the committee take social perspectives
into account along with the medical ones. In 2019 two scenarios of NIPT
implementation were submitted for consideration for the 2020 Health Basket:
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either for all pregnancies, or as a second-tier-test for high-risk pregnancies.
In January 2020, the committee published its decisions. NIPT was rejected.

2.3 Advocacy organisations and additional stakeholders

In Israel, NIPT has not drawn much public attention or debate and is not dis-
cussed in parliament. The Israeli National Council for Bioethics has not addressed
the issue either.

Moreover, since the introduction of the test into clinical use, no campaign
against NIPT hasbeenlaunched in Israel by disability advocates or by others. In
fact, one of the DS advocacy organisations called the Ministry of Health as early
as 2014 to make sure that NIPT would be affordable for all pregnant women
(ATID 2014). They argued that this is important for parental autonomy. To sup-
port their claims, they noted that the costs of raising a disabled child, such as
one with DS, are far higher than the costs of NIPT. They argued that Israeli so-
ciety at large and family members alike carry the heavy burdens of supporting
and financing these children for their entire lives.

Germany

The introduction of NIPT in Germany was pushed forward in 2012 by LifeCodexx
AG, a private company that received public funding for the development of
NIPT for the German market (Deutscher Bundestag 2015). In 2019, the G-BA
concluded its assessment by adopting NIPT for trisomies 13, 18 and 21 in the
public health insurance under certain conditions. Both the market introduc-
tion of NIPT and the involvement of the G-BA since 2014 activated numerous
stakeholders, public protest, and media reporting (Kolleck/Sauter 2019). Advo-
cates for persons with disabilities even denied the compatibility of NIPT with
the German legal framework, but their view did not prevail.

2.4 Medical associations

In sharp contrast to Israel, many German medical organisations engaged in the
debate and submitted comments to the G-BA, which published them in a col-
lection (G-BA 2019a). This engagement may reflect the tradition of corporatism
and self-governance of the German healthcare system, but also the controver-
sial character of NIPT. A broad spectrum of positions was presented, ranging
from calls for rejection to unrestricted coverage of NIPT. But most associations
come down somewhere in between.
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Several major associations welcomed the introduction of NIPT and its
evaluation by the G-BA, including the German Society of Gynecology and Obstetrics
(DGGG 2014), and the German Society of Human Genetics (GfH 2012). To them,
NIPT - at least for trisomies - is not an ethical slippery slope but an advance-
ment of prenatal testing that avoids the risks of invasive testing and should
in principle be available to every woman. Both showed much support for a
limited coverage, for women with an increased risk of trisomies (G-BA 2019a).

Other organisations representing prenatal-care specialists emphasised
their concerns over the proper implementation of NIPT. They called for clear
indications, without which, they warned, extensive and improper use could
follow coverage (BVNP 2018; G-BA 2019a).

Others focused more on the possible social and psychological implications
of NIPT. For instance, the German Society of Psychosomatic Gynecology and Ob-
stetrics (DGPFG 2013) warned against discriminatory effects on people with
disabilities, as well as putting greater pressure on women and delegitimising
those who decline testing or choose to have a child with disability. Nonethe-
less, torn between these concerns and the arguments of risk avoidance and
equal access, the organisation showed some acceptance of limited coverage,
under careful implementation (G-BA 2019a).

2.5 Policy bodies in charge

Even before the market entry of NIPT, the Commissioner for Matters relating to
Persons with Disabilities tried to prevent this step through a legal opinion stating
its incompatibility with several laws (Girditz 2012). The arguments presented
became characteristic of the opposition to NIPT: Without available treatment,
the test would be used as a tool for selection, and therefore carries a clear dis-
criminatory message for people with disabilities. For similar reasons, the Inclu-
sion Council considers NIPT to violate the UN Convention on the Rights of Persons
with Disabilities (Staatliche Koordinierungsstelle 2013).

However, this view was not adopted by the German government (Deutscher
Bundestag 2015) nor by the German Ethics Council (Deutscher Ethikrat 2013),
which recommended a restricted use of NIPT for women with increased risk
of a genetic condition but did not comment on public funding. The council also
voiced concerns that the early applicability of NIPT might undermine the re-
strictions of the abortion laws, and recommended revising them.

Since 2015, a concerned inter-fractional group of parliamentarians has put
NIPT on the agenda of the German Bundestag (Deutscher Bundestag 2015), and
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eventually promoted a parliamentary debate. The debate, held on 11 April 2019,
presented a spectrum of positions (Deutscher Bundestag 2019; Foth 2021).
Many deputies expressed their commitment to the values of dignity, diversity,
and the struggle for inclusion of people with disabilities. Nonetheless, NIPT
has often been acknowledged as a means to avoid invasive testing that should
be equitably accessible to women at a higher risk for trisomies through public
coverage.

The German counterpart to the Israeli Health Basket Committee is the G-BA.
Its decision-making body is composed of neutral chairpersons, and represen-
tatives of the statutory health insurance funds and healthcare providers. In ad-
dition, patient representatives have the right to participate in its discussions.

In its decision of September 2019, the G-BA rejected a routinised use of
NIPT in the sense of mass screening. Instead, it decided that NIPT could be
funded in individual cases for pregnancies with particular risks or suspicious
findings. According to the updated Motherhood Guidelines coverage is possible
when it aims to avoid invasive testing and “is necessary to enable the pregnant
woman to address her personal situation regarding the presence of a trisomy
under medical supervision” (G-BA 2019b: 3). This is explained by the heavy bur-
den a woman may feel if she might be expecting a child with a trisomy (G-BA
2019¢: 4). The request of the patient representatives in the G-BA to withhold
NIPT until week 12 of pregnancy, while abortions are easily accessible, was re-
jected.

Although the G-BA explained its decision in an additional statement (G-BA
2019¢), it left many commentators unsure about its implications (Rehmann-
Sutter/Schiies 2020). To finalise the new provisions, however, the G-BA had
to “translate” them into an easy-to-understand brochure for insurance fund
members, attached to the Guidelines. This process required another round of
consultations with several stakeholders. According to the brochure’s final ver-
sion, NIPT is covered for a pregnant woman “when other examinations have
raised the suspicion of a trisomy, or she, together with her doctor, comes to
the conclusion that the test is necessary in her personal situation” (G-BA 2021:
11). In this way, the decision introduces a strongly subjective component and
could be widely interpreted in practice.

The regulation came into force in 2022. There was no objection from the
legislator, the German Bundestag, although the public debate is not entirely
settled.
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2.6 Advocacy organisations and additional stakeholders

The discourse on the implementation of NIPT has largely been shaped by civil
society involvement and augmented in the media. Some civil society stake-
holders that have long been critical of the growth of prenatal genetic testing
opposed the market introduction of the test from the outset. However, their
opposition has diverse backgrounds (Braun/Kénninger 2018).

Some criticism is inspired by Christian values and is often combined with
objection to abortion. Thus, several charitable organisations, representatives
of the Roman Catholic Church, and groups which engage in the protection of
(unborn) life opposed the implementation of NIPT (CDL 2012; Zimmermann
2019). The Protestant Church in Germany, however, supported limited coverage
(EKD 2018).

Another criticism is stressed by some disability advocacy groups and net-
works with a strong feminist commitment, such as the Network against Selec-
tion by Prenatal Diagnosis (G-BA 2019a; Netzwerk gegen Selektion durch Prina-
taldiagnostik/Gen-Ethisches Netzwerk/BioSkop 2014). They believe that NIPT
strengthens eugenic practices and the medicalisation and commodification of
pregnancies; it undermines the wellbeing and self-determination of pregnant
women; and runs counter to the goal of an inclusive society. They claim that
prenatal testing should be supported only when it enables a medical treatment.
Thus, they also demand a revision of the existing framework of genetic test-
ing, insofar as it can be criticised for similar reasons. From their point of view,
NIPT is a major step in an expansive dynamic of genetic testing that is not suf-
ficiently reflected on, discussed, or legitimised by the public or by parliament.

However, the introduction of NIPT received support from other civil or-
ganisations, most prominently from pro familia, which advocates for sexual
and reproductive health and rights. They supported coverage of NIPT for
so-called risk pregnancies, stressing the reproductive rights of prospective
parents, which should guarantee their access to the means for informed
decision-making, but also a right not to know (pro familia Bundesverband
2019).

3. Discussing key themes

So far, we have presented the regulatory and legislative circumstances in which
NIPT has been introduced into clinical practice in Germany and Israel, and the
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discourse of different stakeholders around the use of this technology and its
implementation using public funding. While we can learn much from exam-
ining the actors involved in medical policymaking, we can equally learn from
examining which actors’ voices are not heard. Indeed, major differences can
be found not only between the regulatory frameworks of Germany and Israel,
but also in their discourses about NIPT: their extent, the type of participating
actors, and their views.

Several key themes have emerged from the comparison: the balancing of
parental autonomy and embryo protection; prevention vs. support; and the
extent of public deliberation. In these regards, Germany and Israel approach
NIPT from different directions and are concerned with different implications,
thus demonstrating the interplay between cultural norms and technology in
the shaping of concrete health policies.

On top of parental autonomy, the Israeli framework seems to enhance pre-
vention of disability. This is reflected most prominently in the name of the “Na-
tional program for the detection and the prevention of birth defects” and the
fact that embryopathy is one of the explicit criteria in Israel’s abortion law.

However, some changes over recent years might also be interpreted as hints
of a growing awareness of disability concerns. Israel ratified the UN Convention
on the Rights of Persons with Disabilities in 2012. According to Mor (2014), rising
disability advocacy had an effect on the Israeli jurisdiction when they barred
“wrongful life” lawsuits in 2012. Moreover, with a push from Israeli DS advo-
cacy organisations, Israel’s social security organisation changed its policy in
2018 and now gives a “disabled child allowance” to all parents of children with
DS at a rate of 100 per cent, at least up to the age of 6. Until 2018, the rate
had been determined by an assigned medical committee on a case-by-case ba-
sis. This move shifts the “prevention vs. support” balance towards more sup-
port. However, both this move and the abolition of “wrongful life” lawsuits, al-
though driven by disability advocacy, do not necessarily reflect a shift toward
an agenda of opposing preventive measures in the form of prenatal testing. In-
deed, the critical view coming from disability advocacy is absent from the dis-
course on NIPT. These moves can therefore be seen as another manifestation
of the twofold view of disability: the aspiration to prevent it on the one hand,
and the sense of duty to support those already born disabled on the other, in
line with Raz (2004) and Nov-Klaiman, Raz and Hashiloni-Dolev (2019).

Cost-effectiveness calculations are at the heart of the “prevention vs. sup-
port” balance and are a morally sensitive issue (Kibel/Vanstone 2017; Ravitsky
2017). The Israeli case is unique. Even a DS advocacy organisation used the high
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costs of raising a disabled child, which fall on family members and society at
large, as an argument in favour of subsidising NIPT. In Germany, however,
even among those who favour public funding of NIPT, reference is not made
to the societal costs of supporting affected children. Such economic consid-
erations would be perceived by the German public as implying that a person’s
value is based on their economic contribution to society, which is a violation of
the dignity of individuals with disabilities and would pave the way for discrim-
ination against them. Similarly, an official aim of preventing disability would
be perceived as discriminatory, and contradictory to the political agenda of in-
clusion, which has been pushed forward since Germany’s signing of the UN
Convention on the Rights of Persons with Disabilities in 2007. Indeed, some German
proponents of the test use the opposite argument and claim that prospective
parents can benefit from the test in terms of preparedness rather than preven-
tion.

The German legislative and regulatory frameworks reflect a stronger em-
phasis on further groups beyond the women who are the direct consumers of
prenatal testing, namely individuals with disabilities (protection against dis-
crimination) and foetuses (their right to live). In Israel, however, foetuses have
no legal rights (Hashiloni-Dolev/Weiner 2008), and therefore the implications
of genetic testing are not viewed from the angle of their protection. Instead,
the focus in Israel is more on the personal implications to the woman (her right
to reproductive autonomy). However, the sheer existence of a comprehensive
prenatal testing programme with public funding, coupled with the recommen-
dation from professional organisations to test and supported with a permis-
sive abortion law, implies a view that society benefits from prevention as well.

In Israel, NIPT has raised only limited deliberation and hardly any public
debate. Engagement in the process is mainly professional and focuses on the
test’s technical performance. It does not refer to the potentially negative im-
plications of the test, such as the effects on people with disabilities, or connect
such large-scale screening of the population with eugenics. Lay people, reli-
gious representatives, political parties, or other groups did not spur debate on
the test, leaving the process to be led by medical professionals.

It would therefore have been reasonable to expect Israel to adopt the test.
However, its rejection is in fact not counter to the known Israeli logic. In the
Health Basket Committee, NIPT competed with other technologies from diverse
fields of medicine over a small and rigid budget. NIPT would thus come at
the expense of other, non-related, medical technologies. Moreover, it was pro-
posed to replace or to be integrated within a well-established, publicly funded



10

Governance and biopolitics

prenatal screening programme. In other words, the gain from including NIPT
in the Israeli Health Basket would not be as great as in a country that has notim-
plemented a broad public screening programme, such as Germany. Further-
more, in a country that highlights maximal detection, the inclusion of NIPT
with its relatively limited scope would be a step in the wrong direction. As Is-
raeli professionals argue, and as common practice suggests, invasive testing
combined with CMA is the goal, rather than NIPT. Therefore, the rejection of
NIPT is actually not surprising.

The established screening programme could also explain the lack of pub-
lic controversy over the test. From a public point of view, NIPT might not be
perceived as big news or represent a new approach in principle, but rather a
technical improvement to an existing system (Lowy 2020; van Schendel et al.
2017).

By contrast, the introduction of NIPT into clinical practice and its assess-
ment for public funding has prompted much debate in Germany. This debate
involves various actors, including health professionals, religious groups, polit-
ical parties, disability advocacy groups, and the media, and covers a wide spec-
trum of views. The opposition to NIPT can be described as a mixed group with
some overlapping criticisms and a strong basis in civil society as well as some
representation in public institutions and medical professions. Their opposi-
tion is twofold. On the substantive level, they consider NIPT a questionable tool
in terms of its meaning for women's health, the integrity of pregnancy, the foe-
tus, persons with disabilities, and society in general. The criticism is reinforced
by an expected expansion in testing as a result of the decision by the G-BA, and
by special features of the German abortion law, which tolerates abortions with-
out a medical indication up to 12 weeks. Since NIPT enables earlier testing,
the legal and technical barriers to selective abortion due to foetal anomaly are
reduced (Heinrichs/Spranger/Tambornino 2012). On the procedural level, the
G-BA is repeatedly criticised for its limited scope of investigation. It is impor-
tant to recognise that the opposition is not just directed against the addition
of NIPT, but is also an attempt to revise significant aspects of prenatal care, in-
cluding the rules relating to genetic testing, their interplay with abortion, and
the governance of the field.

This is one major difference between the countries’ discourses on NIPT.
While in Israel it is limited to an expert discourse on a specific adjustment in
the field of prenatal testing, in Germany it extends to a societal discourse on
pivotal rules governing prenatal testing, including matters of abortion. While
the Israeli assessment of NIPT is a matter of course within a rarely questioned
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scheme of prenatal testing and its governance, the German discourse on NIPT
questions the pre-existing prenatal care regime and functions as a matter of
deep controversy.

The G-BA’s decision on the inclusion of NIPT under public health insurance
was big news. Non-invasive tests for trisomies are explicitly included within
the public services for the first time in certain, somewhat flexible cases, which
may reflect a shift by the German policy toward other Western countries’ poli-
cies, including the Israeli one, which encourage prenatal testing.

The G-BA’s explicit goal is not to screen (out) as many pregnancies as pos-
sible, but to avoid invasive testing. However, under the rules adopted, it leaves
much room for interpretation, as criticised by some medical professionals.
They have stated potential problems and predicted high uptake rates, which
seems to contradict the initial idea of a restricted inclusion of NIPT and which
could generate high costs for the healthcare funds (G-BA 2019a; Scharf et al.
2019). Further German stakeholders feared that this might undermine the aim
of protecting women's right not to know and push towards the prevention of
disability. Since the G-BA did not comply, it could be argued that the flexible
phrasing is deliberate. Such phrasing could serve to reconcile both ends of the
spectrum: those who saw Germany lagging behind in the coverage of prenatal
testing, and those who oppose the routinisation of testing.

4, Conclusion

Seemingly counterintuitive decisions were reached both in Israel and in Ger-
many. Given the differences between the countries — based on previous studies
and in terms of the actors involved and the legal and regulatory background —
an opposite scenario, in which NIPT is included in the Israeli Health Basket but
rejected from the German health insurance scheme, seemed realistic.
Cultural norms have arguably played a crucial role in these societies’ at-
titudes thus far toward reproductive technologies that have led Israel to adopt
them eagerly and Germany to lag behind. Returning to the question of whether
convergence in policies occurs over time, we conclude that the answer is not
straightforward. The two countries seem to move toward one another in some
regards, but not in others. Israel moves toward Germany in its growing aware-
ness of disability advocacy in some policymaking. However, in the realm of pol-
icy related to reproductive technologies, the influence of disability critique is
not apparent and rather maintains Israel’s embracing approach. At the same
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time, Germany is moving closer to Israel in its growing coverage of genetic ser-
vices, which have so far been lagging behind. By doing so, Germany is moving
closer to other European countries as well, e.g. the Netherlands, in which the
coverage of prenatal testing, including NIPT, is more comprehensive (Ravitsky
et al. 2021). This change in German policy is justified by the wellbeing of preg-
nantwomen and is not, as in the Israeli setting, also associated with preventing
disability or prioritising large-scale testing. Thus, we could say that the conver-
gence observed remains ambiguous and may even serve to highlight the differ-
ences between Germany and Israel. The German adoption of the technology,
justified by avoiding the risk of miscarriage and safeguarding women’s health,
might have unintended consequences. Time will tell how NIPT is implemented
and used by women, and what its long-term effects are.
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4. PND in Israel: Public Health Services
and Uptake in Cultural Context

Aviad Raz

This chapter provides a backdrop for the analysis that follows by taking a broad
look at public health genetics services for prenatal diagnosis (PND) in Israel as
anetwork situated within relevant political, cultural and professional contexts,
highlighting the social factors that make them possible, indeed desirable, and
the dynamics that shape their design and prioritisation.

When PND becomes part of public health, although it is a very personal
matter it also follows the logic of control and prevention that is characteris-
tic of public health, which is not necessarily attentive to individual needs and
preferences (Stewart et al. 2007; Khoury et al. 2000). Prenatal screening for
Down syndrome (DS) provides a striking example of this. Prenatal screening
for DS has been viewed for most of its history as a public health problem, with
public (sometimes mandated) prenatal screening aimed at reducing DS inci-
dence (Raffle 2001). As Bryant et al. (2008) show, only relatively recently have
there been efforts to promote reproductive choice rather than test uptake as
the preferred measure of public health DS screening success. While the pub-
lic health goal is to reduce the prevalence of disease, genetic counselling of the
parents of a foetus with DS should ideally be non-directive and conducted in a
manner that respects the parents’ norms and values. This conundrum of self-
determination vs. social pressures is embedded in additional axes of influence,
including inequality (of access and funding), healthcare professionals’ inter-
ests, disability and patient advocacy, family relations and health governance,
and so on.

In Israel, the confluence of these factors can be seen in the construction
of the “Jewish gene pool” by health professionals as especially prone to inher-
ited disorders (beyond DS), boosting “genetic anxiety” (or “responsibility”, de-
pending on one’s perspective) and creating a collective sense of risk in which
the uptake of PND is exceptionally high — atleast among those Israelis who are
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secular, have a higher income and fewer children, and are of Ashkenazi origin.
Furthermore, previous studies of public outlooks on PNDin Israel stressed that
it is seen by many Israelis as a moral duty (Remennick 2006; Raz/Schicktanz
2009a,b). This perception of “collective responsibility” applies not only to do-
ing PND but also to sharing genetic information with relatives. This is also in-
dicated by Israel’s Genetic Information Law (2000) which, quite uniquely com-
pared to international regulation, enables healthcare providers to disclose ac-
tionable genetic results to family members where consent has not been given
for their disclosure (Branum/Wolf 2015).

The chapter begins with an overview of public health services for PND in
Israel. Notably, I am not addressing the topic of non-invasive prenatal testing
(NIPT) itself as it receives detailed introduction and analysis in other chapters
of the book. I am also avoiding the very intriguing topics of in vitro fertilisation
(IVF) and prenatal genetic diagnosis (PGD). My focus is on PND that is squarely
located as part of the pregnancy and that is furthermore related to genetic test-
ing (therefore omitting the topic of prenatal ultrasound testing, for example). I
focus on three contexts that highlight major aspects of the cultural embedding
of genetically related PND in Israel: PND and “community genetics”, illustrat-
ing the unique Israeli social mosaic of ethno-religious communities and their
utilisation of PND; PND and the social construction of disability, for example
in the context of prenatal screening for DS; and finally, the issue of public/eco-
nomic pressures concerning PND and the so-called “genetic panel”.

PND in Israel: An Overview

The National Programme for the Detection and Prevention of Birth Defects was es-
tablished by the Israeli Ministry of Health (MoH) in 1980. It recommends
the following tests, paid for under Israel’s universal health insurance: First-
trimester screening at 10-13 weeks of pregnancy includes ultrasound to de-
termine nuchal translucency and a blood test for free beta-HCG and PAPP-A;
second-trimester tests include maternal serum screening (the “triple test”) at
16—18 weeks to identify the probability of DS and neural tube defects for all
women. All women older than 35 years are recommended for amniocentesis
(paid for by the state). Additional routinely offered prenatal tests include
three ultrasound scans. If first- or second-trimester screening tests indicate
a chance of more than 1:380 of having a child with DS, neural tube defect,
chromosomal abnormality, or a molecularly defined genetic disease, invasive
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diagnostic tests (chorionic villus sampling or amniocentesis) are offered free
of charge. Invasive diagnostic testing is also provided by the state to women
with a high chance of an affected foetus as determined in genetic counselling
(for example due to family history). The Israeli Law of Abortion (1977) enables
pregnancy termination on the basis of foetal abnormalities, with no legal
guidelines concerning the severity of the condition or the probability of its
expression (Amir/Binyamini 1992a, b). Up to 22 weeks of pregnancy, termina-
tion is allowed for relatively mild medical conditions, but after this period a
designated committee approval is needed, based on the risk of severe disease
and the predicted functional impairment in the foetus (Singer/Sagi-Dain
2020).

The National Programme for the Detection and Prevention of Birth Defects also
covers adult carrier screening. This screening was originally recommended
“pre-conceptionally” but in many cases the test is conducted on prospective
parents during pregnancy and thus leads directly to PND. The screening is
targeted to couples, usually with the woman tested first and if she is found to
be a carrier, her partner is also tested (Zlotogora et al. 2015). The tests are per-
formed either in medical genetic units or in community clinics, and patients
with a positive result receive genetic counselling. More extensive prenatal ge-
netic testing can be offered, with coverage shared between the individual and
their supplementary health insurance — a point I return to in the section below
on public/economic pressures concerning the “genetic panel” in PND. Today,
the main diseases included in the national carrier screening programme are
Tay-Sachs, CF, fragile X syndrome (FXS), familial dysautonomia and spinal
muscular atrophy (SMA). Additional diseases are dynamically added to this
panel based on criteria of severity, reliability and prevalence (Singer/Sagi-
Dain 2020; Rosner/Rosner/Orr-Urtreger 2009).

PND and “Community Genetics”

The Department of Community Genetics in the Israeli Ministry of Health is
responsible for a variety of public health genetics services including prenatal
diagnosis. Importantly, the title of the major Israeli public health body over-
seeing genetics services is the Department of “Community Genetics”. This is
not a standard title. But what does “community genetics” mean in the Israeli
context? This question provides a point of departure for the next section.
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Israel has very high fertility rates: 3.1 children per woman on average,
with even higher rates in the ultra-orthodox religious Jewish community (6.9),
South Bedouins (5.7) and Muslim Arabs (3.37) (Singer/Sagi-Dain 2020). In
conjunction with the high tendency for endogamy in various communities (25
per cent among the north Israeli Arab population, see N@amnih et al. 2015),
the result is increased prevalence of specific autosomal recessive genetic dis-
orders in each of these communities. Since the establishment of the national
carrier screening programme, its activities have gradually increased, in terms
of both additional diseases and varied implementation within different com-
munities. Some of these activities provide an alternative to PND while others
lead directly to it. The ultra-orthodox Ashkenazi Jewish (Haredi) community
(compromising about 12 per cent of the Israeli population), in which selective
abortion is banned by many rabbis, has developed and is operating a special
programme (“Dor Yeshorim”), which prevents the marriage of two carriers of
recessive genetic diseases (Ekstein/Katzenstein 2001). The Israeli branch of the
Haredi carrier screening and matching programme is organisationally and
financially supported by the State of Israel and served by Israeli genetics labs
(Broide et al. 1993). Among modern-religious Jews in Israel, where marriage is
not pre-arranged as in the Haredi community, carrier testing by Dor Yeshorim
often leads to PND or PGD (Frumkin et al. 2011). A national carrier screening
programme for the prevention of p-thalassemia was implemented in Israel
for the Arab-Israeli population and some Jewish communities in which the
disease is relatively frequent. Since 2002, targeted carrier screening has also
been offered free of charge to other, smaller ethnic communities in which
well-established, severe genetic diseases are present at a frequency higher
than 1/1000 live births, namely Arab, Druze and Bedouin populations who
mostly live in villages and have a high rate of consanguinity. Multiple founder
mutations have been documented by Israeli geneticists in these various ethnic
populations, often down to the level of specific villages or tribes.

Being secular, having a higher income, fewer children, and being of
Ashkenazi origin remain significant factors predicting the uptake of prena-
tal testing. Out of 377 Jewish Israeli women who were surveyed in hospital
maternity departments in 2002 (Sher et al. 2003), 94 per cent of the secular
women older than 35 years performed amniocentesis, in contrast to 36 per
cent of the religious, and none of the ultra-orthodox (Haredi) women. Indeed,
the “35 years” policy has led to a prevailing belief among many Israeli women
that age is a sufficient risk factor in and of itself and that women over 35
must have amniocentesis, even with normal triple serum screening results
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(Grinshpun-Cohen/Miron-Shatz/Ries-Levavi/Pras 2014; Grinshpun-Cohen/
Miron-Shatz/Berkenstet/Pras 2015). This 94 per cent uptake is often cited as
indicative of the widespread uptake of PND in Israel, but we should remember
that this uptake differs significantly by religiosity and ethnicity. Israel is a
land of contrasts, in this sense as well. On the one hand, a very high number
of non-recommended/elective amniocenteses including CMA are performed
by Israelis who are secular, have a higher income, fewer children, and are of
Ashkenazi origin. On the other hand, Israelis who are very religious and have
a lower income and more children are more likely to reject PND. Most babies
with Down syndrome in Israel are born in religious communities, both Jewish
and Muslim. In religious/traditional Jewish communities, 95 per cent of the
pregnancies diagnosed with Down syndrome are born alive, compared to 25
per cent in largely secular communities (Zlotogora et al. 2007).

Previous studies have indicated that the Arab minority ethnic group, ac-
counting for approximately 25 per cent of Israel’s entire population, tends to
underutilise genetic testing, even though the rates of birth defects are consid-
erably higher in the Arab (and especially the Bedouin) population than in the
Israeli Jewish community (Cohen-Kfir et al. 2020). Reasons for this underutil-
isation include religiosity (the Muslim ban on abortion) but also genetic illit-
eracy and lack of access to services. An ethnographic study of genetic testing
in a Bedouin tribe conducted by the author (Raz 2005a) showed that Bedouin
women were interested in using prenatal tests. They utilised prenatal ultra-
sound since it could be performed free of charge at local clinics in Bedouin
towns, which many women can often visit on their own. However, in contrast
to the high uptake of ultrasound, the uptake of amniocentesis was very low,
often because the latter required the husband’s approval and active participa-
tion. Bedouin men objected to prenatal genetic counselling that was critical
of the high rates of consanguinity in the community, which most community
members saw as normative and socially functional. They also objected to am-
niocentesis for various reasons including religiosity, genetic illiteracy, or cost
(many of the women were younger than 35 so amniocentesis was not automat-
ically covered). Some also perceived genetic counselling as curtailing their au-
tonomy and representing a Jewish conspiracy to limit their reproduction (Raz
2005a; Lewando-Hundt 2001).
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PND and the Construction of Disability

The majority of disability activists in Israel support the use of PND and car-
rier screening to prevent life with disability (Raz 2004). In contrast, in the USA
and Europe, and especially in Germany, some in the disability community have
voiced strong opposition to PND and carrier screening as sending a discrimi-
natory message that “responsible parenting” means using prenatal tests to ter-
minate an affected foetus (Parens/Asch 2000). Disability scholars around the
Western, industrialised world have criticised genetic screening programmes,
claiming that: (a) prenatal testing is morally problematic because it expresses
negative or discriminatory attitudes about impairments and those who carry
them;and (b) prenatal genetic counselling is driven by misinformation because
it propagates misconceptions about disability and does not include informa-
tion on community-based services for children with disabilities and their fam-
ilies as well as on financial assistance programmes and laws protecting the civil
rights of persons with disabilities. Perhaps because of such criticism, disability
advocacy organisations in the USA and Europe (including Germany) empha-
sise care and treatment over prevention, lobbying for additional research on
treatments and newborn screening, rather than for PND or carrier screening.
The latter are framed as individual choices.

Why has no public debate emerged in Israel concerning disability rights
and prenatal testing, despite the wide usage of prenatal genetic diagnosis that
often leads to selective termination of pregnancy? To answer this question, I
conducted interviews with high-ranking officials of support groups “of” and
“for” people with genetic conditions and physical disabilities in Israel (Raz
2004; 2005b). Only organisations involved with genetically based disabilities
in which a genetic test for the condition was available were contacted. The
common attitude that emerged from interviews with most respondents (14/17,
82 per cent) can be described as a two-fold view of disability: support for
genetic testing during pregnancy, and support of the disabled person after
birth. Support for prenatal diagnosis and selective abortion was also voiced by
officials of organisations of disabled people with conditions that are not life-
threatening and are characterised by a wide spectrum of clinical symptoms,
from severe to mild. Genetic counselling and prenatal diagnosis were seen
by these respondents as ways to reduce suffering. While some respondents
were aware of the ethical problems inherent in the two-fold view of disability,
they still argued for its consistency. On the one hand, for example, selective
abortion following prenatal diagnosis of Down syndrome was for encouraged
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because of the perceived severity of the condition. On the other hand, Israeli
DS advocates insisted that DS is labelled a “syndrome” and not a “disease” in
the context of supporting those already born with DS.

For many of the above-mentioned respondents, prenatal genetic testing
was eugenic and was indeed supported precisely for that reason, since “eu-
genic” for them meant the improvement of the health of progeny and carried
positive rather than negative connotations. The two-fold view of disability —
based on the separation of prenatal (preventive testing) and post-natal (sup-
porting disability) — cannot be logically rooted in Orthodox Judaism. The Jew-
ishreligion forbids selective abortion. Indeed, Orthodox Jewish women refrain
from doing amniocentesis because of this religious restriction. The two-fold
view is therefore a secular construction which is furthermore situated in le-
gal, economic and cultural contexts. Rather than having a single, parsimonious
cause, itis probably the result of a complex interplay of several inter-connected
factors. First, legally speaking, it is enabled by the flexibility of the Israeli Law
of Abortion, which does not define the degree of severity of the condition or the
probability of its expression (Amir/Binyamini 1992a, 1992b). Second, the pref-
erence for preventive genetic testing should be considered against the back-
drop of the economic and social hardships of raising a child with congenital
disability in Israel. Although Israeli society has adopted a generous restorative
approach towards disabled war veterans, this is not so in the case of individu-
als born with disabling genetic conditions, who — unless covered by other pro-
grammes — are provided only a minimum income. As Gal (2001: 239) claims,
“despite the overtly inequitable nature of the system of benefits for disabled
people in Israel, this issue has not achieved any significant visibility on the
public agenda [. . .] The few calls for reforming this system and granting equal
rights to all the disabled, regardless of cause of disability, have generally been
limited to academic or professional circles.” Third, the cultural construction of
normality versus disability in Israel should be considered. Congenital disabil-
ity has been stigmatised in Israeli society as part of the Zionist quest for “Jews
with muscles” that will replace diasporic weakness with masculine vigour and
militarism (Weiss 2002). Finally, many Israeli healthcare professionals advo-
cate prenatal tests in a directive manner (Wertz 1998).
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More is Better? Public/Economic Pressures in PND

In addition to the genetic tests for diseases that are included free of charge
in the national carrier screening programme, there are many prenatal genetic
tests that users may choose to pay for. About 10 years ago, before advanced DNA
new generation sequencing became cost-efficient, Israeli users could choose
how many genetic tests (for specific diseases) they wish to add to the so-called
“panel” of prenatal genetic testing. Gaucher disease (GD) provides an intrigu-
ing example in this context.

In GD, deficiency of the enzyme glucocerebrosidase results in the accumu-
lation of harmful quantities of certain fats, especially within the bone marrow,
spleen and liver. Some individuals will develop few or no symptoms while oth-
ers may have serious complications unless medically treated. Although GD is
one of the most prevalent Ashkenazi Jewish genetic diseases, with a carrier fre-
quency of 1 in 15 (Kannai/Chertok 2006), there are strong arguments against
providing carrier screening for this disorder. Firstly, the most common GD
mutation in Ashkenazi Jews leads to a highly variable but usually mild or symp-
tomless phenotype. In addition, enzyme replacement pills allow patients to
lead a near normal life, although treatment is life-long and very expensive. An-
nual costs can reach USD 400,000 per patient. As Borry et al. (2008) argue, it is
ethically questionable to set out systematically to identify carrier couples and
offer them prenatal diagnosis and the termination of pregnancy for a condi-
tion that will usually not be severe and is treatable. For these reasons, GD was
not recommended to be included in the national screening programme by the
Israeli Geneticists Association. However, individuals could still pay for it out-
of-pocket.

Zuckerman et al. (2007) reported that 10 Israeli genetic centres screened an
estimated 28,893 individuals for Gaucher disease between 1995 and 2003, iden-
tifying 82 carrier couples at risk for offspring affected by GD type 1. In subse-
quent pregnancies of these couples, there was a 76 per cent uptake of prenatal
diagnosis, leading to a termination of pregnancy for 15 per cent (2 of 13) of the
foetuses predicted to be no more than mildly affected and 67 per cent (2 of 3) of
the foetuses with predicted moderate disease.

Indeed, when I interviewed the chairperson of The Israeli Association of
Patients with Gaucher disease (Raz 2004: 1862), he was (in contrast to his col-
leagues) very critical of the way GD screening was being conducted at that time
in Israel and explained it in terms of economic interests:
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Patients and their families should be given the knowledge that enables
them to cope with the disease [...|. Genetic counselling for Gaucher should
provide, in addition to the genetic results, all the information concerning
the medical treatment. Today, genetic counselling does not do that, and
the result is unnecessary abortions [...]. It’s easy to sell the genetic test
to people. If geneticists didn't do Gaucher, they would lose clients. This is
purely business.

Prof. Ari Zimran, head of the Gaucher clinic in a major hospital in Jerusalem,
commented in this context that:

More than 80 per cent of the foetuses diagnosed with Gaucher will not
develop any meaningful clinical symptoms [...]. This screening is performed
because of the money involved. Genetic institutes sell services, and the
more they sell the better their financial situation is. The Gaucher test is
not in the national Basket of Health Services so patients are paying for it,
directly to the provider (cited in Traubman 2003).

The case of GD exposes the challenges of leaving PND in the hands of the free
market. As Kannai and Chertok suggest in their review of GD screening in Is-
rael (2006: 348): “Prenatal genetic testing for Gaucher may be a business tactic
to attract clients”. Individuals who are offered a panel of prenatal genetic tests
will usually test for all the disorders in the panel. To summarise, screening for
GD among Ashkenazi Jews in Israel was included in the providers’ panel be-
cause it is one of the most prevalent recessive disorders in this community, for
which testing is available, and test sensitivity is high. This may have occurred
as a kind of “technological imperative”, without careful consideration of the
benefits and/or harms of this choice; it may have been assumed that screen-
ing for more disorders is always desirable — a variation, as Borry et al. (2008)
suggest, on the theme of “bigger is better” or “can do, will do”. As Zuckerman
et al. (2007) suggest: “availability, rather than utility, of a test could be a major
determinant of its introduction.” In 2008 the Israeli Ministry of Health issued
a formal instruction not to include un-recommended tests as part of the panel
of genetic tests offered to consumers in genetic labs at Israeli hospitals.
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In Lieu of Conclusion

This chapter has examined the design and uptake of public health genetics ser-
vices for PND in Israel as embedding several cultural scripts (Bowker/ Star
1999). We have looked at different organisational settings and cultural factors
involved in PND. The first example was the design of PND for ethnic and reli-
gious communities, both as a national strategy underlying the Programme for
the Detection and Prevention of Birth Defects within the Department of Com-
munity Genetics, and its planned and unintentional adoption by these commu-
nities and members. The second context was the justification of PND thatleads
to selective abortion within the social construction of disability and “genetic
responsibility” with the aim of reducing suffering. The third context was about
public/economic pressures concerning the genetic panel in PND and carrier
testing. These different contexts provide a collage of “Israeli PND”, portraying
different variations on the theme of self-determination vs. social pressures.
Each context illustrates how this theme is further embedded in additional axes
of influence, including inequality of access and funding (e.g. the case of PND
within ethnic and religious communities, especially the Bedouin community),
healthcare professionals’ interests (the case of the expanding genetic panel in
PND), and disability and patient advocacy (the case of the “two-fold view” of
disability by advocates and the public in Israel). All these contexts portrayed
something unique to the local ways in which the global technologies of PND
are being implemented and used in Israel, adding an important social compo-
nent to the technological imperative in health care (McCoyd 2010), suggesting
that the technological imperative does not work alone. It is already entangled
within social, economic and political “imperatives”.

While realising the local adaptations of global health technologies is an
important feat (and one that the study of NIPT will build on and expand in
the later parts of this book), it should be accompanied by a critical look at the
“deep structure” of health governance. The local adaptations of health tech-
nologies show us how institutional commitments are often reconciled with
the more fundamental social and ethical questions and challenges inherent in
PND. Targeting ethnic communities for genetic testing, or providing free-of-
charge amniocentesis for women over 35, are technical health matters that also
have profound normative premises and repercussions. In considering these ar-
rangements we should ask not only how their instrumental rationality can be
accounted for but also (to draw on Max Weber’s classical distinction), what is
the constructive rationality they embody.
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This chapter has shown that Israel is both reckless and pioneering — de-
pending on one’s perspective (Raz 2019). There has been criticism of Israel for
itsrecklessness and for notlooking before leaping, for example in the context of
its expanded prenatal panel of genetic tests (Borry et al. 2008). While this crit-
icism is sometimes true, for some countries and in the context of other genet-
ics services, Israel is leading the way. Some scholars have proposed that “Israeli
PND” is by and large a product of its biopolitics of reproduction as survival in
the face of demographic and militaristic threats (Prainsack 2006; Prainsack/
Firestine 2006; Prainsack/Hashiloni-Dolev 2008; Prainsack/Siegal 2006). The
analysis presented here usefully complicates this picture by showing how Is-
raeli PND services have been shaped by the ongoing pragmatic concern of pub-
lic health policymakers with religious and ethnic distinctions within Israeli so-
ciety. The framing of “genetic risk and responsibility” is being constructed on
several levels, not just in the context of the Jewish-Palestinian conflict but also
in the context of prevention vs. care. It is by looking at the production of PND
services within relevant political, economic and professional contexts that we
can discern more fully the upstream factors that make these services possible,
and the downstream dynamics that shape their uses and meanings and make
them actionable.
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5. NIPT in Germany
Moral Concerns and Consumer Choice

Kathrin Braun and Sabine Kdnninger

Policies and practices of prenatal diagnosis (PND) in Germany are charac-
terised by an ambivalence of persistent public concern on the one hand and
increasing routinisation on the other.' We will argue in this chapter that this
ambivalence is in fact a pervasive feature of the (West-) German prenatal
diagnosis dispositif (Lowy 2014; 2017).”

In German debates on prenatal testing, the legacy of Nazi eugenics and
the concept of “life unworthy of life” have certainly played a role and have given
rise to a certain sensitivity in politics and civil society towards eugenics and
selection practices. Yet whether or how this sensitivity has actually shaped the
ways in which PND is organised, regulated, diffused and performed, is a more
complicated question. This ambivalence, of concern and unease on the one
hand and moves towards normalisation and routinisation on the other, has
also characterised the stance towards non-invasive prenatal testing (NIPT) in

1 A note on terminology: The term “prenatal diagnosis” in Germany commonly refers
to examinations performed on the pregnant woman or the embryo or foetus in utero
for the purpose of establishing foetal disorders, disease or malformation (Kolleck and
Sauter 2019: 31; Wolf and Graumann 2016: 14). Conceptually, it forms part of antenatal
care, but this as a whole is broader and also encompasses medical surveillance and
review of the woman’s health and wellbeing. NIPT refers to a low-threshold procedure
based on the analysis of cell-free foetal DNA circulating in the woman'’s blood that
serves to establish the probability of foetal genetic aberrations. Strictly speaking, NIPT
and some other procedures are not diagnostic since they actually serve to establish a
probability, even though a rather precise one. Abnormal findings must still usually be
confirmed by invasive diagnostics (Kolleck and Sauter 2019: 81).

2 The prenatal diagnosis dispositif, as Ilana Léwy frames it, is the “heterogeneous as-
semblage of instruments and techniques, professional practices, and institutional and
legal arrangements that, taken together, made it possible to diagnose fetal anomalies”
(Lowy 2017: 2).
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Germany over the past ten years (Braun and Kénninger 2018). Interestingly,
in some respects, the German policy approach to NIPT seems to be comple-
mentary to that taken in Israel: in Germany, public concern is comparatively
strong and vocal but the costs of the test for the most common trisomies 13,
18 and 21 will be covered by the statutory health insurances without setting
a specific risk threshold as access criterion. In Israel, in turn, NIPT is not in
the national Basket of Health Service and accordingly not part of the universal
coverage, but nevertheless partly covered by health funds; however, it has not
been a matter of public controversy (Raz et al. 2021). On the contrary, PND is
rather seen as a moral duty and more a collective responsibility than a moral
concern, as Aviad Raz explains in this volume. In Germany, in contrast, it
would be seen as inappropriate to say that NIPT, or any PND, is good because
it helps to reduce the prevalence of children with Down syndrome; that would
probably cause immediate public outrage. The possibility of using NIPT rou-
tinely to screen for Down syndrome is officially refuted. Yet, we will argue, the
policy approach that has been taken up to now lacks any effective provisions
to prevent exactly this situation.

In this chapter, we explore the controversy around NIPT against the
background of previous controversies on abortion and preimplantation ge-
netic diagnosis (PGD).?> We argue that we see a recurring pattern, which we
have termed the “No, but..” pattern. It is characterised on the one hand by a
widespread moral unease about reproductive practices that, in effect, involve
selective decisions about which children should be born and which should
not, and on the other by a political disinclination to take binding decisions to
effectively curb them. Since the 1970s, the traditional way of accommodating
these countervailing tendencies has been to confirm the morally problematic
character of such selective choices in principle while nevertheless allowing
them under certain circumstances, which — theoretically — are defined as
being exceptional and rare (Braun 2016). However, there is no general rule to
determine whether such exceptional circumstances are present or not; thus, it
becomes a matter of case-by-case decision-making or, as Dominique Memmi
(2003) puts is, of delegated biopolitics. In practice, the decision is left to the

3 We are mostly drawing on policy document analysis and interviews of experts and
policy actors in 2015—2017, supplemented by a review of recent events concerning the
issue of reimbursement for NIPT. The empirical research for this article was partly
funded by the German Federal Minister for Education and Research, funding number
1611676.
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individual. Thus, the responsibility for the diffusion of reproductive selection
practices lies with the individual. Policy actors usually see the need to take
fundamental social and ethical implications of such practices into account, but
resort to the above-mentioned “No, but..” model to deal with the issue (Braun
and Koénninger 2018). To understand the structure of this policy pattern better,
we will first take a look back at the so-called abortion compromise and the legal
regulation of PGD. Subsequently, we will briefly recapitulate the controversy
about PND in Germany and then show how the “No, but..” pattern plays out in
the case of NIPT.

“No, but...": The Abortion Compromise

In 1976, the German Constitutional Court determined that the liberalisation
of abortion law that the German Bundestag had passed in 1974 was unconstitu-
tional on the grounds that it violated the state’s duty to protect human dignity
as enshrined in Art.1 of the German Basic Law. Where human life exists, the
Court ruled, it enjoys human dignity (Bundesverfassungsgericht 1975).* The
development of human life was a continuous process that started with gesta-
tion at the latest; it was therefore unconstitutional to suspend the right to life
and human dignity for a certain period of life, even if this period was the first
trimester of pregnancy. However, the Court also established that under certain
conditions, namely a threat to the woman’s health (medical indication), birth
defects on the part of the child (embryopathic indication), rape (criminal indi-
cation), or a general situation of need (social indication), the foetus’ rights could
be balanced against those of the woman. The Court thus established a general
norm according to which the foetus’ right to life would - normally - outrank
the woman's right to self-determination. Simultaneously it established a list
of exceptions for which this norm would not apply and the foetus’ right to life
would not outrank the woman's right to self-determination. The “malformed”
foetus, as it was termed, thus constituted a case of exception that would sus-
pend its entitlement to life and human dignity. The right to the protection of
human dignity and right to life — the logical implication of the ruling - would
not apply to foetuses expected to have a “defect”; the legal status of the presum-
ably disabled foetus differed from that of the “normal” one. As a consequence,

4 An English translation is available at http://groups.csail.mit.edu/mac/users/rauch/nv
p/german/german_abortion_decision2.html (accessed 31 August 2021).
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the disabled foetus’ rights became a matter of case-by-case decision-making.
Note that the rationale for allowing abortions under certain circumstances was
not based on a womarn'’s fundamental right to bodily self-determination, but on
a rule-and-exception thinking, a “No-but” figure that seeks to uphold strong
normative principles grounded in a universalist deontological ethics but nev-
ertheless allows for decision-making on the question of which children should
be born and which not. This type of reasoning would eventually recur both in
the legal regulation of pre-implantation diagnosis and in the approach towards
NIPT.

Consequently, the Bundestag complied with the Court’s instructions and
passed an abortion law in 1976 that banned abortion in principle, but allowed
it in cases of a threat to the woman's health, rape, a general situation of need,
or “birth defects” of the child.

After German unification, a new law was passed in 1992 that, again, would
legalise abortion in the first trimester of pregnancy. Again, the Constitutional
Court ruled that it was unconstitutional and prescribed that abortion re-
main illegal - in principle (Bundesverfassungsgericht 1992). In response, the
Bundestag passed a new law in 1995 stipulating that first-trimester abortions
remain technically illegal, except in cases of rape or a threat to the woman’s
health, but they are not punishable if the woman has undergone proper coun-
selling (Deutscher Bundestag 1995). In case of a criminological (rape) or a
medical indication, abortion is not illegal and not punishable.

This law is still in place today. Thus, technically, it is based on the norm-
and-exception or the “No, but...” model, except that the person making the de-
cision is now the individual woman. Up to twelve weeks of gestation, it is she
who determines whether she is in a situation of exceptional distress that can-
not be averted in any other way than by terminating the pregnancy. The pre-
sumably disabled foetus, however, still constitutes a case of exception. The sit-
uation has also changed due to another significant change in the law: in 1995,
the Parliament also decided to abandon the embryopathic indication in re-
sponse to pressure from disability rights groups, who argued that it discrimi-
nated against people with disabilities (Deutscher Bundestag 1995). From a dis-
ability rights perspective, the decision backfired. De jure foetal abnormalities
no longer constitute a case of exception that justifies an abortion; in practice,
however, it is the individual woman who determines that the disabled foetus
poses a serious threat to her health so that she needs an abortion. Hence, the
medical indication has de facto substituted the former embryopathic indication
(Nationaler Ethikrat 2003: 63). However, since the 22-week time limit for medi-
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cal abortions was also abandoned, there is as a result no time limit on aborting
a presumably disabled foetus. Hence, we see a policy that was motivated by
moral concerns about selective abortion decisions but in effect individualised
them.

“No, but...": The Legal Regulation
of Pre-Implantation Genetic Diagnosis

A similar compromise was established for the issue of PGD. After longstand-
ing, controversial public debate that peaked around the years 1999 to 2002 and
again in 2010-2011, the Bundestag finally passed a law on PGD, the 2011 Pre-
implantation Genetic Diagnosis Act (Bundesgesetzblatt 2011).° The debate had
previously revolved around issues of a new eugenics, the status of the human
embryo, the lessons learnt from the Nazi past, the social implications of PGD
for women and people with disabilities, versus the desire of couples with an in-
creased probability of having a child with a certain genetically related disease
to have a child “of their own” not affected by the disease. The PGD Act inserted a
new paragraph into the existing Embryo Protection Act that would allow PGD
under certain conditions. The new paragraph stipulates, first, that perform-
ing PGD is illegal and can be punished with imprisonment of up to one year.
Next, it stipulates that performing PGD is not illegal in two exceptional cases:
if there is reason to assume that a couple has a “high risk” of having a child
with a “serious hereditary disease”, or if PGD is performed in order to establish
whether the embryo is affected by “serious damage” that with “high probabil-
ity” will cause a miscarriage or stillbirth. Neither the Act nor the amendments
pertaining to it, however, define the terms “serious”, “high risk” or “high prob-
ability”. Instead, it postulates that demands to perform PGD shall be submit-
ted to newly founded ethics committees at state level who then determine in
case-by-case decisions whether a risk is “high” and the damage is “serious”. In
more than 80 per cent of cases, a requestis approved (Albrecht and Griiber 2019:
88-89). Thus, the decision does not lie directly with the applicants but, in the
vast majority of cases, their individual demands are approved.

At the same time, the Embryo Protection Act continued to ban the use of
human embryos for any purpose other than its own preservation (Bundesmin-
isterium fiir Justiz und Verbraucherschutz 1990). PGD means that more em-

5 Gesetz zur Regelung der Priimplantationsdiagnostik (PriimpG), hereafter PGD Act.
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bryos are generated than will be implanted, so inevitably, some embryos will
be discarded because genetic anomalies are detected, and this inscribes a con-
tradiction into the law; it bans the destruction of human embryos in principle
but allows it in case of genetic disease or damage.

This tension between moral unease about selective practices and the dis-
inclination to take binding decisions to curb them also comes into play in the
controversy about PND and NIPT in Germany, as we will argue below.

The Prenatal Diagnosis Dispositif in Germany

The prenatal diagnosis dispositif, as Ilana Léwy (2014; 2017) terms it, formed
in the late 1960s and early 1970s in the context of intersecting developments in
society, medicine and law. Formative events were the emergence of amniocen-
tesis and obstetrical ultrasound, the decriminalisation of abortion, the shift
in many countries from legislation that would allow involuntary sterilisation
on eugenic grounds to a general legalisation of sterilisation on demand, based
on individual decision-making, and the framing of Down syndrome as a ma-
jor strain on public resources. In Germany, amniocentesis was first carried out
in 1970. From 1976 onwards, PND was included in the catalogue of antenatal
care services (Mutterschaftsrichtlinien) and covered by the statutory health insur-
ances (SHI) in cases of so-called pregnancies at risk.® The same year, a revision
of the Criminal Code allowed for abortion up to 22 weeks of gestation in the
case of foetal birth defects, thus opening the way to having an abortion follow-
ing the result of an amniocentesis. Subsequently, the number of amniocente-
ses performed increased sharply (Nippert 1999: 63; 2001: 294). In the 1980s and
1990s additional methods of prenatal testing were introduced, such as regular
ultrasound examinations in 1979, the “triple test” in 1988, nuchal translucency
(NT) measurement in 1996, and in 1999, the first trimester screening test (ETS),
which combines NT measurement with analysis of certain markers in the ma-
ternal blood to detect trisomies 21, 13 or 18 (Netzwerk gegen Selektion durch
Prinataldiagnostik 2002). Today, antenatal care regularly includes three ultra-
sound examinations, covered by the SHI. If there is an increased probability of

6 “Pregnancy at risk” is defined as a pregnancy in which there is reason to anticipate
an increased risk to the life and health of the mother or child based on anamnesis or
findings obtained (Kolleck and Sauter 2019: 25).
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genetic aberration or anomaly, the SHI will also cover an amniocentesis, chori-
onic villus sampling (CVS), ETS or additional ultrasound examinations. In the
absence of increased “risks”, ETS is offered as a private service.’

Prenatal testing has been a controversial issue in Germany since the 1980s
(Achtelik 2015). Criticism and concern are not limited to genetic or invasive
testing methods but refer to the purpose of selectively identifying foetuses that
are likely to be born with certain impairments or undesired variations from
standards of health and normality. In the absence of therapeutic treatment
options, critics argue, PND de facto operates as a selection technology, serving
to decide who should be born and who should not. Criticism comes from
pro-life actors, disabilities rights organisations such as the Bundesvereinigung
Lebenshilfe or the Aktion Mensch, and feminists who are in favour of the right to
abortion but nevertheless concerned about prenatal selection. One of the most
outspoken and longstanding organisations problematising PND, the Network
against Selection through Prenatal Diagnosis (Netzwerk gegen Selektion durch
Priinataldiagnostik), takes a decisively anti-eugenic and feminist stance.

The motives of this rather unusual alliance are diverse and overlap only
partly. They overlap mainly regarding their concerns about the reinforcement
of ableism in society, and otherwise range from anti-abortion attitudes to
concerns about an increasing focus on the foetus and its features in prenatal
care rather than on the woman and her needs, concerns about social pressures
on women to produce healthy and “valuable” children, to a more fundamental,
anti-capitalist stance against a lack of solidarity in society and increasing
norms of productivity and fitness imposed on individuals, a trend towards
further dismantling of the welfare state and shifting responsibility for health,
education and wellbeing onto the individual instead.

All these issues have resurfaced in recent discussions on NIPT. In addition,
there is increased concern that, due to its low-threshold nature, NIPT might
become standard practice in all pregnancies. Furthermore, it is likely to yield
significantly more information about the foetus than conventional methods
and thereby produce an information overload that cannot possibly be managed
by practitioners, genetic counsellors, or pregnant women (de Jong et al. 2010:
275; Schmitz 2016).

7 For practices and discussions of prenatal testing in Germany, see Baldus (2006); Wald-
schmidt (2006); Bundeszentrale fir gesundheitliche Aufklarung (2010); Bundesar-
beitsgemeinschaft der Freien Wohlfahrtspflege eV. (2013); Achtelik (2015); Wolff and
Graumann (2016).
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NIPT: An unsolvable dilemma?

NIPT was introduced in Germany in 2012 and has remained controversial
since. At present, it is available to detect trisomies 13, 18 and 21, some sex
chromosome aberrations such as Triple-X syndrome and Klinefelter syn-
drome, some microdeletions such as Cri du chat syndrome, and for foetal sex
determination® (Kolleck and Sauter 2019: 59; Stumm and Schréer 2018). Data
on the uptake of NIPT are hard to obtain since there are no publicly available
statistics on the matter. According to LifeCodexx, the most prominent German
test provider, 80.000 PraenaTests were performed in 2017, half of them on
pregnant women in Germany — equivalent to one in 10.000 pregnancies — and
the number of gynaecological clinics performing NIPT increased from 70 in
2013 to over 3.000 in 2018 (Kolleck and Sauter 2019: 145).°

Conflicts erupted around market approval, public funding, and most of all
around the issue of reimbursement by the SHIs. What sparked these conflicts
and what was at stake?

A central issue of contention was the question whether NIPT would lead to
further normalisation and routinisation of selective abortions and thereby in-
directly to reinforcing negative attitudes in society against people living with
disabilities. When LifeCodexx announced the upcoming release of its PraenaT-
est in 2011, a series of articles in the print media discussed concerns about a
trend towards the tentative pregnancy (Katz Rothman 1986), “eugenics from
below”, and an increasing number of abortions of children with Down syn-
drome.” A legal opinion commissioned by the Federal Government Commis-
sioner for Matters Relating to Persons with Disabilities (Beauftragter der Bun-

8 Technically, however, it is illegal in Germany to reveal the sex of the child during the
first twelve weeks of gestation.

9 The diffusion of NIPT might further a development that has been occurring for some
two decades now: the increased use of early-stage non-invasive testing and a concur-
rent decline in invasive testing (Kolleck und Sauter 2019: 44). For Bernhard Wieser
(2017: 62—63) this indicates that instead of one dramatic testing event, we typically
see a testing cascade that starts with low-level, non-invasive tests, such as ultrasound
and/or ETS, early in the pregnancy and proceeds to amniocenteses or CVS if the re-
sults are anomalous. Some scholars, however, expect that low-threshold NIPT might
also lead to more tests and consequently more positive results that need be confirmed
through invasive methods (Dondorp et al. 2015).

10  Articles appeared in Die Zeit, die Tageszeitung (taz), Siiddeutsche Zeitung, Frankfurter
Rundschau, Frankfurter Allgemeine Zeitung, Spiegel online and several regional papers.
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desregierung 2012) argued that prenatal testing for non-treatable conditions
such as trisomy 21 was incompatible with the UN Convention on the Rights
of Persons with Disabilities. Article 8 of the Convention stipulates that gov-
ernments have a duty to “combat stereotypes, prejudices and harmful prac-
tices relating to persons with disabilities” (UN CRPD Art.8 1(b)). In addition,
the opinion held, it was incompatible with the German Genetic Diagnosis Act,
which allows prenatal genetic testing for medical purposes only. In the absence
of therapeutic treatment options, the opinion argues, testing cannot and does
not serve a medical purpose. LifeCodex in return commissioned another le-
gal opinion arguing that the meaning of “medical purpose” should not be re-
stricted to “therapeutic purpose” (Hufen 2013).

Nevertheless, the PraenaTest received approval from the authority in
charge, the Regional Council in Freiburg in the state of Baden-Wiirttemberg,
who evaluated it in terms of safety and efficacy according to the Medical De-
vices Law (Medizinproduktegesetz), not in terms of ethical or social implications
(aerzteblatt.de 2012). In that context, the Premier of Baden-Wiirttemberg at
the time, Winfried Kretschmann (Greens), set the tone for the developments
to follow by framing NIPT as a matter of individual rather than political
responsibility:

Ultimately, the question is “abortion yes or no”. [..] These are very rare
cases of a virtually unsolvable dilemmas and moral problems the state
cannot solve. This question of conscience [..] has to be left to the woman
concerned (dpa 2012)."

In the course of this controversy, it became known that LifeCodexx had pre-
viously received government funding to develop the test. Critics argued that
this funding was, after all, a political decision, for which the government
was accountable. LifeCodexx had been granted some 300,000 euros from the
Federal Ministry for Research and Education for NIPT development (Bahnsen
2011) — a fact that caused considerable outrage, particularly among disability
rights organisations (Deutsches Down-Syndrom InfoCenter 2011; KIDS Ham-
burg 2012; Lebenshilfe 2011; Biindnis zum Welt-Down-Syndrom-Tag 2012;
Netzwerk gegen Selektion durch Prinataldiagnostik 2012). Later, in the course
of an inquiry by an interfactional group of parliamentarians in the Bundestag,
it turned out that the government had provided further funding of some
500.000 euros to develop an NIPT for the early detection of trisomy 21. The

11 Alltranslations from German to English by the authors.
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group of MPs demanded to know precisely how much money the government
had allocated to NIPT development and on what grounds. They also asked
explicitly what, in the government’s view, the medical purpose of the test
was (Deutscher Bundestag 2015: 5, 10). The government, however, never really
addressed this question. In their response, the government merely conceded
that “Im]edical progress constantly poses fundamental ethical questions. This
holds particularly true for the possibilities of prenatal and genetic diagnosis”
(Deutscher Bundestag 2015: 3).

They did not, however, specify what questions these were or in what sense
NIPT, in their view, was a case of medical progress. They merely proclaimed that
fundamental issues existed that should be addressed, but they did not address
them. In that sense, the response again exemplifies the ambivalence that char-
acterises the political take on NIPT in Germany in general; a lingering sense of
moral unease regarding practices of detecting and aborting disabled foetuses,
and at the same time a refusal to renounce these practices.

NIPT: Serving a Medical Purpose?

The question of whether NIPT serves a medical purpose has remained a mat-
ter of contention. Critics argue that it does not serve a medical purpose, since
currently it cannot open up any therapeutic options for the foetus. An organ-
isation for people living with Down syndrome argued that it would instead
reinforce the idea “of allowing socially desirable, well-standardised life only”
(Deutsches Down-Syndrom InfoCenter 2011). From this perspective, the gov-
ernment had effectively funded the development of selection technology. Pro-
ponents, in contrast, contend that NIPT will reduce the number of invasive
tests performed and thus the number of test-induced miscarriages, which in
their view counts as a medical purpose — this was also the view of the Federal
Government at the time (quoted in Deutscher Bundestag 2015: 4). Therefore,
some proponents argue, it should be made available to all pregnant women
(e.g. pro familia Baden-Wiirttemberg 2012). This line of reasoning was even-
tually adopted by the Joint Federal Committee, the G-BA (Gemeinsamer Bunde-
sausschuss), the body that decides which medical treatments, pharmaceuticals
and medical devices are covered by statutory health insurance in Germany. It
establishes a method’s or a device’s diagnostic and therapeutic usefulness, its
cost-effectiveness and its medical necessity. In 2019, the G-BA established that
NIPT for trisomies 13, 18 and 21 should be included in the catalogue of services
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covered by the SHI. This was preceded in 2013 by LifeCodexx applying to the
G-BA to include NIPT in the so-called trial procedure so that the test could be-
come an SHI benefit, which was accepted in 2014 (Gemeinsamer Bundesauss-
chuss 2014). The implementation of the decision in 2019, however, was contin-
gent upon the existence of “patient information”, which was finally presented
to the public in August 2021. Provided that the Federal Minster of Health does
not reject the decision from a legal point of view, reimbursement can start in
early 2022 (Gemeinsamer Bundesausschuss 2021). We will come back to this
point.

In Germany, some 90 per cent of the population are covered by statutory
health insurance funds. These are not direct state bodies but self-governing
entities in the corporatist tradition. The underlying idea is that the members
together form a “community of solidarity” (Solidargemeinschaft), the purpose
of which is to guarantee that every individual member will receive the medical
treatments, services and benefits they need, regardless of income or social sta-
tus. This is called the solidarity principle. The emphasis, however, is on medical
treatments and medically necessary applications; the community of solidarity
is not obliged to provide just any goods or services members need or desire;itis
explicitly not committed to reimbursing the cost of lifestyle products. Accord-
ingly, the G-BA is not in charge of assessing these. In practice, some health in-
surers nevertheless offer reimbursement for NIPT to their members on a good-
will basis (Krankenkasseninfo.de, n.d.).

The question of coverage by the SHIs, therefore, has important practical
and symbolic implications. Many experts and policy actors we interviewed in
our empirical study told us they expected the usage of NIPT to increase dra-
matically once it was covered. Furthermore, many argued that coverage would
send a strong symbolic message to society that detecting foetuses with trisomy
21 or other chromosomal aberrations was a perfectly normal and acceptable
thing to do, and therefore supported by the Solidargemeinschaft. The decision in
favour of reimbursement would be a signal to pregnant woman to use NIPT.
In this vein, for instance, the leader of a large self-help organisation for people
with learning difficulties told us:

Well, what | consider the main issue is that it may induce an attitude in
society that it is a matter of course, that it is completely normal [..] to do
the test for Down syndrome, that it completely goes without saying that
you don't give birth to a child with Down syndrome. [..] That there is such
a test is a signal to people with Down syndrome.
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Another interviewee, a pregnancy counsellor, expected that cost coverage
would lead not only to routine screening for Down syndrome but moreover to
a whole new range of tests to follow:

However, this is about something else: Do we really want to test our off-
spring for all disabilities that can possibly be discovered [..] is this what
we want? Since this is what is at stake.

Therefore, we contend, the question of whether or not NIPT serves a medical
purpose would fall squarely within the purview of this panel. Yet they never
addressed this issue directly, but avoided it.

After LifeCodexx submitted the application to the G-BA in 2013, the com-
mittee accepted it and launched an assessment procedure. By doing so, the
G-BA implicitly stipulated that NIPT would count as a medical method serving
a medical purpose; if it had found it would not serve a medical purpose, the
matter would not fall within its remit. The decision met with vocal criticism
from disability rights groups, pro-life actors, and feminist and anti-eugenic
critics of PND. An alliance of civil society organisations and parliamentarians
issued position papers, statements and open letters, voicing concern that pro-
viding the test for free would pave the way to routine screening for Down syn-
drome and other chromosomal or genetic aberrations, and demanding that
G-BA take social and ethical aspects of the matter into account.

At the heart of the controversy, which is still ongoing at the time of writing,
was and remains the question of medical purpose. Advocates stress NIPT’s po-
tential to reduce the number of invasive tests performed and thereby of test-in-
duced miscarriages — implicitly meaning miscarriages of non-affected foetuses,
while critics deny that the tests can open up any other option than to terminate
the pregnancy. One interviewee, a disability rights official, put it like this:

This test serves exclusively, in my view, the purpose of selection. And when
someone says, it is just so that one knows, then one wonders why a health
insurance fund is possibly going to spend millions just so that anybody
can know anything?

Similarly, an open letter to the G-BA in 2016 by a number of feminist and anti-
eugenic civil society organisations objected that the concept of medical neces-
sity in antenatal care had increasingly adopted the meaning of “screening for
foetuses with disabilities” (Gen-ethisches Netzwerk e. V. et al. 2016). Critics
called for a broader societal debate on NIPT and its social and ethical impli-
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cations, rather than treating it as a matter of safety and efficacy in a merely
technical sense.

The G-BA conceded that NIPT “touched upon fundamental ethical ques-
tions that had to be taken into account” (G-BA 2016). Members repeatedly ex-
pressed their concern but nevertheless decided against addressing social and
ethical issues. The G-BA, in their view, was not the right body to deal with this
type of issue; they did not consider themselves responsible for addressing the
social and ethical implications of NIPT. The question remained, however: Who
else was?

In August 2016, the G-BA decided to clear the way for reimbursement
of NIPT for detecting trisomy 13, 18 and 21. The decision was preceded by
a surge of position papers, statements, and open letters from civil society
organisations and parliamentarians who were concerned that reimburse-
ment would pave the way to routine screening for Down syndrome and other
chromosomal or genetic aberrations. Nevertheless, the G-BA commissioned
a so-called “patient information™” on NIPT for trisomies 13, 18 and 21, which
formed the prerequisite for implementing the decision. Patient information
is a brief brochure for patients and doctors that informs them about the scope,
purpose and possible risks of the treatment or drug in question. Nevertheless,
unease about fundamental ethical issues at stake persisted in civil society, in
the Parliament, and in the G-BA itself. This became apparent when the chair
of the G-BA approached the Health Committee of the Bundestag in March 2018
with a letter pointing out that the scope of NIPT would expand in the near
future and raise fundamental ethical questions (Beeck et al. 2018). Therefore,
he demanded, it was “imperative to launch a parliamentary discussion and
consensus-building on the question of whether and to what extent molecular
genetic testing procedures can be used in pregnancy” (Hecken, quoted in
Fricke 2018:2). In response to this letter, a group of ten MPs from different
political factions issued a position paper in October 2018, also demanding a
public and parliamentary debate on the matter (Beeck et al. 2018). Questions
to be addressed in such a debate would include:

What could a procedure look like that would serve to assess ethically con-
tested diagnostic and therapeutic procedures in the future? Which body

12 The correct translation would be an “information leaflet for the members of the statu-
tory health insurance schemes” (Versicherteninformation), but for the sake of briefness,
we use the term “patient information”.
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should deal with these ethical questions, and within which framework?
[..] What can we do to counteract prejudices against people living with
disabilities, and how can we further improve the participation of disabled
people and their families? (Beeck et al. 2018: 2)

The Bundestag, in fact, did address the matter and held an “orientational de-
bate” in April 2019. It took two hours and focussed mainly on ethical questions
(Deutscher Bundestag 2019), but remained inconclusive; it did not touch upon
institutional issues of how to govern NIPT in the future, or produce any deci-
sion.

In 2021, following the production of the patient information, a new online
campaign was launched by civil society organisations, demanding that pre-
natal selection through reimbursement for NIPT be stopped. The campaign
primarily addressed the Bundestag, demanding that they enforce a return of
the SHI to its “actual task under §1 SGB V”, i.e. the provision that it cover
the costs of medically necessary treatment. In addition, the campaigners de-
manded that the Bundestag curb unrealistic promises made by test producers.
The test, they insist, cannot guarantee a healthy child, nor can it offer any
treatment options for children with disabilities.

In August 2021, a preview of the patient information on NIPT for trisomies
13, 18 and 21, which forms the precondition for implementing the reimburse-
ment policy, was published. Pending its approval by the Federal Minister of
Health, the reimbursement policy is scheduled to startin early 2022. From then
on, women can be reimbursed for an NIPT for trisomies 13,18 and 21 — “in well-
founded exceptional cases” and after obtaining medical counselling (Gemein-
samer Bundesausschuss 2021). The policy does not define what “well-founded
cases” are, but leaves this decision up to the individual woman and her doc-
tor. This scheme, as Christoph Rehmann-Sutter and Christina Schiies (2020)
argue, differs from that of many other countries in that it does not specify a
quantitative risk threshold as an entry requirement for NIPT (or reimburse-
ment) — which is remarkable since the G-BA has stated explicitly and repeat-
edly that reimbursement should be limited to exceptional cases and not lead
to routinisation of NIPT. In effect, however, the policy amounts to NIPT on de-
mand:itis sufficient for the woman to expresses anxieties about possible foetal
Down syndrome or trisomy 13 or 18 to have free access to the test.

The related press release from the G-BA again sums up the characteristic
combination of moral concerns and an individualisation of decision-making
and accountability. Here, the chair of the G-BA again justifies the committee’s
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reimbursement decision: “It is rationally as well as medically right to offer a
safe alternative to those pregnant women for whom the knowledge of a trisomy
is personally important” (Gemeinsamer Bundesausschuss 2021: 1). Yet at the
same time it calls for legislation, shifting the responsibility for NIPT policy to
the Parliament:

If we are serious as a society and consider a clear set of legal rules for
dealing with non-invasive prenatal diagnostics to be appropriate, the Par-
liament must address these ethical and moral questions in light of the
ever-evolving innovations (Gemeinsamer Bundesausschuss 2021: 1).

At present it seems highly unlikely that the Parliamentis inclined to respond to
the demand and enact binding legislation. De facto, we can conclude, NIPT in
Germany is governed by a combination of consumer choice and public cost cov-
erage: the producer offers tests on the market, the individual woman chooses
to take them, and the statutory health insurance covers the cost. This arrange-
ment, we would hold, sets high incentives for private sector companies to de-
velop and market further tests for further conditions; the current policy pro-
vides no clear rationale or criteria for confining reimbursement to trisomy 13,
18 and 21.

Conclusion

NIPT is still a matter of controversy in Germany, evoking a sense of moral
unease and some outright protest. Nevertheless, the policy approach that
has emerged to date effectively results in a combination of individualised
decision-making and public reimbursement. It thus shows a pattern that has
already characterised the German policy approach towards selective abortion
and pre-implantation genetic diagnosis. We have termed it the “No, but..”
approach here. It stipulates that selecting which kind of children are desirable
and should be born and which not is morally wrong or at least problematic in
principle, but permissible under certain conditions. Whether these conditions
apply or not is then a matter of case-by-case decision making by professionals
in consultation with the individual — or, in practice, the other way round.
With NIPT the decision is delegated to the individual woman, although she
is advised to seek counselling. Thus, we see a tension between a moral un-
ease towards selective practices on the one hand, and a reluctance to impose
effective restrictions on the other. In effect, the tension is being resolved
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through individualised decision-making, loosely coupled with professional
consultation.

Early on, NIPT in Germany was defined as a deeply personal matter, akin
to abortion. By doing so the responsibility for dealing with it in a morally and
socially acceptable manner was shifted onto the individual, away from the level
of policy-making. This move, however, also obscured policy decisions that had
effectively been taken, namely the decision to support the development of the
test through public funding. Moreover, we contend, the decision by the GBA to
launch an assessment procedure and open the way to reimbursement, the de-
cision to commission a patient information before the assessment procedure
was completed, the decision to reimburse NIPT for trisomies 13, 18 and 21 on
demand and without specifying further requirements — these were political
decisions as well. In short, the decision to leave decision-making to the indi-
vidual is a political one. This is all the more important as reimbursing NIPT
on demand provides a strong incentive for manufacturers to further promote,
diffuse and expand their products. Thus, a politics of individualising NIPT
inevitably has social and economic implications that may reinforce a self-
propelling dynamic of normalisation and routinisation, whether politically
intended or not.
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Commentary - “Yes, but...” vs. “no, but...":
Ambivalences towards Prenatal Diagnosis in Israel
and Germany

Kathrin Braun, Sabine Kdnninger, Aviad Raz

The differences between Israel and Germany in terms of policies, practices and
attitudes towards prenatal diagnosis and selective abortion are significant.
They are deeply embedded in cultural scripts and institutional frameworks,
and are remarkably persistent. These differences have often been explained
by referring to religion (Judaism vs. Catholicism) and different lessons learnt
from the Nazi crimes (the need for self-protection for the Jews vs. the universal
protection of human dignity). Yet these broad-brush explanations can easily
prevent us from seeing other differences or similarities between them, as well
as ambivalences and contradictions within each country. Our case studies and
our conversations with each other, especially about the development of non-
invasive prenatal testing (NIPT), give us a more nuanced picture. Although
political and cultural differences remain strong, the comparison of NIPT reg-
ulations and debates in Germany and Israel also highlights some similarities
and convergence. This convergence is reflected in saying “no, but” to NIPT as a
public health service in Germany, and “yes, but” in Israel.

In Germany, NIPT is a controversial issue that raises concerns about the
routinisation of selective abortion, eugenic pressures on (prospective) parents
to produce fit and healthy offspring, and a hostile societal attitude towards
people living with disabilities. Despite protests notably from disability advo-
cacy groups against reimbursement by the statutory health insurance, the rel-
evant authority has decided to reimburse the test for trisomies 13, 18 and 21,
theoretically on a case-by-case basis, thus saying “no, but” to NIPT.

In Israel, by contrast, NIPT is largely seen as a means to reduce suffering
and strengthen parental reproductive autonomy, and this view is shared by
representatives of disability advocacy organisations. There have been no fun-
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damental ethical or political concerns about routinisation of NIPT. Yet while it
is widely accepted as a public health instrument, it has not been included in the
national Health Basket and is thus not covered, even on a case-by-case basis.
This shows that in addition to cultural values and ethical principles, budgetary
aspects also play a role in shaping NIPT policy. Thus, Israel in a sense said “yes,
but” to NIPT.

Economic factors figure in yet another way. In Israel, NIPT is provided by
international companies (under arrangements with the Israeli medical sys-
tem). In Germany, by contrast, there is a strong local provider, the biopharma
company LifeCodexx, which received public funding to developing its NIPT
product. It seems that promoting the local economy in this case outweighed
moral concerns about the technology.

Thus, we can say pointedly that in Israel, NIPT receives moral support from
the government, while in Germany, it receives financial support.

One convergence that can be seen concerns the individualisation of deci-
sion-making about selective testing. In Israel, reducing the prevalence of ge-
netically related diseases through the use of prenatal testing is an accepted pol-
icy objective, but nevertheless the genetic counselling of prospective parents is
ideally non-directive and the ultimate decision is left to them. In Germany, this
objective does not exist, atleast not in public discourse, even if in the case of the
NIPT the reimbursement of costs by the statutory health insurance can be read
as de facto encouragement to use the test. Here too, counselling is supposed to
be non-directive and the decision is left to the individual. The ultimate decision
to perform a selective abortion is even more individualised and liberalised in
Germany, since women can have a mid- or late-term selective abortion on the
basis of a decision made by the individual woman and her physician, whereas
in Israel such requests have to be approved by a committee. Thus, in both coun-
tries, any possible proliferation of reproductive selection practices can be inter-
preted as the result of self-determination, and accountability for it is placed on
the individual. Yet leaving the choice up to the individual is a political decision
too: a politics of individualising NIPT has social and economic implications. It
can place further pressure on women and couples in general, not least through
the marketing strategies of companies interested in increasing their sales.

Ideological differences notwithstanding, then, we also see commonalities
between the two countries. Both Israel and Germany use the solidarity princi-
pleinhealth care, and in both countries PND and NIPT are quite common prac-
tice. In both countries it is also possible to have a selective abortion following
prenatal testing, although based on different juridical constructions. In Israel,
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the reason for an abortion may be given as a disability or genetic disposition of
the foetus. In Germany the embryopathic indication has been officially aban-
doned, but a mid- or late-term abortion can still be legal if the woman argues
that continuing the pregnancy would endanger her own physical or psycholog-
ical health.

Yet we also see internal ambivalences, cleavages and incoherencies in both
countries: PND and NIPT are not uniformly welcomed or rejected in either
country. In Germany, the dividing line runs along political, ethical and partly
religious differences, with ablebodiedness being a relevant category; in Israel
it maps along lines of ethnicity, religion and social class.

Both countries have seen an increasing influence of commercial logics and
market forces in health care, which have an impact on the use of NIPT. Despite
the principle of solidarity in the health care system of both countries, inter-
fund competition has led health insurance funds to cover NIPT on a voluntary
basis in order to attract and attain members. We conclude that more research
is needed to better understand the both enduring differences between the two
countries, and the similarities, common trends and tendencies, internal dif-
ferences and ambivalences. Having direct conversations and exchanging ex-
periences, views and perspectives is certainly a good way to get there.
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6. Views on Disability and Prenatal Testing
Among Families with Down Syndrome
and Disability Activists'

A Comparative Analysis of Interviews
from Germany and Israel

Tamar Nov-Klaiman, Marina Frisman, Aviad E. Raz, Christoph Rehmann-Sutter

Over the last decade, non-invasive prenatal testing/screening (NIPT/NIPS) has
become part of prenatal care in many countries. The technology is based on
the presence of cell-free foetal DNA in maternal plasma and can be used early
- from 9-10 weeks of gestation — and without the risk of miscarriage asso-
ciated with invasive prenatal testing such as amniocentesis. However, being
a screening test, a positive result requires confirmation by a diagnostic test,
usually amniocentesis. Currently NIPT is used primarily to detect chromoso-
mal abnormalities — trisomies 13, 18 and 21, with or without sex chromosome
aneuploidies — with highest accuracy in the detection of Down syndrome (DS)
resulting from trisomy 21 (Mackie et al. 2017).

Due to its special characteristics, NIPT has heightened the social and
bioethical debate that on the one hand argues that prenatal testing supports
the autonomy of prospective parents (Chen/Wasserman 2017), and on the
other criticises it as a new form of eugenics (Thomas/Rothman 2016). The
current controversy is by no means new and has accompanied prenatal testing
since its introduction in the 1970s (Lowy 2017; Meskus 2012). The ethical debate
about prenatal testing is constantly evolving, thereby providing a dynamic

1 This paper has been previously published in the journal Social Science & Medicine, 303
(2022) 115021 (https://doi.org/10.1016/j.socscimed.2022.115021). License: https://driv
e.google.com/file/d/iwwEodUZIlgqoskhrwTnHfRsLHvqpZIZP/view?usp=sharing We
are grateful for the opportunity to present our study also in the context of this book
publication.
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standard against which to appraise lay ethical opinions. Various perspectives
are brought to the debate, including foetal rights, disability rights, feminist
and medical perspectives, and parental autonomy (Bayefsky/Berkman 2022;
Lowy 2018; Perrot/Horn 2021; Rehmann-Sutter 2021; Stapleton 2017). Little
is known about how the changes in prenatal care are perceived by families
who already have a child with one of the conditions for which NIPT tests. DS
is especially sensitive in this regard, since it is a condition that is compatible
with life. The experience of having a child with DS might influence parents’
images of what it means to have such a disability and - as a result — how the
practice of prenatal testing, and in particular NIPT, is to be evaluated. This
article presents results from a qualitative study in Israel and Germany - two
countries with divergent public views on and regulation of genetic testing—
based on in-depth interviews with family members of individuals with DS
and with disability activists.

Objectives

Since many perceive NIPT to be mainly targeting DS, and because of the test’s
potential to significantly reduce the birth rates of individuals with DS and to
affect society’s views of DS, DS organisations and families of individuals with
DS are prominent stakeholders in the debates about testing. One example is
the “Don't screen us out” campaign, which was launched in the UK in response
to the decision to publicly fund NIPT in pregnancies at high risk of trisomy 21,
13 or 18 (Ravitsky 2017). The aim of our study is to explore the views of activists
and family members of individuals with DS regarding prenatal testing in gen-
eral, and NIPT in particular.

Previous studies have shown a spectrum of attitudes toward prenatal test-
ing among parents and siblings of children with DS (Bryant et al. 2005; Inglis et
al. 2012). In a study by Kellogg et al. (2014), North American mothers acknowl-
edged the impact NIPT might have, i.e. that it might lead to increased rates
of terminating affected pregnancies, reduce the availability of services for per-
sons with DS, and increase social stigma. However, more than half the partic-
ipants said they would consider using NIPT in future pregnancies. The study
by van Schendel et al. (2017) of Dutch parents’ views of NIPT showed positive
attitudes linked to the test’s accuracy and safety. The test was appreciated for
reducing false reassurance, reducing unnecessary invasive procedures, and en-
abling preparation for a child with special needs. Early uptake of the test was
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seen positively when termination of pregnancy is sought, due to reduced ma-
ternal-foetal bonding. However, some feared that this would result in less con-
sidered terminations that could eventually lead to regret. Dutch parents also
shared expectations of a rise in abortion rates, leading to less acceptance of
individuals with DS and fewer resources available to them.

One critique raised repeatedly in these studies concerns inaccurate and
imbalanced information about DS provided by medical professionals (Kellogg
et al. 2014; van Schendel et al. 2017). Balanced information is necessary to
make considerate and responsible decisions — as early as the stage of deciding
whether to take the test, and when deciding how to act following anomalous
results (Asch/Wasserman 2009; Kellogg et al. 2014; Skotko et al. 2011). As many
authors have stressed (an authoritative statement can be found in Nuffield
Council on Bioethics 2017), “balanced” means including direct experiences and
views of people with DS and their families.

Parents raising a child with DS described both positive and negative ex-
periences (Cuskelly et al. 2008; Farkas et al. 2019). For some, the personal ex-
perience strengthened their existing views, further underlining the desire to
avoid disability in order to prevent suffering. Others reported a drastic shift
away from concern and rejection to acceptance of disability and appreciation
ofits positive effects on their lives and its contribution to social diversity (Nov-
Klaiman et al. 2019).

Comparing German and Israeli interviewees allows us to explore the ef-
fects of culture and societal context (Melhuus 2002) on the lived experiences
and perceptions of family members of persons with DS, as well as disability
activists, regarding disability and prenatal testing. Inter-cultural compar-
isons, particularly of societies with contrasting regulation, are a strong tool to
explore the shared vs. local factors, whether historical, cultural, financial, or
religious, affecting usage of genetic services. Moreover, the specific case of an
Israeli-German comparison contributes to a perspective that goes beyond the
Eurocentrism characterising much of western science (Posholi 2020). Indeed,
previous studies have shown substantial differences between Germany and
Israel, e.g. the attitudes of laypeople towards genetic testing for late-onset
diseases or testing of adults (Raz/Schicktanz 2009a; b). Other work, however,
has mainly studied the views of genetic professionals (Hashiloni-Dolev 2007;
Hashiloni-Dolev/Raz, 2010; Hashiloni-Dolev/Weiner 2008; Wertz/Fletcher
2004). Both the findings from these works and the legal and regulatory frame-
works in these countries indicate that Israel adopts a relatively liberal and
supportive approach to genetic testing, whereas Germany is rather restrictive.
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The attitudes towards genetic practices in Germany and Israel cannot be
considered without acknowledging their historical roots. Advances in genetic
technology and the ever-growing testing options that come with it have been
related to eugenics, although in different ways, by the general public as well
as in the clinical or the bioethical discourse. Hashiloni-Dolev and Raz (2010)
found that German genetic counsellors regarded Nazi eugenics as setting
moral limits for contemporary practices, and highlighted the value of diversity
in society. Interestingly, while the Holocaust is considered a primary defining
element in Israeli culture (Zertal 2005), many Israeli genetic counsellors have
dismissed the idea that the lessons learnt from Nazi eugenics should guide
their current work and have detached their practice from historic atrocities
(Hashiloni-Dolev/Raz 2.010).

The very event that drove Germany to its restrictive approach is arguably
the same event that underlies Israel’s contrasting outlook. This culture, still
bearing the powerful memory of victimhood in the Holocaust, emphasises
survival (Chemke/Steinberg 1989) and prioritizes strong Israelis, thereby leav-
ing little room for disability. Weiss (2004) has suggested that both the Zionist
movement, which aspired to the rehabilitation of the Jewish body, and the
Jewish religion, which is not tolerant of severe physical and mental disability,
are further reasons for the Israeli aspiration to competent and whole bodies.
In Germany, the Holocaust is a collective trauma of guilt experienced by de-
scendants of a generation of perpetrators (Bar-On 1989) who must distance
current practices of “selective” termination of pregnancies from eugenics (Foth
2021; Rubeis 2018).

The aim of this study is to explore the views of disability activists and fam-
ily members of individuals with DS. It would be particularly interesting to un-
derstand this group of concerned people, since they might have insight into
the ambivalence towards testing for DS, or might be offended by DS screening
programmes such as NIPT. Expert ethical evaluation offers only one layer for
the comparison of cultures. Moral reasoning provided by laypeople, although
informal and ambivalent, is the one we live by’ (Raz/Schicktanz 2009a). We
draw on interviews with laypeople belonging to these groups for a descriptive
analysis rather than an evaluative one. Previously (Nov-Klaiman et al. 2019), we
have studied qualitative interviews with this group in Israel. Now we present a
comparative interpretation and evaluation of an Israeli-German sample. In the
comparative analysis we focus particularly on how participants made sense of
the relation between parental responsibility, views on disability and NIPT/pre-
natal testing. This analysis will hopefully contribute to a better understanding
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of the perceptions of those who are particularly concerned with DS in Israel
and Germany.

Methodology

As partof alarger project to compare prenatal diagnosis in Israel and Germany
that began in 2017, semi-structured interviews were conducted with different
stakeholders in both countries, following IRB approval from the research
ethics committees at the authors’ respective universities. Interviewees in-
cluded health professionals specialising in obstetrics and gynaecology and/or
genetics; women without unusual medical family history; parents or other
close family members of children with DS; and disability activists. In total, 42
interviews were conducted in Germany and 52 in Israel. Stark differences in
themes between Germany and Israel emerged from the interviews with family
members of children with DS and DS organisation representatives, who are
the focus of the comparative analysis conducted for this article. Data reported
in this work reflect interviews conducted throughout the project. Over this
period, two relevant changes in healthcare policies took place. In Germany it
was decided in 2019 that NIPT would be covered by public health insurance in
individual cases. In Israel, in 2018 parents of children with DS became eligible
for a 100 per cent social security disabled child allowance, which until then
had been determined on a case-by-case basis.

Participants

The inclusion criteria for interviewees selected for the current study were
having a child or a close family member with DS or being a DS organisation
representative, i.e. stakeholders with a direct experience of DS who are there-
fore those arguably most concerned by the possible effects of prenatal testing.
The term ’activists’ refers to office holders and representative of DS-related
organisations and self-help groups. Some respondents were both parents and
activists. Israeli participants were Jewish individuals belonging to a spectrum
of religiosity — secular, modern Orthodox and ultra-Orthodox — and they
varied in their ages and number of children. The recruitment process began
by contacting five representatives of Israeli DS organisations — of whom four
are also parents of children with DS — who agreed to participate in the study.
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These representatives assisted us, through their social networks, in recruiting
additional participants. Using the snowballing method, 21 interviews were
conducted with Israeli organisation representatives and parents of children
with DS. In some cases, the child with DS was born before NIPT was available.
Sixteen German participants were recruited via information brochures dis-
tributed at obstetric/gynaecological and midwifery practices and pregnancy
counselling centres, through online posts and snowball sampling. Twelve of
the German interviewees have a family member with DS. Four interviews were
conducted with disability activists (one of them parenting a child with DS).

All respondents received a recruitment letter describing the study. They
agreed to participate and signed an informed consent form. Interviews in
Israel were conducted by the first author (a PhD student in medical sociology
with training in qualitative methodology), and in Germany by two medical
anthropologists trained in qualitative methodology. There was no professional
relationship between the interviewers and the interviewees. Consistency be-
tween interviewers was maintained by using the same interview guide and
comparing interview analysis in team workshops.

Instrumentation and procedures

The research team used an interview guide, which was structured to probe
participants’ experiences and views of disability, the impact of having a child
with DS on subsequent pregnancies and their management, attitudes to-
ward prenatal testing (with a focus on NIPT), and the consequences of these
technologies, for the respondents and for society at large. DS organisation
representatives were also asked about their organisation’s official position.
Some questions explicitly probed moral views, e.g., “Does prenatal testing
carry in your opinion any specific message to individuals with DS or other
disabilities and their families? If so, what kind of message?”, and “What do you
think of the decision of some prospective parents to terminate pregnancies
diagnosed with DS?”. Additional questions considered broader frames of
influence, for example "How would you describe the influence of your commu-
nity in deciding about taking the test?”. Data were collected in both countries
through semi-structured interviews in the local languages (German in Ger-
many and Hebrew in Israel). Interviews were carried out in person or over
the telephone and lasted between 45 and 90 minutes. They were transcribed
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verbatim and anonymised. Thematically selected quotes were translated from
these languages into English and given pseudonyms.

Data analysis

This study pursued a descriptive rather than an evaluative analysis. Classify-
ing statements as ethical was discussed by team members during the thematic
analysis. We were looking for references of the respondents to the benefits and
harms of prenatal testing and whether they considered them good or bad.

In each country, interview transcripts were coded and analysed themat-
ically, based on the grounded theory approach (Strauss/Corbin 1990). Coding
served to identify recurring discursive themes and categories of themes within
and across groups of participants (e.g. users and non-users of NIPT, secular
and religious, and German and Israeli) (Denzin/Lincoln 1994). Interviews were
translated to English to enable their reading by both German and Israeli team
members. The research team discussed the first few interview transcripts to-
gether, examining the relevance of the themes and agreeing on needed mod-
ifications and reclassifications. The first author then continued with the cod-
ing, discussing new findings as they appeared and their relationships to the
codes in team meetings, where agreements were reached to prevent the po-
tential bias of a single rater. The iterations stopped when all authors agreed on
all the themes and no new themes were identified, suggesting that theoretical
saturation of the sample was achieved, taking place after analysing about half
of the interview transcripts (Corbin/Strauss 2008). Preliminary codes, such as
views about disability, and arguments supporting and opposing NIPT, were
established following a review of the literature prior to the interviews. Fur-
ther themes — mainly those related to the social context which is characteristic
of each location and associated with decision-making about pregnancy man-
agement — were identified from the transcripts. As interview transcripts were
read and discussed together by both German and Israeli team members, foci
of comparison emanated from this dual juxtaposition of cultural perspectives,
exoticising “the familiar” and familiarizing “the exotic”through mutual reflec-
tion (S@rensen 2010).
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Results

The views of parents and activists are presented together since we did not find
differences between these groups. Respondents who are both parents and ac-
tivists presented comparable views in both their roles. In addition to present-
ing themes on views about disability (ii) and arguments supporting and oppos-
ing NIPT, which were drawn from the preliminary literature review, we focus
onthe emerging theme of responsibility as (future) parents (i). We also describe
three additional themes that were commonly found to form the argumentation
for the respondents’ views on NIPT: (iii) eugenics, (iv) guilt, and (v) perceptions
of how prenatal diagnosis and disability are publicly seen.

*Abbreviations:
IL=Israel; GE=Germany; P=Parent/family member of an individual with DS;
A=Activist

(i) Responsibility as parents

Many Israeli respondents linked testing with parental responsibility, arguing
that there is a duty to avoid suffering by preventing disability. This was a recur-
ring theme, as clearly described by Efrat:

A friend of mine was pregnant around the same time | gave birth to my
child and she decided not to have the tests, and | remember that in my
view it was “How can you be a friend of mine, see what happened to us
and decide not to have the tests?” It was extremely irresponsible in my
view. (IL, P Efrat)

Anna-Lena, a German parent of a child with DS, made a parallel reference to
other women who use prenatal screening tests, however in a completely oppo-
site sense:

| also notice that when | talk to other pregnant women, if they say they
are going for a nuchal fold scan, | think, “Why are you really doing this?” |
mean, “Would you not want a child if it had something like this? And you
know my child!” (GE, P, Anna-Lena)

While Efrat questioned the responsibility of her friend’s decision not to test,
Anna-Lena questioned other women's decision to test. Both critiques are moti-
vated by their own situation with a disabled child, which in each of their views
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clearly demands a different decision. While having a child with DS can evi-
dently entail very different experiences for parents, we found that the view
in favour of testing was common amongst the Israeli respondents while the
view against taking the tests for granted was more common amongst the Ger-
man respondents. Both women essentially argued: How can you see me and my
child with DS and still make the decision you have? In their respective socio-
cultural contexts, it seemed appropriate to reach opposite conclusions from
observing the situation parents of children with DS are faced with. This is a
strong recurring signal throughout the interviews.

Within the Israeli secular community, aiming for a healthy child is con-
sidered an accepted norm and the expecting parents’ right, perhaps even their
duty. Using testing and pregnancy termination to avoid disability is therefore
clearly articulated and not a taboo. In contrast to the common secular Israeli
perception of a duty to test in order to “ensure” healthy children, German par-
ents emphasised their perceived duty to accept the child no matter what. Par-
ents did not see themselves as being entitled to perfect children.

| don't think you have a right to a healthy child. Well, | don’t think you
have any right to it. | mean, you get pregnant and | think you simply accept
that things won't all go smoothly. (GE, P, Lena)

Holding the view that responsibility during pregnancy is exercised through
testing, especially in light of their personal experience, some of our Israeli
interviewees expressed their wish to maximise the detection of possible ab-
normalities in subsequent pregnancies. That is, they would not “settle” for
a screening test such as NIPT because it can only detect a limited scope of
conditions and can produce false results.

N: If | were pregnant now, | would have performed chorionic villus sam-
pling at the beginning of the pregnancy.

I: So NIPT is no longer an option for you?

N: Of course not. Come on, you don't fall into the same pit twice. It wasn't
a minor tumble. It isn’'t, you know, a tiny scratch on your little finger. (IL,
P Noga; had a False Negative result with NIPT)

In comparison with the Israeli sense of duty to eliminate uncertainties in preg-
nancy through testing, accepting the uncertain nature of pregnancy was more
characteristic of the German respondents. This could be related to a general
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acceptance that one cannot — and therefore should not — make all efforts to
protect oneself from the risks associated with pregnancy and childbearing. The
tests are often regarded as providing false reassurance, as explained by Paula:

Well, it really is outrageous. What kind of security is there during preg-
nancy that everything will be okay in the end? It just doesn’t exist. [...] The
tests make us go into things completely naively in the hope that afterwards
I'll be safe and know that everything is fine. (GE, P, Paula)

In Germany, “disability and responsibility” were connected too, though in a dif-
ferent way than for the Israeli respondents, due to their alternative interpreta-
tions of these concepts. A common German rationale that we found was that
testing is a means to detect disability, which responsible parents need so they
can prepare themselves and their environment for the child. Some respondents
saw this as crucial. An understanding environment of family and friends would
provide parents with the support and love they felt they needed in their time of
difficulty. Interviewees described, in contrast, the difficulties experienced by
other parents who were unable to build on supportive environments.

The preparation enabled by NIPT came in the form of emotional readi-
ness as well as practical arrangements. The following quote from Tanja demon-
strates how testing enables emotional preparation — a topic that was repeatedly
mentioned by our German respondents:

So | gave birth and | knew that my child had Down syndrome and | was
glad that he was there. | know a lot of other women who didn't know it
and had children with Down syndrome [...] and fell into a very deep hole.
No, well, all the grieving | did in the decision-making phase, when | was
going through prenatal diagnosis. They had to do all that grieving after
the birth. (GE, P, Tanja)

Practical preparation included choosing a suitable hospital in which to give
birth according to the diagnosed condition or choosing appropriate health in-
surance. The following quote demonstrates how knowing in advance helps in
making the necessary healthcare arrangements for the future child.

The detailed diagnosis, which we did with both children, is something
that for me can perhaps influence the decision about which hospital to
give birth in. You can also fix some things before the birth. | mean it also
has a curative aspect, so not just a selective one. (GE, P, Beate)



Nov-Klaiman/Frisman/Raz/Rehmann-Sutter: Views on Disability and Prenatal Testing

Testing was appreciated by both Israeli and German respondents because it
provided knowledge, and not just for practical reasons: it also gave expecting
parents peace of mind when the results were normal, or certainty when there
was an indication of anomaly in pregnancy. Tirzah from Israel explained why
she chose diagnosis by amniocentesis following an ultrasound that suggested
DS:

[Confirmation by amniocentesis] allowed me to prepare. | had the time to
think what | wanted to do. | think it was very good for me to know this. It
gave me the option to choose and later to remind myself that this was my
choice [to give birth to him]. Knowing that it was my choice helped a lot.
This feeling that it didn't “fall” on me, but it was my own choice. A choice
made with logic and with the will to deal with something different. (IL, P,
Tirzah)

Lisa from Germany also described in her words the benefits of knowing. For
her, testing was a key to eliminating uncertainties and their associated dis-
comfort and potential shock at birth.

And then it was somehow so clear to us that we just wanted to know. |
mean, | didn’t want to go through this whole pregnancy — mhm — [I didn’t
want to] wander around with such an uncomfortable feeling, is it like this
or isn't it, and somehow it was also clear that we didn’t want our first
greeting of this child when it’s born to be perhaps shock or something like
that. (GE, P, Lisa)

In addition to these positive effects of NIPT, German respondents also con-
veyed a great deal of criticism beyond that relating to an erroneous sense of
security and control. Similar to a common argument among Israeli ultra-Or-
thodox respondents, a repeated rationale of the German respondents who crit-
icised the tests was the emotional distress they provoked, and the agony related
to the decision-making that followed. Even if the results are correct, the tests
are blamed for putting women in situations where they have to make decisions
they would rather not. Interviewees like the activist Liselotte emphasised the
right not to know.

The more tests you do, the more decisions you have to make. | mean, the
famous right not to know [...]. | mean, the easier it is to carry out a test,
the easier it is for you to take the test, and afterwards the woman is left
with a decision that she may not have wanted to make. (GE, A, Liselotte)

175



176 Comparative empirical bioethics of reproductive practices and their social contexts

This message is in line with the following, conveyed by another German activist
— Dora — who also argued in favour of reducing testing:

| would say: have as few tests as possible. Because | believe that you never
know what something would be like for you and that the tests are, so to
speak, always certain or not certain to some extent, and | think that, a lot
in pregnancy is aimed at, | mean it leads to generating more worry than
you would have if you didn't do all of that. (GE, A, Dora)

Dora’s message is especially interesting when compared with that of Dvora’s,
an Israeli activist:

I think life isn't simple and that preventive medicine is the proper
medicine. Whatever is preventable, you should prevent. Therefore, do all
the possible tests to prevent any problem in the future. (IL, P+A], Dvora)

A different understanding of responsibility is not the only explanation for this
contrast, as was shown earlier. It also stems from different perceptions of dis-
ability and its effect on disabled people and their families.

(i) Views about disability

Rather than being a source of suffering, many of our German respondents per-
ceive DS to be a special condition of existence, associated with special needs.
DSinitself was not considered a disease. In fact, the manifestations of the syn-
drome are often disassembled and viewed separately. The structural defects,
such as the heart conditions that are common in children with DS, are consid-
ered separately, and as something that may be treated by surgery, whereas the
untreatable manifestation — the cognitive impairment — is what they consider
as DS, but without considering it a devastating trait.

He’s just, he has a disability, but he is HEALTHY, he has no diseases or
anything. (GE, P Anna-Lena)

What was at the forefront for us wasn't the Down syndrome at all, but the
heart defect. Because you don't die of Down'’s, but you can die of the heart
defect. (GE, P, Sabrina)

Beate stressed that families who have children with DS are just as normal and
happy as other families:
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I think if you dive into the subject of Down syndrome and trisomy and
also get to know people, they are just normal happy families, | mean,
they maybe worry a bit more about their health, but otherwise [..]. (GE,
P Beate)

However, German respondents did not describe bringing up a child with a dis-
ability as carefree. The difficulties associated with raising such children were
claimed to be the result of the obstacles that society puts in front of the families.
The interviewees spoke more about suffering because of social stigmatisation
and alack of acceptance, and less because of the DS itself. DS was not found to
be inherently connected to suffering in Germany as much as it was in Israel.

There is even an emphasis on the positive characteristics of these children
in the way some German interviewees describe them. Some interviewees
pointed out what a positive impact their children have on other people. Hanna
said:

Life with a child with a disability is so, so enriching. Well, that always
sounds such a platitude, but it really is like that. It’s something very spe-
cial because you can think through your own values again and what is
practically grafted onto you from outside by this system of having to per-
form, you can somehow really shake yourself free of it. And there is this
saying “Once your reputation is ruined, life gets a lot more relaxed.” (GE,
P. Hannah)

Among Israeli parents too there were less typical voices echoing German ones,
where DS was not seen as inherently disabling and instead the positive aspects
of the direct experience of DS were emphasised. Society was seen as the source
of these childrer’s difficulties.

Some people say that these kids are a birth defect. But we say no. They are
the light of the house. [..] My son taught me a lot. He taught me what is
patience, he fine-tuned me, he improved me. [..] You need to understand
that the child is not retarded, our child is not disabled. The ones that are
still disabled and retarded are us, as society that doesn’t know how to deal
with them. (IL, P+A, Sivan)

A strong emphasis on the positive meanings of disability among Israeli re-
spondents came mostly from the ultra-Orthodox community and carried
religious meanings. In those instances, children with DS were described as
“higher souls” that were “sent by God” to carefully chosen families.
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I told the kids: “God chose us and gave us this special soul. A pure soul. God
chose you to be his siblings and us to be his parents. And that means we
will do it in the best possible way, and this is a privilege”. And | told them
that if their friends say “Oh, poor you, you got a child with Down syndrome”
with such pity, then they should know that they were not chosen. We were.
It is an honour. (IL, P Leah)

In interviews from both countries, then, DS was not always seen as an obstacle
to a fulfilled life. However, even in Germany, where such ideas were more
prevalent, some respondents opposed the clichéd positive view of children
with DS. They felt uncomfortable with descriptions such as “sunny children”
and claimed that this is not accurate and fair. As Lisa describes it:

It's such a cliché, | have to say. There are many children who don't fulfil
that at all —always being so radiant and so sunny and sweet. There are
some children who are quite aggressive. (GE, P, Lisa)

A similar rejection of the portrayal of children with DS as “sweeties” also came
from an Israeli head of one of the DS organisations. She advocated a view that
rejects seeing them as uniformly cute, and instead discerns their individuali-
tiesand needs. She called for a society that provides for their needs accordingly:

Let me tell you a secret: not all Down’s children are sweet. They aren’t
kittens! Each one is an individual. They have talents, needs, dreams and
achievements. (IL, P+A, Bosmat)

(iii) Views about eugenics

In line with the widely shared goal of avoiding a life with disability, the idea
that prenatal testing will result in a decline in the DS community or even its
elimination was not perceived by many of the Israeli respondents as a nega-
tive outcome. This was justified by the value of the prevention of suffering, as
demonstrated in the following two quotes. One is from an activist in an Israeli
DS organisation and the other from a mother of a child with DS:

A child like this, even with all the advances in science and the available
opportunities [..]. Still, a child with DS is a child that brings difficulties
into the family that a regular family doesn’'t have. Not everybody is able to
deal with it. [..] Nobody wants a child with disability. If you can somehow
prevent it and you know in advance about a disability — if you want you
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can have an abortion — I am in favour of that. But | never tell the parents
my opinion. Each parent is responsible for their own actions. (IL, A, Ofra)

[As a result of testing] fewer babies with DS will be born and | don't think
that’s not good. If there is anything | know about in advance, then why
[stay pregnant]? But if you don't know, like me, then [..] there is nothing
you can do. Then you have to cope with what you have. But if you know
in advance, then | wouldn't keep it. | say that with real pain, because |
gave birth to an adorable child. But not everybody is like him. There are
many kids with very difficult problems. | am in touch with parents whose
children spend most of the time in hospital [..] crying and really suffering.
Poor children and poor parents [..]. (IL, P Noa)

Other Israeli respondents, however, opposed the attempt to create a society
without DS. Some respondents explained the futility of such attempts because
disabilities will always occur for different reasons. Others articulated aspects
of the disability critique and described diversity in society as an ideal.

There will always be [people with] special needs. There are so many things
that can't be detected genetically. It's not that | think the world will suffer
if Down syndrome didn't exist. But this desire to reach perfection, so that
everything is according to the norm [..]. It doesn’t make sense. But also, it
will never happen that everybody is the same. That’s why | think there is a
problem with this desire to reach perfection, not specifically [in connection
with] DS. (IL, P Alona)

In contrast to Israel, explicitly eugenic views were rarely heard in Germany; in-
stead, the fear of selection based on undesired traits was raised multiple times.
Several respondents mentioned Nazi history in their interviews. In some cases,
this was used to explain older people’s views in favour of selection, i.e. arguing
this was the result of their upbringing under an ideology that rejected disabil-
ity. Others mentioned Nazi history to refer to processes that should be avoided.
Even the argument of “testing enables preparation” was rejected by some who
claimed that it is used simply to cover the true nature and aim of these tests,
which is selection. The “slippery slope” argument was sometimes raised, re-
flecting the fear of an uncontrolled outcome.

| really think that these tests send a message: “It makes sense to avoid
having children with trisomy.” And | think that it isn’t the job of the insurers
to fund the selecting out of particular forms of life, and that’s what these
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tests do, or that’s what these tests suggest, or that’s the consequence of
these tests in many cases, and | think what they always argue, that parents
want to prepare for what awaits them, in the first place, | dont believe
that you can. (GE, A, Dora)

Eugenic ideas are thus openly discussed in interviews from both countries —
freely advocated for in Israel, and as a red flag in Germany.

(iv) Feeling guilty

These distinct attitudes are in line with the different kinds of guilt described
by our respondents in relation to parenting children with DS, and the uptake
of prenatal testing. In Germany, women felt guilty when they encountered ab-
normality in pregnancy and considered termination. In line with Simandan
(2020), who elaborates on the process by which people can come to surprise
their own selves, the discrepancy between the acceptance of disability, which
they saw as an ideal, and what they actually felt in their situation, made them
feel guilty. This demonstrates the impact of the social discourse about inclu-
sion, which may prevent German women from choosing a different path - one
of thorough testing and termination.

So, | surprised even myself, because I'd always thought, “well, | want to
live in a colourful world with diversity and where people become happy in
their own way and not in one of those things [where you're under pressure
to succeed]” and “I don’t want to love my child for being in some particular
way, but for being at all” and so on. Those were my thoughts before, and
| think they also had a basis in my heart, but when | was thrown into this
medical-technical [world], | suddenly got to know a completely different
side of myself. One that didn’t want all this, that wanted more security,
more normality. (GE, P, Hannah)

A minority of German parents also expressed guilt over the hardships a child
with DS experiences and the associated burden on society as a result of the
costs of treatments and care.

It always plays a role too when | see the costs my son actually generates,
through all his health problems. We were constantly at the hospital, he
needs a lot of aids and a lot of medication and so on. In some ways | do
have a bit of a guilty conscience. (GE, P, Janine)
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A parallel type of guilt present in Israel was associated with not detecting the
condition and thus not sparing the child and the family a life of difficulty, as
expressed here by Efrat, who did not have an amniocentesis after what later
turned out to be a false negative NIPT:

Clearly | intensely regretted not having the amniocentesis. And all the
time people told me, “You know, it isn't certain that it would have been
detected by amniocentesis because it is a case of mosaicism.” And each
time | felt that people were telling me this even though it wasn’t true, just
so | wouldn't feel guilty. (IL, P, Efrat)

Another form of guilt was articulated by respondents from both countries and
expressed here by Ilanit: realising that testing in subsequent pregnancies sends
a negative message to the child with DS whom they already have.

There is great complexity here. And the issue of the test puts me in that
zone. When | come to have the test, what am | actually trying to say as
a mother of a child with DS, and who is thankful for having him? Am |
saying that in reality | am not thankful? (IL, P, llanit)

(v) Public attitudes about disability and prenatal testing

Despite a clear emphasis in official statements in Germany against rou-
tinised selection practices ("Dieser Test ist keine Routineuntersuchung.”
Gemeinsamer Bundesausschuss 2021: 11), even to the extent of eliminating
an “embryopathic” indication in the German abortion law ($§ 218 a, 2, German
penal law) in 1996, interviewees in Germany described a society that is, in
reality, often not receptive to disability. Swaantje said:

It's absolutely not a free decision at the moment— first of all because
of the stigma. A question which | have encountered quite often is: “Why
didn’t you have an abortion?” (GE, P, Swaantje)

This quote indicates a discrepancy between the ideal, as described in the law,
and reallife. The official views emphasise a free choice and underline inclusion.
In reality, parents report encounters with people that not only demonstrate ac-
ceptance of selective practices, but also the expectation of endorsing them.

In the Israeli secular community, respondents described frequent judg-
mental and negative reactions alongside instances of positive and embracing
messages from society. As Alona says:
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The biggest difficulty is this look of “How did this happen?” The feeling
is that it is something extremely exceptional in our environment and |
feel that people pity us. [..] In the current pregnancy | feel pressure from
society and from people around us to get tested. People would have really
raised an eyebrow had we not tested. [We face] all these questions of “This
time you ARE getting amniocentesis, right?” (IL, P Alona)

Discussion

Our findings portray two different logically coherent triangles of local views
about parental responsibility, disability, and prenatal tests in Israel and Ger-
many. Given all the nuances and contradictory evidence that we encountered
even within each country sample, this depiction of contrasting logics is an
idealisation. It over-emphasises and may exaggerate the contrast. However,
it does reveal different possibilities for connecting experiences with disability,
the power of testing and the concerns about responsibility in two different
ways, which seem to form distinct tendencies among Israeli and German
respondents. Although the sample is much too small to generalise across a
whole population, we can identify some clear indications.

Disability in Israel is perceived by many as a source of suffering that jus-
tifies prevention. The role of “responsible” parents is to prevent the suffering
of a future child and the rest of the family. This practice of responsibility be-
gins in pregnancy (and even before — in the elaborate pre-conception carrier
screening offered to the general population, or premarital carrier matching
for the ultra-Orthodox). The availability of the widely implemented pre-con-
ceptional and prenatal testing programmes (Zlotogora 2014), which are funded
by the state and recommended by medical professionals, implies that genetic
testing is the responsible and expected thing to do before and during preg-
nancy. This, together with an abortion law that explicitly allows terminations
based on embryopathy (Penal Law Amendment (Interruption of Pregnancy) 1977),
arguably pushes for testing in order to terminate affected pregnancies. This
has even been described as a local script of “responsible parenthood” in some
studies (Hashiloni-Dolev 2007; Raz/Schicktanz 2009a; Remennick 2006; Ri-
mon-Zarfaty/Raz 2009). This outlook is shared not only by large parts of the
population, but also by parents of children with disabilities (see also Raz 2004),
including parents of children with DS (Nov-Klaiman et al. 2019), where a two-
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fold view of disability is prevalent: supporting prenatal testing as a preventive
measure while being committed to those already born with disability.

The respondents’ views reflect an Israeli environment in which prenatal
testing is expected, and pregnancy terminations on the basis of DS are seen
as legitimate and, in some cases, even encouraged. No such views were found
among the German respondents. According to the German interviewees, to act
‘responsibly’ primarily means accepting a child with DS and preparing prop-
erly. When not rejecting them, they see the tests mostly as a legitimate tool for
preparation, rather than sharing the Israeli opinion of them as a legitimate tool
for avoiding the birth of a disabled child.

The disability critique in Germany is stronger than in Israel: voices reject-
ing testing and their implementation in society are clearly audible. In line with
the change in the German abortion law so that it no longer includes an “embry-
opathic” indication, the German public discourse is one that promotes inclu-
sion rather than legitimising selection based on undesired traits. This, coupled
with the lingering guilt and aversion related to Nazi history, perhaps explains
this different logic. It may be harder for parents of children with DS to express
difficult personal experiences which — as in the common Israeli voice — lead
them to acknowledge the benefits of prenatal testing through the prevention
of suffering.

Social discussions clearly have an impact on personal decision-making.
Studies from other countries demonstrate the effect of the social environment
on the decision-making process. In Denmark, where the termination rate for
pregnancies in which DS is diagnosed is over 95 per cent, parents described
the legitimising feedback they received from their social networks as highly
valued when choosing to terminate (Lou et al. 2018). Perceived social expecta-
tions were found to have an impact in the other direction as well. Parents who
decided to continue a pregnancy diagnosed with DS felt vulnerable, knowing
that they were choosing a path very rarely taken by others in their society (Lou
et al. 2020). This could well underlie decision-making in both Israel and Ger-
many. In Israel prospective parents might find it very hard to decide to have a
child with DS, whereas in Germany many find it both hard to decide to have a
child with DS and hard to decide not to.

Our findings reflect the previously known contrasting public discourses
and cultural differences between Germany and Israel. NIPT —a technology only
roughly a decade old — demonstrates the persistence of cultural scripts — val-
ues and norms — over time, despite the potential effects of personal experience
and global trends such as commercialisation.
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This study has limitations. To generalise from the level of personal views
to the level of cultural characteristics, we looked for statements that reflect
common values and norms within and across the groups of respondents. Our
sample, which started with activists and then used snowball technique to re-
cruit further participants, may have created a biased sample and thus missed
a broader range of viewpoints. Like all qualitative studies, our study’s general-
isability is limited by the small sample. Less typical interview statements were
discussed by the research team and when deemed meaningful were mentioned
as minority views in the findings.

Conclusions

Studying disability activists and parents of children with DS allows us to exam-
ine whether the lived experience of those who directly encounter DS changes
their perceptions of disability, prenatal testing, and termination of pregnancy.
By comparing those groups in two societies that are known to have contrasting
views on these matters, we can assess the role society plays in the formation of
such views. We might have expected that direct experience of DS would drasti-
cally change the views of those involved, thereby making them a unique group
within their respective country. However, our findings suggest that in each
case society has a strong influence. Many Israeli respondents expressed views
that legitimise prenatal testing for pregnancy termination, while the major
views amongst German interviewees emphasised prenatal testing primarily as
a legitimate tool for preparation or rejected them altogether. This difference
arguably reflects the different policies and public debates that broadly charac-
terise these countries.

This study has combined two axes of comparison. The first compares Ger-
man with Israeli respondents, and the second compares the respondents — dis-
ability activists and parents of children with DS - with their wider society. For
the first axis, our study provides further evidence of the gulf between Germany
and Israel already reported in previous studies (e.g. Hashiloni-Dolev 2007). The
passing of time and the emergence of new technologies do not seem to have
brought these societies closer to one another. Concerning the second axis, par-
ents of children with DS and disability activists seem to reflect the norms of
their socio-cultural environments, thereby emphasising the role society plays
in shaping the views of those with direct experience of disability.
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A Commentary from Disability Activism in Israel

Rachel Lishansky

I participated in this research because I am a mother of four children and
grandmother to twelve grandchildren. My youngest daughter, Nitzan, is a
young woman with Down syndrome. I was 36 years old when I became preg-
nant with Nitzan and so because of my age was not offered any NIPT/NIPS
testing. At that time only women over the age of 37 were tested in Israel. Hence,
we were completely unprepared physically and emotionally for the arrival into
our lives of a baby with Down syndrome.

The name we chose for our daughter, Nitzan, means a flower bud and now
4o years later I can see how appropriate this was for her. Nitzan has been mar-
ried for almost twenty years to her husband Sagi, who also has Down syn-
drome. They live together on a kibbutz in a warden assisted hostel with 13 other
young people. They go to work every day and enjoy a full range of social and cre-
ative activities. Nitzan and Sagi are a loving couple. They care for each other,
support each other and they are great together. I often say to people how we all
learn from observing their relationship.

As well as being a parent, I am also the head of an organisation in Israel
called Atid, which means Future in Hebrew. In our organisation we encourage
preventative medical practice and support the view in Israeli society to test
for abnormalities during pregnancy. With today’s medical improvements we
should be, and in Israel we are, using such methods as widely as possible, in-
cluding NIPT/NIPS. Testing allows parents to consider their options regard-
ing a pregnancy termination but also provides an invaluable opportunity to
be informed and prepared for outcomes should they choose to proceed. I too
encourage and support this approach. If a baby is born with Down syndrome
(there are approximately 120 each year in Israel), Atid strives to do everything
to support the whole family and provide the best options for a decent quality of
life. This can include home visits, telephone and group support, helping with
government agencies, and so much more.
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Down syndrome can occur in any pregnancy. The consequences are enor-
mous for the immediate family and their extended network. The impact on
parents, siblings and their wider circle is huge. For some parents, the situation
is overwhelming and they decide to leave their baby in the care of others; the
hospital, foster care and/or adoption. Not everyone can cope with the immense
strain of having a child with Down syndrome and families can disintegrate at
different stages, causing further ongoing issues. The whole family needs sup-
port and encouragement from those around them. I am fortunate enough to
have this, but many do not.

Becoming a mother means accepting that your priorities will be different
from those you had before. Caring for a Down syndrome child, such as my
daughter, requires a huge amount of time and commitment. It took me a few
years before I eventually realised that we only have one life and while I would
try and do everything to help Nitzan, I also needed to live my own life. I was
a working mother and a student. I wanted to encourage Nitzan to be as inde-
pendent as possible. I wanted her to be responsible so she could live a fulfilled,
functioning life as she grew older. Finding the balance between her needs and
mine was a constantjuggling act, and remains so even today. As a result of pub-
lishing two books, plus my long-standing involvement with Atid and my active
role in the management of Nitzan's and Sagi’s hostel life and activities, I am
now a recognised name in the field of Down syndrome in Israel. Consequently,
over the years I have been approached many times for advice and guidance by
couples and families dealing with the issues surrounding a diagnosis or life
with a child with Down syndrome.

I am often asked whether if I had known I was carrying a baby with Down
syndrome I would have considered terminating the pregnancy. In principle I
do support termination of such a pregnancy, but this is not a fair question and I
cannot give an objective answer. My daughter is an integral part of our lives, not
an abstract, hypothetical situation. To those that ask whether they should ter-
minate their Down syndrome pregnancy, my advice is straightforward. Always
consider your opinions and values. If you have support, patience and strength,
and you can rise to the challenge, then your life will be certainly interesting,
with many successes but also difficult moments and failures. Ultimately each
person needs to make their own decision on how to proceed.

Further to this, parents and the wider family not only need to come to terms
with their situation but they also need to prepare themselves for the struggles
that await them in the wider world. Family, society and many institutions, in-
cluding education, will all be challenges. They require a strong and well-pre-
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pared nuclear family with a “thick skin” to act as a protective wall around them
and their child. Even today people and agencies can be ignorant and ill-in-
formed. For the whole family it is a lifelong commitment to ensure that a child
with Down syndrome can be supported in the most appropriate and stimulat-
ing way. Ideally the state should fund this care, but parents cannot rely on this
and need to prepare for when they may no longer be able to be the primary
carer for their child.

When I look back on all that we as a family have achieved and gained in our
journey with my daughter, I know with all my heart that she and those living
with her in her hostel have brought a huge contribution to wider society. What
could have been achieved if she and her group had not been affected by Down
syndrome is something we will never know. As a society with NIPT/NIPS op-
tions and other medical testing we have an opportunity to minimise disability,
but just as importantly, we also have a duty to support and care for those who
require lifelong help.
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A Commentary from Disability Studies in Germany

Swantje Kébsell

The results of the authors’ research show a rather distinctive difference be-
tween the two countries in the political and the activist discourse on disability
and prenatal diagnosis. Even though the research sample is quite small, it
can be stated that the German discourse on disability, and especially activists’
attitudes, are still very much influenced by “the long shadow of history”. Here,
this refers to the eugenic programmes of the National Socialists, which led
to the forced sterilisation of 300.000 disabled and mentally ill persons. Den-
igrated as “ballast existences”, “useless eaters” and “life unworthy of life”, the
Nazi regime planned and carried out the murder — euphemistically dubbed
“euthanasia” (Greek for “good death”) - of about another 300.000 disabled
persons. Research has shown (cf. Friedlander 1995) that the “euthanasia” pro-
gramme was the first of the Nazi killing programmes that aimed to “purge”
the race of all “spoiling” influences. After the “euthanasia” programme was
discontinued, the staff and the equipment were sent on to the killing camps
to employ their expertise there. These facts have broadly been ignored in the
Holocaust discourse. In Germany, the societal discourse about the crimes
committed against disabled people started only in the early 1980s.

After the Second World War eugenics was largely discredited because of the
National Socialist practices, but re-emerged as a new discipline of human ge-
netics in 1965. The ancestry of this “new” science went unchallenged for a long
time, and its founding fathers who had been active in promoting and teaching
“racial hygiene” (the term in Nazi Germany for eugenics) continued to prop-
agate their ideas about controlling the quality of German offspring, although
now the target was not the health of the Volkskérper but the prevention of in-
dividual health conditions through genetic counselling. Here the aim was to
identify the precise risk of particular couples to produce disabled children,
and to counsel them to avoid having children of their own when the calculated
risk was deemed too high. Shortly afterwards, prenatal genetic testing became



196

Comparative empirical bioethics of reproductive practices and their social contexts

possible and available. Though officially introduced to support reproductive
self-determination, the offer still had the eugenic goal of avoiding the birth of
“defective” children. Cost-benefit analysis also played an important role in the
process of establishing prenatal testing — how much money could be saved by
preventing the birth of disabled children, especially children with Down syn-
drome, which was relatively easy to detect?

It took a long time for post-war German politics and society to recognise
disabled people as victims of Nazi persecution. It was only in 2007, 62 years af-
ter the end of the war, that the German parliament declared the Law for the Pre-
vention of Offspring with Hereditary Diseases (Gesetz zur Verhiitung erbkranken
Nachwuchses) of 14 July 1933 to be a Nazi injustice, but the victims of this injus-
tice were not officially recognised as victims of Nazi persecution and are not
entitled to any compensation. The central Memorial and Information Point for
the Victims of National Socialist “Euthanasia” Killings in Berlin was not opened
until 2 September 2014, the last of the four memorials to the victims of the
Nazis’ racial and extermination policies (Jews, Sinti and Roma, homosexuals,
and disabled people) in the German capital.

One of the main achievements of the disability movement and disability
studies has been to break the established traditional link of the medical model
of disability between disability and suffering through the development of the
social model of disability, which was named and formulated first in the United
Kingdom. Disability rights movements in other countries, like Germany, de-
veloped similar perceptions of disability without calling it a social model. In
a medical model disability is perceived as a tragic, individual problem that is
equated with suffering, that needs to be cured or must be endured. In this view
lack of social participation, education or general access are inevitable conse-
quences of the personal condition. This perception was revolutionised with the
advent of social model thinking: here, disability is no longer a personal problem
but a social one, and the task for society is to provide conditions that allow peo-
ple with all kinds of impairments to participate in it equally. In a social model
view, disability is not individual suffering, but something that is imposed by
society on top of individual impairments (UPIAS 1976) — and can thus be al-
tered. This perception of disability has been reinforced immensely by the UN
Convention on the Rights of Persons with Disabilities (CRPD 2006), a major
success of the international disability movements. The first article of the CRPD
states: “Persons with disabilities include those who have long-term physical,
mental, intellectual or sensory impairments which in interaction with various
barriers may hinder their full and effective participation in society on an equal
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basis with others.” In Germany, this definition of disability has become the of-
ficial political stance on disability and can be found in several laws concerning
disabled people. On the other hand, scientific and social discourses on prenatal
testing in combination with selective abortion, as well as discourses on med-
ically assisted suicide, often argue that these interventions help to avoid indi-
vidual suffering. This argumentation re-emphasises the link between disabil-
ity and suffering, thus supporting the medical model of disability.

The German disability movement, as well as German disability studies,
which emerged from the movement, has always taken a critical stance towards
eugenics. We could even say that it is one of the defining traits of the German
disability movement. Every method and technology that may possibly lead to
the devaluation of disabled lives is under this scrutiny. A distinctive part of the
public and political discourse on prenatal testing and selective abortion is also
influenced by the historical experience of Nazi eugenics and in consequence
is critical towards the selective potential of new testing technologies. But this
is only one side of the coin. On the other we find widespread acceptance for
ever finer methods of detecting “defects” in the unborn, mostly in the name of
reproductive autonomy and responsible parenthood as well as the prevention
of pain and suffering.

Against the backdrop of German history, the disability movement was and
still is very vigilant against eugenic practices in any guise — be it prenatal test-
ing, the allocation of medical services according to quality adjusted life years
(QALYs), discussions about medically assisted suicide in which “the suffering”
of disabled persons is (ab)used, and ethics that divides humankind into per-
sons and non-persons and denies non-persons the right to life, as the Aus-
tralian ethicist Peter Singer does. The most recent critical debates occurred in
the COVID-19 related discussions about triage decisions which were supposed
to be “objective” while based on an evaluation system that rated the value lives
of people who needed support and assistance in daily life distinctly lower than
that of people who lived without this support.

These recent developments have shown that vigilance on the movement’s
part towards life-denying developments for disabled people is still necessary.
We live in times where disabled people paradoxically have more legal rights
than ever before, but simultaneously the results of genetic research, discus-
sions about the “just” distribution of healthcare and the discourse on the right
to a self-determined death threaten the very existence of disabled people. In
public discourse, “inclusion” is the dominant topic, but society’s view of dis-
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ability is still very much informed by ableism, which leads to negative, neo-
eugenic attitudes.
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1. Socio-Cultural and Religious Views
on Prenatal Diagnosis in Israel and Germany

A transnational conversation between Tsipy Ivry and Hille Haker initiated by Anne
Weber and Christina Schiies

This conversation between Tsipy Ivry, Chair of Medical and Psychological Anthropology
at Haifa University (Israel), and Hille Haker, Endowed Chair of Catholic Moral Theol-
ogy at Loyola University Chicago (USA), results from an exchange about religious im-
plications and narratives in the context of prenatal diagnosis. Both participants speak
from a specific religious background. Their positions are not representative of a whole re-
ligious belief system, but reflect their perspective on their own field of research. They shed
some light on the different religious values that might organise and inform women’s and
parents’ decision-making during pregnancy, especially with regard to choosing NIPT or
other diagnostic procedures. Thus, the following should be read as a starting point — not
a finalisation — of the discussion, and hopefully invites further conversations.

Onthe18. October 2021, we met online. Afterwards the conversation was transcribed
by Isabella Burton-Clark and revised by Anne Weber and Christina Schiies.

Christina Schiles: With a warm welcome to you, Tsipy Ivry and Hille Haker, we
would like to open our conversation, which will be looking at the similarities
and difference of the “Meanings and Practices of Prenatal Genetics in Germany
and Israel.” Since our project is a cooperative, interdisciplinary and transna-
tional study, the idea of conversation is central. Comparing practices of, in
this case, prenatal diagnosis in two countries is not straightforward: we can
compare laws and regulations because they are mostly nationally defined, but
practices of acting and thinking don’t stop at border control. Researchers who
study reproductive technologies, or the people who are using them, may be in-
fluenced by different discourses and traditions, cultures and religious beliefs
that are not necessarily nationally formed. Thus, by engaging you in a transna-
tional conversation, it is clear that you will not speak for a country.
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When you, Tsipy, talk about your research in Israel, you speak as an Is-
raeliwoman, researcher, anthropologist, but notin a totalising sense as though
“the Israelis do such and such.” And the same for Hille: you speak as a German
thinker who now lives in Chicago, but obviously you do not stand for Germany.
So, in this sense, I think the idea and practice of conversation becomes very
important, because it will entangle, combine, and bind together different and
similar ways of thinking that emerge, and be inspired by and exhibited in these
different countries. A country, or a nation, is certainly not a kind of “bucket”
with closed borders. Our conversation today will be cooperative and transna-
tional. But as well as crossing borders, it will also cross disciplines.

Tsipy, you make it very clear that you are not a theologian but an ethnog-
rapher who studies religious communities, orthodox communities; so in this
sense you are interested in beliefs and how they are enacted. Hille, you are a
theologian and an ethicist. You are also working in philosophy, and thus your
work goes beyond theology. Both of you are interested in different belief sys-
tems and practices, yet you approach your field from different angles, so well
have a transnational as well as an interdisciplinary conversation. Neither of
you is purely a theologian and we, Anne and I, are well aware of this. When we
came up with the idea of this conversation it was very clear that we did not want
just to talk about principles, or to compare some sayings from the Bible or the
Talmud. We are interested in practices and how they are dealt with, and what
motivates them. Itis our overall idea to open up a space between the two of you,
Hille and Tsipy, which allows for a conversation about the different aspects of
prenatal testing practices. After these preliminary remarks I now hand over to
Anne, who will lead us into this conversational space.

Anne Weber: Thank you Christina, and also from my side a very warm wel-
come to you, Tsipy and Hille. Hille, you are a theologian as well as a philoso-
pher engaged in social and political ethics, feminist theory and bioethics. For
our readers who are not that familiar with religious ideas on birth or life, or the
Christian arguments on prenatal testing,  would like to start on a more general
ground: From your perspective and in terms of your own research, what moral
or religious values appear important to women or parents during pregnancy
or when considering prenatal care?

Hille Haker: First of all, thank you very much indeed for giving us the oppor-
tunity to engage with each other’s work, and with each other in conversation.
As a kind of a premise to everything, I would like to state that there are always
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multiple perspectives when you enter into theological interpretations or con-
versations, and so I will be introducing my personal approach to theological
ethics — in this case Catholic theological ethics. However — and this might al-
ready mark a difference to rabbinic ethics - in the Catholic Church there are
also so-called authoritative Church teachings. In this regard, theologians are
the ones who engage in conversations with these Church teachings as con-
versation partners. Accordingly, our task as theologians is not only to trans-
mit what we call the Magisterium (that is, what the Vatican comes up with) to
clergy and lay people, but also to constructively engage with and judge, as-
sess, evaluate — and in my case I must also say dissent from - those teach-
ings. Since many people do not realise this is one of theology’s tasks, I would
like to emphasise it. We sometimes even say that theology is the place or space
where the Church does its thinking. It can be understood polemically, but if
you think about it, moral reasoning is also pursued academically and scientifi-
cally, and then it’s channelled back into the imperatives, or into teachings that
can then be implemented and pragmatically practiced in different communi-
ties and local churches. That said, it is clear that I do not speak for about 1.3
billion Catholics worldwide, but as a theological ethicist, as a moral theologian
and social ethicist, who engages in a conversation on prenatal diagnosis, in this
case with the Catholic Church, from my own academic and scholarly perspec-
tive, which is informed not only by theology but also by ethical theory and by
cultural anthropology, medical anthropology, and most importantly of course
by the experiences of women.

Against this background it is not easy to answer your question, because
from whose perspective should I respond? Let me tentatively note that there’s
one common ground upon which we all stand as Catholics — whether we are
lay people, engaged in liturgical practices, a woman, a mother, or a theologian,
people who are closer to the Vatican's thinking on bioethics or people criticising
their approach — and that s the concept of dignity, of human dignity. It's a diffi-
cult concept, certainly, but it is important to highlight it. In contrast, American
discourse on bioethics is not grounded in human dignity, but rather draws on
the concepts of freedom and liberty. Comparing European and US American
debates already shows how the grounding of the ethical framework relates to
contextual, cultural, historical and also normative facts.

Tsipy Ivry: Hille, maybe my next question appears characteristically anthro-
pological: Could you please give an example of how human dignity matters to
women when they approach decisions about prenatal testing, and whether to
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undergo prenatal testing at all? Or how human dignity informs the decision on
what to do with a “suspicious” result, i.e. with an indication? I mean, at each
and every point of this imagined route, there are dilemmas where women or
parents look for guidance.

Hille Haker: Oh, I absolutely agree. I did not mean to dismiss or discard all
these dilemmas, but looked for a common starting point on the understand-
ing of what is considered a moral - or you could also say Catholic — orienta-
tion, and at the same time a starting point for women, for families, who are
under the pressure of situations in pregnancy that raise moral dilemmas. And
the normative frame that Catholic teaching refers to is built on the idea of hu-
man dignity. So even if you enter into a situation with a specific set of values, or
a culturally, religiously or historically linked prejudgment, in the Catholic con-
text the notion of human dignity gives the overall normative orientation for
ethical decision-making processes. As a consequence, and in contrast to other
moral pre-judgments - as the premises of one’s moral reasoning — such as au-
tonomy or freedom, drawing on human dignity in ethical dilemmas in prena-
tal testing can mean, for example, that children with a disability are welcomed
into the world. On a practical level this translates into giving special attention
to children or people with disabilities. For instance, when we meet on Sun-
days for the Eucharist, there will be children or adults with disabilities, and
they seem well respected. Maybe not primarily in a reflexive, concrete sense,
but rather in a performative one, such as the way they are seated during Holy
Mass. At least in my home parish in Germany, there were a few children with
Down syndrome, and among them there was this one boy who wanted to be
the Pope when he grew up. So he would come up to the priest in the middle of
the Eucharist and play along with the Eucharist. Since people accepted him in
his special condition, nobody judged him or stopped him from doing this.
Besides this personal example, it is common in Germany for people to do
their best to integrate every person despite their individual abilities and dis-
abilities. Of course, alongside these attempts come paternalist tendencies. I
dor’'t want to draw idealistic pictures here, since there is still enough discrimi-
nation towards people with disabilities. Nevertheless, coming out of the really
dark, dark history of Nazi Germany, with systematic euthanasia and Darwinist
ideologies and only a few Christians, like Cardinal Graf von Galen who spoke
out publicly against it, this catalysed the emphasis on human dignity, which
still motivates us to integrate people with disabilities on a personal as well as an
institutional level. So starting with human dignity in this respect might already
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be very contextual, but regardless of the concrete history of Germany’s guilt,
its value is upheld and conserved in religious as well as secular contexts. Con-
sidering our topic of prenatal diagnosis, it creates problems since dignity and
autonomy can collide. However, the Catholic Church safeguards and focuses
on human dignity even when women are faced with prenatal dilemmas. Tying
human dignity to universal respect and its possible universalisation takes the
question “Do people with disabilities have the right to life?” off the table. For a
moment at least, we suppose, “Yes, of course”... Does that help as a first expla-
nation, Tsipy?

Tsipy Ivry: Yes, it helps very much. I must confess that I've never lived in a
Christian country. My other field of research is in Japan, whose history is also
shadowed by a period of eugenics. So I've been always extremely impressed
with revelations of acceptance of disability in Christian communities as I find
them on the web. When I teach my course “An Introduction to the Anthropology
of Reproduction” I sometimes show the students a video of a couple who gave
birth to a baby with anencephaly. Even though it is a very difficult condition
they accepted the child, and it was amazing to see how they put a cap on the
baby’s head, how they embraced and sang to the baby. There was a whole way
of including this baby into the family and the siblings, and this was extremely
impressive and surprising from my perspective because — and I'm not saying it
judgmentally in any way, because I really don't feel judgmental towards either
of the areas that I'm speaking about — in Israel even the Haredi communities,
I feel, are extremely ambivalent towards disability. On the one hand, you hear
the narratives about how “these children,” are special gifts and they’re God-
given, and how “this specific child chose me to be his or her mother, and there-
fore I am suitable to be his or her mother,” and you hear how these children
pray so beautifully and how they’re loving and caring and special and how “we
love them,” and so on. However, on the other hand, you also hear how diffi-
cult it is to raise these children. For instance, one of the women who took part
in my empirical research studies and who I'm still in contact with, gave birth
to a child with Down syndrome, and one of her relatives called her to give her
blessing. So she said to the young mother, “Oh, you're so blessed, and God gave
you this special gift,” and this woman answered, “What do you mean? Are you
willing to receive this gift?” So, I always feel there’s a lot of ambivalence sur-
rounding children and adults with disabilities, and this ambivalence and ten-
sion shows in the Halakha, it shows even in the rabbinic law, you can really
sense it, you can really point out the tensions and the ambivalences. In other
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words, this ambivalent position towards disabilities translates into Jewish law
and into Orthodox Jewish communities. 'm wondering whether there’s any di-
versity that you can find, about the status of or attitudes towards people with
disabilities, whether there’s any diversity to do with the actual conditions of
care for children and adults with disabilities: the setting, the framework, eco-
nomic resources for care? I can give a very distant example: in the early 2000s,
when I did my fieldwork in Japan, the doctors and the women used to tell me
the people with Down syndrome in Japan have higher 1Q or intelligence rating
compared to other countries. They explained this with reference to the qual-
ity of nurturing and educational facilities for people with disabilities in Japan.
Later on, when I continued to do fieldwork, I found complexities and ambiva-
lences within these statements. Nevertheless, it made me wonder whether the
discourse about people with a disability being welcomed into a community or
not has something to do with the actual economic and technical setting.

Hille Haker: Thank you! That is quite difficult to say. First of all, I have to tell you
the narrative used by the Haredi women or communities is new to me. Saying a
child with disabilities is a special gift from God seems to me a rather secondary
thought, meaning it occurs after these children are born in order to counter
possible hardships. Secondly, at least in the German context, and that’s slightly
different from the US, many of the healthcare and caring institutions are actu-
ally run by either the Catholic Church or the Protestant Church as a substitute
for the state. That means they’re mostly financed by the government or by the
state. So it is not just a parish or a religious community but actually a nation-
wide institutional setting, which supports interaction, education and care for
people with disabilities. Although this might sound promising at first glance, it
is ambivalent at a second, because for decades after the war, children with dis-
abilities would, at least for day-care, be taken out of their families and sent to
these special institutions. This way they are part of society but at the same time
hidden away from the public: the children with disabilities would be picked up
by school buses in the morning, would be then cared for in these institutions,
and would be brought back to their homes in the evening. For sure, for the indi-
vidual family this system makes a difference economically or socially, and takes
away at least a little bit of the burden. The flipside, however, is that we didn't see
many children with disabilities in everyday life. So, relating these findings to
the questions on prenatal diagnosis, I am just trying to understand: how did
this system influence the perception of prenatal genetic diagnosis when it was
introduced into the broader public in the 1970s? How would families who had a
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known trait of a condition or a disability or disease, react to and evaluate being
channelled into human genetics? When I started working on prenatal diagno-
sisin more depth, and alongside the introduction of blood tests and probability
testing in the 1990, the situation changed even further, since it appeared that
the possibility of giving birth to a child with disabilities was still there, but the
idea was to prevent it and “help” at least the women who had a greater risk due
to their age. All of a sudden it was not only families with a particular family his-
tory that were included in the programs, but any woman above the age of 35.
The advanced technologies worked at the medical level but also matched social
developments, certainly in Germany but also other countries, of having chil-
dren later in life. The development is much more complex than sketched out
here, but needless to say all women, Catholic women included, were facing a
new attitude towards children with disabilities.

Christina Schiies: I'd like to ask a question of clarification concerning two
themes that you introduced earlier. You, Hille, referred to the idea of a pre-
judgment. On the one hand, you introduced the idea of dignity as a very
important normative focus for the German discourse. On the other hand, you
brought up - and quite rightfully - the atrocities of Nazi Germany. Further-
more, Tsipy, you were telling us about Japan's history and its quite ambivalent
rhetoric of accepting children with disabilities. With regard to the source of
pre-judgment, in what sense do Israel’s history of the Shoah and Germany’s
Nazi history matter, and in what sense are they entangled with the religious
discourse?

Hille Haker: Iwould really say that history matters in both cases. Both are me-
diated by religious thought, so my understanding of the history in Israel is that
there’s a very strong emphasis on natalism, on giving birth — notjust as a moral
pre-judgment. This is, in my understanding, on the one hand linked to the spe-
cific historical or even political situation of the 20™ century, i.e. the state of
Israel urging Jewish citizens to increase the overall population. On the other
hand, it is mediated by basic Jewish thought and its very pronatal or pro-life
narratives. Tsipy, am I following on from your thoughts and insight?

Tsipy Ivry: I never know, as an anthropologist, how to categorise Jewish
thought, whether it’s pronatalist or eugenic. In a broad sense, there are eu-
genic aspects. I wouldn't call them that, but in anthropology we have etic and
emic perspectives; so from an outside perspective, there are dimensions of
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Jewish thought that might in certain circumstances be addressed as eugenics.
When writing about Jewish religious communities, I always make a point
of emphasising the diversity in the texts that are considered canonical in
the Halakhic tradition, in how prayers are led, and in many other aspects.
However, very broadly speaking, I would agree that Jewish thought implicitly
and explicitly focuses on pronatalism, meaning to be fruitful and multiply.
That said, what really counts, what really works, within Jewish communi-
ties, is not the “be fruitful and multiply” - it’s less about being fruitful and
multiplying. The underlying thought — at least if we think about religiously
observant communities — is rather about raising devoted - and that means
religiously devoted — Jewish families. In other words, the Halakhic discourse,
and Halakhic discussions on the feat of reproducing Jews, go much deeper
than the mere obligation to be fruitful and multiply. So, on the one hand,
especially after the Holocaust, it is definitely pronatalist. On the other hand,
there is also a dimension to it that is more pragmatic and in a sense practical,
since it addresses questions about — and I'm cautious about the terminology
— how we make families that really can work, can function. Looking from a
broad perspective, I think that’s one of the main questions. In this regard,
rabbinical thinking is about how large families can fulfil their obligations, as
family and as religious devotees. So yes, it is about procreation, but not at any
price. Jewish thought and the concept of pronatalism, I would sum up, address
the question of how to create viable families.

Hille Haker: That would actually resonate very much with what I know from
bioethics discussions with Jewish scholars. Certainly, generalisation in this
context is impossible, but considering your explanation, the religious narra-
tive is not just about being pro-life, it is also about being pro-health and pro-
flourishing. This might even hint at why Israel embraced prenatal diagnosis on
an institutional level as well as the social level. At least, it seems that the whole
social setting, in this temporal context, coincided with a wave of technological
development that also concerned health. Against this backdrop I might even
say that, comparing the situation in Germany, in Israel prenatal diagnosis was
embraced, not just because of the technologies (and kind of a fetishisation
of technology), but also because the ethos of being pro-life always included
attention to and concern for flourishing — and I use the term “flourishing”
deliberately because it resonates so much with this wider understanding of
the family and how it should function.
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As an aside, you also mentioned something that has always impressed me
as a Catholic Christian: rabbinic moral deliberation. It is a really interesting
model of practical reasoning. As I tried to emphasise at the beginning, theol-
ogy and theological tradition, either Catholic or Protestant, the Christian tra-
dition, also knows discourse and deliberation on practical and ethical topics.
However, it has changed over the centuries, and especially in the Catholic tra-
dition it became rather abstract reasoning with a top-down morality. What I
would like to stress here is another aspect: even though Christian ethical de-
liberation was similar to rabbinic reasoning for many centuries, it was always
tied to what we call the confessions. So practical reasoning actually happened
during confessional conversation and thus was tied to the priest’s judgment.
They had the challenging task of finding out how to deal with a particular sin,
or guilt. In what we call penitentials you can trace the attempt to find coherent
judgments and redemption, giving many practical examples. Basically, that is
how Catholic moral theology, developed over the centuries. That gives quite a
good idea of how much historical settings — not only the big history but also the
history of moral reasoning — matter, for our tentative comparison, too. Would
you say that this captures some of your findings and thoughts? Can you relate to
practical reasoning in the rabbinic context that is decision-oriented, i.e. proac-
tive and prospective rather than retrospective, or is it both?

Tsipy Ivry: I think that rabbinic reasoning is again based on principles that
protect and guide viable families. So how it approaches punishment, or more
precisely, how the rabbinic reasoning approaches the notion of sin and how to
work with confessions, is always related to the goal of the functioning family.
So for example, in post-diagnostic abortion, if a rabbi rules that a post-diag-
nostic abortion is permissible, and he knows that the woman, the couple, are
going to feel extremely guilty and they’re not going to get rid of the guilt after-
wards, his mission is to find a way to enable them to go on with their lives in a
good way. He knows that it’s not that simple and they’re going to suffer quite a
lot after a post-diagnostic abortion, but his vision, his mission, is how to make
this family work, function, how to make them viable families. I think this is the
moral reasoning that leads the way for rabbis.

Hille Haker: I see.Iwould like to move one step further since from my perspec-
tive in the Catholic Church it is really exactly the opposite! If you, as a woman,
have an abortion, you excommunicate yourself performatively, i.e. with your
act. That is the moral reasoning. For now, without idealising these Catholic
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moral practices or systems at all, this moral causality of a specific deed and ex-
communication as a direct consequence matters in our discussion of reactions
to prenatal diagnosis. When it was introduced, it already stood on the shoul-
ders of previous teaching and a decision that really “rocked” Catholics through-
out the world: the internal Catholic discussion on the prohibition of so-called
artificial birth control in the late 1960s.

Holding couples and families accountable for their actions on the one
hand, and having almost no Catholic family complying with that teaching
on the other, showed a disconnect between the moral teaching, top-down
teaching, and the everyday moral challenges or judgments of Christians. So in
the pews or in the confession boxes you could note a complete moral discon-
nection that touched the obsession with sin and guilt to a point where every
moral ruling became toxic. So, adding another perspective to our thoughts
on the religious implications of the attitude towards prenatal diagnosis in
the Christian context, it has to be said that in addition to the pronatalism
narrative in Judaism, in Christian ethics it is already situated in a very guilt-
driven and sin-driven context. I know that from my Catholic mother, for
example, who actually gave birth to eight children during the late ’sos and
then’60s, that when the birth control pill was introduced in Germany Catholic
women lived with conflict: “Are we allowed to use birth control or not, and do
we then have to go to confession about it, or how does this really work?” But
over the '70s, ’80s, '90s, couples and families started to step away from this
conflict and made up their own mind about what to do. Sociological studies
show that the big rift between the Churcl’s teaching and what families actually
did was not because of different understandings of flourishing families, but
resulted from a concern about personal wellbeing. So, with respect to prenatal
diagnosis now, how do the two groundings, the moral grounding of dignity
and the experienced disconnect between the couples and families and the
Church teaching, and their priests, how did that play out? I don't have the
anthropological data for that; however, I would say that prenatal diagnosis
is not only very broadly established in women’s healthcare in Germany, but
is also now accepted. There are still discussions going on at the margins, but
these concern the different techniques, or how far we should go. It is not about
whether to consider prenatal diagnosis or not. For Catholic women, Catholic
families, I would say that the disconnect has become even deeper because of
the sexual abuse scandal in the Church and the complete disintegration of its
moral authority from any moral dilemmas or moral practical reasoning. The
Church's teaching, and especially the moral authority of priests or clergy, is
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almost completely lost, resulting in only marginal use of confession. So the
whole centuries-old system of how the Catholic people did their moral rea-
soning and are held accountable within their communities has dramatically
changed in my generation, up to a point where it has now almost collapsed.
The attitude towards prenatal diagnosis, at least in Germany, is not all about
reactions to the Nazi history but in my view at least, really show layer upon
layer the changes within Catholic communities, the Catholic Church and
their authority. The complex ramifications caused by these changes leave the
women and families as moral pioneers. In the Catholic or even the German
context there is no moral labour, as you show in one of your articles - there is
no moral labour that the women or the families can do with their priests.

Tsipy Ivry: That was really illuminating and clarifying. I've been writing for a
while now about the negotiation, the moral labour that goes on between the
women or couple and the rabbis. This is part of a struggle: it’s a strategic strug-
gle over their authority. Listening to you, Hille, I was wondering, how does the
division between religion and state play out in Germany? What's the status of
religion within the secular German state? Because in Israel this is a huge is-
sue: here there is freedom of religion but very little freedom within religion. In
other words, if you're Jewish, then you're bound to the Jewish authorities, who
are given authority by the state. Against this background, the invitation rabbis
extend to couples or women for consultation, to do the moral labour together
and share the burden, has more than one side. Surely, and in accordance with
my observations, a huge part of it is based on genuine compassion that the
rabbis feel towards women and couples. Part of my fieldwork has been on an
organisation of rabbis that mediates reproductive medicine, with the mission
of supporting the couples in being fruitful and multiplying in a viable way. Part
of their support also includes the offer of counselling on prenatal diagnosis, be-
cause thisis part of reproductive medicine and couples deal with it. At the same
time, another dimension of this support is that rabbis are very much aware of
the dangers to their own authority. By offering such consultations they’re try-
ing to make their authority relevant, they’re trying to make religion relevant to
the couples. I would argue that part of this invitation to consult the rabbis is
about preserving their own authority. Doing this they draw from a huge “Jew-
ish library,” from texts collected and systematised over at least 3000 years. So
there’s enough of tradition of discussion and dispute among rabbis to supply
the substrate, if you like, for all kinds of rulings, all kinds of precedents. I was
really dazzled by the virtuosity of these rabbis, how they negotiated different
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layers of the canon, of Jewish literature, the Mishna and the Gemara, thereby
preserving and making their own authority relevant in a state ~within which
their political presence and participation is established, on the one hand; and
on the other, where there is increasing tension around state-sanctioned reli-
gious restriction in public areas. Although religion is secured within the state’s
apparatus, there’s a lot of resistance to it from non-religious Jews. Moreover,
the variety of religious and heretical unities challenge rabbinic authorities as
well. Consequently, in a way, rabbinic authority is under negotiation: it has to
prove itself all the time, it has to prove its relevance - this is in a way part of the
invitation to mediate very difficult ethical decisions, reproductive decisions; it
is part of a larger story about rabbinic authority being negotiated, being chal-
lenged all the time. This setting can become paradoxical: there was a woman I
met during fieldwork, who approached her rabbi and said “I reached the deci-
sion to terminate a child with Down syndrome,” and it was really important to
the rabbi to give her a ruling, a rabbinic ruling, so that she wouldn't feel that
her own decision is autonomous but is supported by rabbinic ruling.

Besides this question about the configuration of religious authority in the
state, | was also wondering about mechanisms or rituals to deal with abortions,
for instance, after a positive diagnosis. Confession is also a central practice in
Judaism, and there are many different meanings and reasons for applying ritu-
als. In Japan, for instance, there are rituals for aborted foetuses that have been
practiced for hundreds of years. The Mizuko kuyo, for example, is a ritual to ask
for forgiveness from the unborn foetus. Women who wish to do this buy a little
piece of land in the backyard of a Buddhist monastery, and put a little figure
of Jizo-sama, who is the god of the children, on the ground and let the priest
perform a ritual for them. The deity is supposed to ensure that the children can
cross the river from life to death, and through this ritual leads them from one
side to the other. The purpose of the ritual is partly to console the spirit of the
fallen foetus, the unborn foetus. But it also works for the women, since they
visit this backyard of the Buddhist monastery again and again, asking for for-
giveness from the foetus. Even though we are not talking about Japan, for me it
is anilluminating example of a ritual mechanism to deal with guilt. So I'm ask-
ing myself, how do religious Christian Catholics deal with guilt? Do they have
any mechanism, religious mechanism, to deal with it?

Hille Haker: Thank you so much, Tsipy, for your questions and examples! So
far, we have shared some thoughts about the background assumptions, i.e.
our moral and social contexts, when entering into this kind of conversation
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about prenatal diagnosis. From my perspective, and allied to what Christina
and Anne have already emphasised, it is of the utmost importance to find a
common ground for understanding by introducing our different cultures and
histories. Reflecting on and explaining these general premises is a good start-
ing point for what we have implicitly done next, entering into a conversation
about decision-making processes, and about who has the authority to say what
or to deliberate, and to co-deliberate. I want to come back to that in a minute,
but what seems to me very important to discuss with you is the perspective of
the women and families. So whatever decision has been made, how do people,
how do families, how do women cope with the decision they have made? Be-
cause we started the conversation about the care work of families who have to
be able, or have to be enabled, to care for a child, for a prospective adult, with
disabilities. This and the institutional setting most certainly influence how you
decide and also deal with a decision you have made. I would like to focus a little
bit more on the individual decision-making process.

AsImentioned at the beginning, in Germany there is this institutionalised
system for care. Taking into account what you have explained about coun-
selling and also your question about how religion and the state relate, I would
say there is also an institutionalised system for counselling. In other words,
family counselling in whatever matters is supported and in part run by the
Protestant and the Catholic Churches, subsidised again by the state, so that
this system of counselling is partly secular and partly religious. Consequently,
if you need counselling on questions of pregnancy, birth control and so on, as
an individual you can choose which form you turn to — religious or secular.
Now, even though numbers of Christian devotees in Germany are going down,
and there is also religious pluralism regarding the growing Muslim popula-
tion, the situation, the social and cultural base for decisions, especially in the
context of reproduction, is still very much informed by secularised Christian-
ity. However, people dor't go to churches or priests to get help with existential
problems. They turn to family counselling centres and institutions such as
Caritas or Diakonie, which are based on Christian principles and ethos, but
are largely run by lay people such as social workers, psychologists and so on.
So, given the context of decision making before or during pregnancy, I would
say people mostly turn to them not for an authoritative statement, but for
help in discernment. I would say, in distinction to what you say about the
groundedness of the moral authority of the rabbis and addressing the fact that
Catholic priests have lost much of their moral authority, in Germany social
workers and psychological counsellors working in the Christian institutions
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help couples or families when they experience conflicts during pregnancy.
In this regard, the option of getting a prenatal diagnosis and dealing with
potential conflicts remains much more of a task for the individual conscience.
Alongside what I said about human dignity as the main moral orientation,
for me at this point freedom and autonomy enter the discussion. So, taking
your examples of the rabbis who take the decisions and consequences upon
themselves, almost like scapegoats, I really wonder if that would be possible in
Germany or even the USA. I think, at least in the Catholic context, it would not:
First of all, because there would not be any wiggle room in the decision about
abortion, and second, because there is no longer any authority. To me, that
again is not only a result of secularisation or a more secularised culture, but
is caused by the moral toxicity surrounding the whole issue of reproduction.
That said, however, for some time German secular law — perhaps due to the re-
maining power of the bishops, and the bishops’ conferences — obliged women
who decide to terminate a pregnancy to have — in addition to medical expertise
- mandatory counselling before any abortion. I would say if one tracks that
down historically, it has a lot to do with the societal power, the political power
of the Christian churches and the fact that other parts of German secular law,
such as education, are a so-called res mixta. However, even though such coun-
selling was mandatory it was at the same time non-directive. As a legal matter,
and after post-unification reform of the German abortion law in the 1990s,
termination is still against the law - taking into account the coherence of the
German Constitution. It is illegal but the woman — or medical professionals,
for that matter — will not be penalised — at least not as long as the manda-
tory counselling has been received. No matter how critical I am towards the
Church teaching’s idea of sexual morality, I must say [ am a fan of mandatory
counselling because I do believe it really does good, giving a chance potentially
to introduce unknown options or different perspectives to women or couples
for their individual situations. Many social workers would, however, disagree.
The surprising part is that, even though this mandatory counselling enables
Christian principles to show their existential dimensions, the Vatican under
John Paul II eventually intervened in the German Church and prohibited all
the institutions who were counselling couples in so-called pregnancy conflicts.
The result is that they can still offer counsel but they cannot sign the form that
you need to terminate the pregnancy. This of course also concerns prenatal
diagnosis, and once again leaves the woman potentially alone with her moral
labour. Even though some clerics, and even the bishop of Limburg, resisted
the order from Rome and upheld the counselling institutions for a while, they
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faced penalties. Although this particular bishop helped to set up a foundation
for counselling in questions of prenatal diagnosis, it was really scandalous
that the Vatican mostly suppressed such bottom-up efforts. One single not-
for-profit organisation called Donum Vitae has survived all these years through
donations, and against the Church’s ruling. So, with these examples, I want
to tell you that I don't know the end of the story yet, for Germany. However,
over the last few decades, you can see a deep rift between the official teaching
and what is needed on the ground, a rift between the Church’s self-under-
standing and the ongoing secularisation of German culture. There is also a
lot of, I would say, religion-internal mourning about this situation going on
in Germany, also about the lack of Catholic priests due to, in my view, the
obtuse political decision not to ordain women. There are many factors that go
beyond our conversation here, but with respect to decision-making, I would
say it is now much more personalised, individualised, and channelled into
the medical system. Accordingly, the doctors or medical counsellors now play
a greater role in the decision-making process, and the individual conscience
decision has much more weight than at least what you say about some of these
communities in Israel. Even if that is the case, with respect to what you asked
about the coping mechanisms, the accountability, the responsibility, the guilt,
the forgiveness, the reconciliation — I think that with decreasing religious
commitment here, too, women are very much thrown back upon their own
means and resources. Since the termination of pregnancy in general has been
taboo or even stigmatised for decades in Germany, such individual coping
sometimes results in tremendous psychological problems. There are always
waves of public feminist reckoning with this situation, but when it comes to
coping with terminations of pregnancies after prenatal diagnosis, there still
seems to be a great taboo. Trying to address this situation, some hospitals,
for example a clinic in Mainz, have introduced a practice for anyone who has
a stillbirth, a late miscarriage, or a termination. They are supported by a non-
profit organisation, and will accompany couples during this time and give
them a so-called Moses Korbchen, a Moses Basket, in which they put a candle
and other things that this support group has prepared in the background,
and they encourage the couples maybe to put a letter to their child into the
basket. I was so intrigued by your story about the river, it’s the journey the
child has to make, accompanying the child and the women or couples with
this little gesture, accompanying the families in this really tragic situation.
In this context the whole question of morality is taken out, the “morality of
guilt,” the morality of “is that allowed or not?” is completely taken out of the
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story here because they deliberately do not ask how a child died. I find that an
exceptional practice, and I wished that such practices would be encouraged
further. At the same time and as a Christian, a part of me is grieving, because
there were religious rituals once, helping people to cope with loss and with
guilt, too, bringing it back to the community and not leaving individuals alone
with their experiences. Even with the Moses Basket, the coping remains very
individualised — partly because abortion is so stigmatised. Even the Church is
not against prenatal diagnosis in particular; it rejects abortion after prenatal
diagnosis. Consequently, as a Christian woman you know that you are excom-
municating yourself from the most important community, the community
with God, and that’s far more than a social exclusion, it is a spiritual exclusion.
This setting makes you really shy away from even daring to speak, so you
have to close it off, close it away, in your own conscience, which makes it a
very difficult situation for the individual. So doctrinally and ethically really, I
totally disagree with my Church regarding its practices and attitudes. I find its
teachings and judgments at this point against life and against human dignity,
un-Christian even. That is why [ said at the beginning, theology and moral
theology need to be more in conversation with the doctrinal level and with
these authoritative judgements.

Tsipy Ivry: Hille, what you described mirrors the setting in Israel: The notions
of exclusion and inclusion are key here, too. In the very beginning you empha-
sized how important it is to make everyone welcome regardless of his or her
abilities or disabilities. Women find themselves in a position where they must
judge which child is allowed into the human community.

It seems to me that in any society prenatal testing raises questions about
the inclusion or exclusion of “new” members. In a circular motion it also raises
questions of inclusion or exclusion of “old” members, i.e. the parents, particu-
larly the pregnant woman. At these points, the dynamics of inclusion and ex-
clusion tend to turn paradoxically. For instance, a woman — who for any rea-
son finds herself'in a position that is non-inclusive toward a foetus with a dis-
ability — will exclude herself performatively from the community with God. In
other words, her inability to include becomes a reason for exclusion either in
the sense of self-exclusion or explicitly as communal and social exclusion.

Christina Schiies: What both of you have just outlined is touching and inspir-
ing at the same time! Tsipy, may I refer to what you mentioned on the basis
of our empirical experience during the interviews in Israel? When women are
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faced with the decision to use invasive testing (e.g. amniocentesis) some would
say, “No, I don't want to use this because it may harm the foetus or the preg-
nancy.” With NIPT this reason to say “no” is no longer valid. If women do not
want to know the genetic disposition of the foetus, how can they then justify
saying “no” to testing? In Germany, they may turn to religious belief, or explain
in a very secular way that they don't want to know the future or details about
the child/foetus and they want to take “what comes.” In Israel, it seems that
women can certainly refer to religious belief. However, a non-religious, i.e. sec-
ular, not wanting to know and saying “no” to testing seems rather irrational and
irresponsible. Thus, do you think that PND has become a practice as a matter
of course that considers saying “no” is “only reasonably” possible for religious
women? Is religious belief the only socially acceptable reason to say “no”?

And if so, what does this tell us about the relation between religion and
high-tech reproductive medicine? On the one hand, religion seems tied up with
a demedicalisation in which the course of pregnancy is God’s will, and on the
otheritis tied up with high-tech medicalisation when it comes to a willingness
to actually use reproductive biomedicine; and all of these evaluations seem to
depend on the ruling of the rabbis, their narratives, and the means allowed to
create viable families. Thus, behind my question I'm wondering about the reli-
gious narratives at work and the value of life, especially the value of the foetus’s
life more concretely, which is hotly debated in German discourses of medical
ethics.

Tsipy Ivry: 1do think thatin Israel, a kind of “acceptable no” to testing is easier
for religious women. However, my findings show that doctors as well as people
who identify as non-religious tend to feel anger toward religious women who
refuse testing or even part of the testing. As for “secular” women, one more
or less “acceptable” reason to say “no” is infertility. If the child was conceived
after long and painful fertility treatments, it might be acceptable in Israel for
the woman to say that this is a “precious pregnancy” [herayon yakar: yakar also
means “expensive’] and therefore she wants to give birth in any case. Such rea-
soning is rare!

Another way to think about your question is to rethink the term “secular.”
In Israel there are several New Age communities that do not fall into the cate-
gory of institutional religion but practice a myriad styles of spirituality. Among
them are anthroposophic communities, as well as communities in which New
Age spirituality is practiced eclectically. In such communities there is a gener-
ally resistant attitude toward biomedical interventions. Typically, women there
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opt for minimal prenatal care, minimal testing, homebirth, home schooling,
veganism. So these people are non-religious, but are highly likely to say no to
NIPT. There is a range of explanations that these women might give for refus-
ing NIPT; maybe the metanarrative is the wish to connect with or get closer to
“nature.” Israeli doctors are often as intolerant of New Age womer's rationales
as they are of religious women'’s rationales.

And toyour further question about the relation between religion and repro-
ductive technologies, that is, the question of how it is that, on the one hand,
women are saying they would not get an abortion for religious reasons, and
on the other, Jewish orthodoxy has such an important role in Israel reproduc-
tive technologies? I have actually been writing about this question from several
perspectives. I think the important thing to keep in mind is that the Jewish or-
thodox idea is that technology is provided by God, and that it can be “koshered”
— it can be adapted to rabbinic law on the condition that rabbis are allowed into
the technological and medical arena.

Anne Weber: Please allow me to add some thoughts and questions on what we
have talked about so far. Concerning Tsipy’s question about Christian coping
rituals and what you mentioned, Hille, about the practice of the “Moses Bas-
ket”: As far as I know and have experienced working as a counsellor in a small
hospital in Paderborn, such practices have become quite common. Here it is
called “Sternenkinder,” and although it may not be a religious ritual in a liturgi-
cal sense, in my diocese it is supported by the archbishop. The idea is very sim-
ilar to what you have described: accompanying people who are living through
crisis instead of judging them, accepting the existential trauma of such expe-
riences, and helping to create a context in which they can find a way of cop-
ing. Despite all the criticism of the Church’s teachings, especially in the area
of sexual morality and reproduction — which I definitely share with you, Hille
— I find this at least a positive, i.e. more humane and compassionate develop-
ment. Still, the question is how such counselling in individual, singular cases
plays out, and what criteria and religious narratives could be implemented in
order to avoid arbitrariness.

Hille Haker: Absolutely. The central question is, how do you accompany peo-
ple, how do you counsel people in the prenatal context? I would say that what
happens in the hospital and even in the counselling institutions is often very
different from the normative framework of the Church’s teaching. I work a lot
with hospital chaplains and midwives who accompany women during labour
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and also afterwards, in the process of late abortions. In such practical contexts,
far away from their desks, the hospital chaplains, the ministers, be they priests
or not, see that they need to accompany the women and not judge them. But
there is a lot of room between Earth and Heaven, so even a simple task such as
accompanying depends a lot on the attitude of the person in charge. However,
in general and aside from the question of quality, I consider the counselling as
well as the coping to be a moral practice. And if it is not based on toxic narra-
tives, instead of a guilt-driven practice it can become one of solidarity, a com-
passionate practice.

Anne Weber: Yes. Taking your thoughts on the task of theology to claim a dis-
course with the Church's teachings, especially on existential topics, this work is
still ahead of us, isn't it? The guilt-driven traditions and practices, in my under-
standing, originate from a very specific but also very dominant line of religious
interpretation of existential contexts. It will be essential to look for other inter-
pretative frameworks in the Christian tradition, which don't just challenge the
very influential Augustinian ideas on procreation and reproduction, for exam-
ple, but also make minority perspectives visible in theological discussions. So,
jumping ahead of Christina’s questions about the religious narratives of life’s
value, what theologians need to do is to broaden their horizon, i.e. remember
the unheard voices of tradition, give room to and use other frames of inter-
pretation. So even if there is a dominant narrative of life, family or sexuality
in Church teachings, to me as a Christian and a feminist it is key — especially
in the context of reproductive medicine — to show other lines of religious or
Christian concepts and bring them into the discussion as well.

Hille Haker: Yes, absolutely. Before we go to the question of the value of life, let
me emphasise that in my own work, I always try to counter this tradition of a
very conservative, very normative kind of reasoning, and really expand on the
tradition of the ethics of good life. So, for example, I reflect on modal verbs in
moral argumentations, since they already structure the way we reason. Hav-
ing said this, the normative question of what I must not do, or what I may do,
is very much linked to the question of what I can do, where the limits of my
capabilities are what I want, or if I even know what I want, or whether I'm al-
ready torn in my intentions, in my ends. Consequently, with this approach you
enter a space of existential ethics and an existentialist ethics where freedom
does not equate to autonomy, but needs to be seen as an effort. To me, this is
also very important for the discussion on prenatal diagnosis and its potential
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consequences, since the women and couples are always already in relation to
others, their social heritage, educations, experiences, capabilities. So although
from what we have discussed it appears that women are fully accountable and
thus sometimes tremble at the responsibility for their decisions, you always
have to take into account that they are responding to a situation in the way
they can as the person they are. I work a lot with two basic concepts, namely
recognition and responsibility. The mutual recognition that happens as a verb
means notjust valuing an unspecific someone but engaging in acts of recognis-
ing her as the person she is and can be. Recognition is thus an interactive kind
of endeavour that you strive for. For sure, you often fail, and not only in recipro-
cal symmetric relations; but the responsibility we have is to think deeply about
how we respond — not to an abstract entity but to a specific person and her ca-
pabilities, the realisation of her freedom. There are many follow-up questions
that we cannot discuss here. Going back to what you said, Anne, about find-
ing alternative narratives and interpretative frames, what I wanted to show is
that in this concept the questions of guilt or sin cannot be answered as mono-
causally as Church teachings and traditions suggest. I think that in redoing
Catholic moral theology, this becomes a very important endeavour, of course,
once again facing the question of grounding the values of moral reasoning.
Just let me quickly try to respond to Christina’s question about the value of
life, the value of the foetus. This discussion of moral status without any context
is very prone to misunderstandings. First of all, let me express how much I ap-
preciate that we didn't begin our conversation with the question: “What is the
status of the embryo?” This question takes us too far away from the fact that
it follows on from a situation of dilemma. Tsipy showed in a very detailed way
that the decision-making process begins at the point of asking the question
whether or not to make use of prenatal diagnosis, whether or not to utilise re-
productive technology. In this regard, the status question is part of a broader
bioethical discussion that also includes questions on dealing with information
and the right not to know, on shared decision making, on concepts of health,
counselling, authority, on enhancement, gene editing and other topics we have
mentioned. So I believe that the status of the foetus, or the value of life in that
respect, is really only one factor, and in the concrete decision making perhaps
ultimately not even the decisive one. However, it is not a minor issue. Referring
to my perspective and what I said at the beginning about dignity, the question
of the value of the foetus comes with other questions such as: “What does it
say about myself if I cannot welcome a particular child into my life? Can I live
with myself as someone who does not welcome a particular child?” I don’t want
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to fall into the trap of both liberal bioethics and Catholic moral theology, that
both narrow the questions down to one single issue. Tsipy, I am sure you have
some different insight and perspectives to add to our discussion.

Tsipy Ivry: Yes, Hille, I feel the same towards the status question. However, I
will try to respond to it, because even though in the context of decision making
it might only be one factor among others, I do think for the theoretical dis-
cussion it’s an important question since it influences other factors, or at least
how they are evaluated. Let me try to address it in a comparative way. What
I find very interesting is that — regardless of whether the formal status of the
embryo or the foetus is considered to be fully-fledged life or partly life, or on
the verge of becoming a person, or having subjectivity or not having subjectiv-
ity — there is a really strong emotional and moral, ethical reaction that women
experience when they find themselves faced with a decision about the kind of
prenatal diagnostic technology to choose. Sometimes this reaction comes af-
ter an indication or a diagnosis, sometimes it comes after a post-diagnostic
decision, and sometimes even after a post-diagnostic termination. So regard-
less of the formal status of the embryo or the foetus, in my work with women,
whether religious or not, I found the process of decision making to be very eth-
ically troubling for all of them. The gap between what is formally considered the
right thing to do and what the woman feels is actually very difficult. It appears
sometimes to be even more painful when women have not received a religious
ruling. In Israel, non-religious women are led to think the termination of a
foetus with a disability is the right, responsible thing to do, since having it will
disable the mother, the family. However, after the decision to abort, the women
are left alone with it, causing them terrible ethical turbulence. So despite so-
cietal acceptance of terminating pregnancies with an indication [of anomaly]
based on the thought of creating viable families, for the individual woman it is
emotionally and psychologically very troubling, to a point where they may re-
main in this decision-aftershock for years. This is a setting I found repeatedly
regardless of the discussion of moral status in the media, among policymak-
ers and healthcare professionals, midwives, or disability rights advocates. This
is something that I find important to keep in mind and think about. Now, if
I go back to the question of the value of life, of the foetus, you can draw on
rabbinic texts. 'm neither a Talmud scholar nor a Mishnah scholar, but in the
course of my fieldwork I try to engage with this literature when it emerges in
the reasoning mechanisms of interlocutors. In preparation to this conversa-
tion I collected a number of Mishnaic and Talmudic verses and tried to grasp

219



220

Comparative empirical bioethics of reproductive practices and their social contexts

this literature’s logic, and to come into dialogue with it. So from a broad analy-
sis of rabbinic texts, I would say that as a first rule of thumb they reveal a clear
preference for the mother’s life and safety. There are really harsh texts in Jew-
ish or rabbinic literature, for example, if a woman is to be executed according
to rabbinic law and she’s pregnant, her death sentence may be executed imme-
diately, i.e. nobody is going to wait for her to give birth. However, this is less
a decision against the unborn child, but in favour of the mother’s mental in-
tegrity — she shouldn't be tortured by having to wait for her execution. Another
very graphic Mishnah example in Oholot says that if a woman is giving birth
and the baby that is being born seriously endangers the woman's life by shoul-
der dystocia, then the baby should be cut apart inside the womb and taken out
limb by limb. This sounds very cruel, but it is nonetheless part of the Mishnah.
Diagnosing the texts and the literary tradition in general, the implication of
the mother’s life being prioritised over that of the foetus becomes quite evi-
dent. The reasoning behind it goes back to the Halakhic understanding that
the embryo is, up until 40 days, considered part of the womarn’s body. Despite
these religious rulings and texts, Haredi women won't even consider an abor-
tion, and even empbhasise their religious integrity and community by saying,
“We never do abortions for Down syndrome.” However, receiving a positive di-
agnosis of Down syndrome causes them tremendous stress, asking themselves
how they are supposed to live with this child. Even though the community will
most likely supportits upbringing and care, the women fear that having a child
with a disability might harm the chances of other siblings finding a “quality”
marriage partner. So again you see an ambivalence. On the one hand, the de-
vout Haredi woman would tell you that the ultimate righteous thing to do is
to accept each and every choice that God makes, because God is the only one
who makes choices. So they would argue: “We might not be able to understand
why this is good, but it is definitely good because God chose this child to be
born through me and it is good because God’s choices are good, by definition.”
Thus, even consulting a rabbi would mean either doubting God’s good choices
or being too weak to accept them. On the other hand, the factual reality of this
diagnosis was extremely troubling to some of the women. Anticipating such
worry and anxiety, many Haredi women choose not to engage in prenatal di-
agnosis in order to avoid being placed in a position of overwhelming distress. If
you look more closely, in the background of this reasoning there appears an in-
formal hierarchy among Haredi women, and if you want to compete in this hi-
erarchical ladder of righteousness, then you shouldn't engage in prenatal test-
ing, because this may testify one’s lack of faith in God’s choices. Agreeing with
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this, however, will make the question of coping even more urgent. So, despite
any religious ideas and narratives that the mother’s wellbeing is clearly priori-
tised over the status of the unborn child, the dilemma remains, even for ultra-
religious women. Another thing I wanted to mention is that the rabbis who say
they will take the responsibility upon themselves are actually also outsourcing
this responsibility even further. The whole system of consultation consists of
outsourcing and shouldering decisions among doctors and other rabbis, it is
communal among decisors, among rabbinic and medical scholars. So a rabbi
who gives the impression of shouldering the responsibility for a prenatal or
a reproductive decision, is acting performatively for the couple. Of course, in
the end I dor't know whether or not the rabbi feels responsible himself, if he is
able to sleep at night. What I want to point out is that to make such a decision,
a rabbi needs a network of decisors to be able to share the moral burden.

Hille Haker: May I just expand your thoughts alittle bit further from a Christian
perspective, Tsipy? I believe that there will always be attempts to respond to
the question, “What is the value of life?” Sometimes even posing this question
seems naive, since it is as if we could just put it on a scale like an organ, weigh it,
and compare it to other issues. The effort and the attempt to find objective and
quantifiable criteria will always be there, since it is a question that concerns all
of humanity and the way we live with one another. What seems important to
me is that the religious traditions bring a kind of a cautionary tale to the table,
since their narratives always point to God’s authority: “Be careful. The only one
who knows the weight of the issues is God. You dor’t have the means to weigh
them when it comes tolife.” I think the Jewish and the Christian traditions both
caution that it is not up to us to translate values into quantifiable, objective
measures. Values need to be accepted, and even though there might be many
values that can be translated, for some it is not for us to say. I think the differ-
ence between the Jewish tradition and the Christian tradition is that the rab-
binic tradition at least acknowledges that having said that, life is life, and life
comes with conflicts. That is why there is a long tradition of practical reason-
ing dealing with life’s conflicts. Accordingly, the rabbis would ultimately also
refer to God’s authority, but faced with these conflicts in practical, everyday
life decisions, they, we, do the best we can. To me this explains the sharing of
the burden, the consultation among the rabbis. From what you have explained
as well, the rabbi actually hides behind the authority, and the whole setting re-
mains paternalistic with respect to the women. In the Christian tradition, the
Catholic tradition especially, there’s a certain denial of these dilemmas. Philo-
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sophically, you can pinpoint this denial to someone like Kant, who always shied
away from acknowledging dilemmas, fearing to lose the consistency of a sys-
tem and thereby its normative integrity. Something similar happened in the
scholastic tradition of Catholic theology: the idea that there must be a solution
to everything and every question. So when it comes to the value of life, and a
conflict between the value of the mother’s life and the value of the foetus’s life,
the Catholic tradition retains the idea of a solution to all dilemmas but comes to
the opposite conclusion, i.e. sides with the foetus rather than with the mother.
Originally, up until the 19" century the theological discussion of the process of
humanisation also referred to the 40™ day as the time of ensoulment. Since it
was a different time for a boy and a girl, it was called “successive ensoulment.”
However, by the end of the 19% century and due to the scientific insecurities,
ensoulment in the Catholic tradition was set at the point of conception. That
takes away any wiggle room here, whether with respect to embryo research or
abortion. Consequently, what you end up with in this line of reasoning is a de-
nial of any moral dilemmas on a practical level. You might be able to acknowl-
edge that people, women especially, experience conflicts, but on a theoretical
level there is actually no dilemma, since the morally right decision, of course,
is to side with the foetus in any given situation. The right to life, as humane and
important as it may be, leads ultimately to an attitude towards the mother that
demands that whatever she may feel, she must suck it up and accept the situ-
ation. Needless to say, this is very absolutist reasoning, but ironically it takes
away the moral conflicts with respect to decision-making. I disagree with that
reasoning, as you might have seen, because I absolutely resonate with what you
say about the women especially, but also the families, being almost wiped out
of this story. Speaking from more of an American perspective for a second, in
reality both absolutist pro-lifers and absolutist pro-choicers show a denial of
conflict that blows away the individual hardship, the weight of the decision-
making and the subsequent coping. All that you have said shows me that the
bioethical discussion about determining the value of life is this always ongo-
ing effort of putting a life on a scale and then weighing it up against other cir-
cumstances; but not only is the metaphor not innocent, the process of trying
to determine the value in that way is not innocent either. To tell you the truth,
I would like to shy away as long as possible from that metaphor of “weighing.”
Although I totally agree that the question of welcoming a child or not welcom-
ing a child into your life is the real question, it does not have so much to do with
the scales or the weighing. It is a question of who you want to be, how welcom-
ing you can be, and where your limits of welcoming someone else into your life
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are, and whether or not you can live with acknowledging the limitations of your
life, whether or not you can find help and can accept help, to welcome a child
into your life.

Tsipy Ivry: So we are talking here about a social scale, the social framing of
the decision. I am convinced that the ethical principles and values are always
framed and instantiated by cultural, political and social conceptions. To under-
stand them and how they interact is as important to me as the discussion on
“the value of life” — difficult as it may be. Having said that, these frames become
key to answering the question of what is understood to be an ethically proper
process of decision making, or what makes a decision-making process ethi-
cally appropriate. Asking “How does one make decisions?” has social as well as
individual implications. For our context and with regard to what religious au-
thorities — whether priests or rabbis — find it reasonable for women and fam-
ilies to endure; so questions of suffering, the interpretation, the narrative or
the value of suffering, become important. For example, there is no agreement
among rabbis about the “status” of suffering (the parents’ and the child’s suffer-
ing): what is suffering and what role does it play within decision making about
whether to welcome - if I use the idiom that Hille uses - or not to welcome
a child? Neither is there clear consensus on who should be considered when
thinking about suffering, avoiding or accepting it — the woman, the child, the
family, the community? The consequence of this lack of clarification is a cul-
ture of disagreement, that in a contradictory way makes possible a huge diver-
sity of decisions. This corresponds to what I presume to be of utmost impor-
tance from a rabbinic perspective when being consulted: that rabbinic knowl-
edge has been negotiated while the decision, the ethical deliberation was being
done. As I mentioned before, rabbis are interested in preserving their author-
ity and making it relevant, but another element in this dynamic is to safeguard
the integrity of people’s life. Thinking of my Haredi informants and their part-
ners and families, another risk within the context of possible reproductive de-
cisions is that if a couple or a woman makes a decision without consulting a
rabbi, she potentially dissociates herself from the framework of rabbinic de-
cision making, resulting at some stage in disconnection from the community.
Such disconnection is going to be so troubling, and ethically so confusing for
her, that the rabbis are not only trying to protect themselves and their author-
ity, but also trying to protect the people by keeping them within the framework
of religious and rabbinic decision making. Making rabbinic traditions relevant
for the people helps to keep the people intact, because the wholeness of these

223



224

Comparative empirical bioethics of reproductive practices and their social contexts

couples, these families, these communities, depends on their continued con-
nection with a whole apparatus that is spiritual and legal and communal.

Hille Haker: You have shown remarkably the rabbinic logic of protecting the
community. It is striking to me how the reasoning is almost the opposite in
Catholic Christianity: the protection of the purity of the community and in-
stitution by excluding people who have deliberately acquired guilt. So that is
the big thing and, in my view, exemplifies the Augustinian legacy in Christian
thinking:ifyou don't know what you are doing, then itisjust a sinful thought or
act and you can regret it, but if you continue to live in sin, whether it is with re-
spect to birth control or something else, then it becomes an issue of guilt. With
respect to abortion, you can know ahead of time that it is wrong and if you still
continue to doit, youlive in sin. So in order to protect the institution, the com-
munity, the purity of morality, you have to be excluded, partly or once and for
all. To me that seems almost the opposite intention to what you say is the mo-
tivation of the rabbis. Practically speaking, I believe that many priests actually
do not agree with that exclusion and do not act upon the official teachings, but
they try to include and support couples and women in conflict. However, un-
til the official “ruling” is undone and a new conceptualisation of sexual moral
theology in this area is found, implemented and acknowledged, it is always up
to individual priests to depart from these exclusionist practices, and open sol-
idarity with “sinners” will in the long run also lead to exclusion for them. We
see such exclusions from community and Eucharist, i.e. community with God,
in several areas in the Catholic Church. Again in the US, President Joe Biden
cannot receive Communion because, ideologically, he is pro-choice and that
means he holds the opinion that the law of the land, namely abortion, is there
for a reason. If conservative Christian wings exclude the US President, you can
imagine how they treat a woman who comes out as having made the decision
— and that to me is where the ethical violence within the Catholic system be-
gins. It causes a problem, not only practically speaking but also theoretically
and certainly theologically, too.

Tsipy Ivry: May I ask a final question? If Catholic contemporary authorities
would like to “reform” their discourse and authoritative statements, is there
enough substance in the tradition from which to reinterpret or revive tradi-
tions to create a more inclusive atmosphere for women and families?
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Hille Haker: Absolutely, but I think the very first step is simply to acknowledge
what you said in the beginning, that we are dealing with moral dilemmas, or
even moral tragedies. Because then, in the practical reasoning the virtue of
prudence becomes the central virtue. Even in the scholastic tradition, reading
Thomas Aquinas, the virtue of prudence entails tools of practical reasoning that
are much more in line with a rabbinic tradition. For example, prudence entails
attentiveness to circumstances, the imagination, the remembrance of similar
cases, the attention to possible consequences, a certain strategic thinking. In
the Thomistic tradition these are called the middle principles, and acknowledg-
ing that we're dealing with moral tragedy would allow us to give the virtue of
prudence and practical reasoning greater weight in relation to the other princi-
ples, or even the other virtues. There is a potential to harmonise the theological
tradition with this kind of virtue reasoning, embracing the sources of theolog-
ical, ethical reasoning, which are scripture, tradition, reason and experience
— that is my “solution,” and I've been promoting it for years now. Perhaps for
Church teaching it is still too uncomfortable to acknowledge moral dilemmas
and acknowledge that they are tragedies, that often there is no good solution,
if any at all. To bring forth such acknowledgment it is necessary to get away
from depicting the ethical questions abstractly and find a more descriptive ap-
proach. That is why I think it is so utterly important to have anthropological,
ethnographical research like yours, where you can see the ideologies and nar-
ratives in the background influencing the decisors, co-creating the dilemma
structure. On the one hand, the obligation to welcome every child into your life
as God’s gift, and then on the other, two sentences down, the existential anxiety
of not being able to cope with this gift. Ignoring these background narratives
means ignoring the distress, the burden, the despair a woman may experience
throughout prenatal diagnosis, trying her best to create a viable family. Legit-
imising the dilemma by saying that anxiety and suffering are also part of God’s
gift remains on the confessional or ideological level; it is not experiential, it
appears cynical and with a certain cruelty in the judgment - at least, it may
well entail ethical violence. So I think only if you go through that door of ac-
knowledging the moral dilemmas as dilemmas, will you be able to enter into
a conversation, a moral deliberation process, which takes the people with you,
and lets them live as the person they are.

Christina Schiles: We have come a long way — and we have opened a path for
further research and further conversations. Thank you both for the inspiring,
deep, and most insightful conversation!
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Anne Weber: Even though we will end our conversation at this point, we hope
this is not the end but the beginning of an interdisciplinary, interreligious, and
transcultural exchange, helping to support a way of moral reasoning that is
sensitive tolife’s challenges and conflicts. Thank you both for sharing your work
and insights with us.



8. What Does Prenatal Testing Mean for Women
Who Have Tested?

Christoph Rehmann-Sutter, Tamar Nov-Klaiman, Yael Hashiloni-Dolev, Anika
Kanig, Stefan Reinsch and Aviad Raz

Women who use prenatal tests have varied reasons for doing so. It is therefore
important to learn from women who have used tests, the reasons why, and for
what purposes they have tested. Reasons and corresponding aims of testing
constitute what we can call the “meaning” of testing for those who have tested.

One aim of those who test is to be able to decide whether to discontinue
(or not) the pregnancy. But we can also ask: why should it be desirable to de-
cide about continuing the pregnancy? What does continuing or terminating a
pregnancy mean for those who make that decision in their particular situation?
Testing and the information it generates are in some way tools for achieving a
desirable outcome. It is therefore not enough to state the obvious: that prena-
tal tests are tools to find out the likelihood that the child about to be born has a
genetic disorder, since this leaves open questions about meanings. Why should
this be a good thing to know during pregnancy? One reason could be the per-
ception that a disabled child will suffer and/or cause suffering to the family, for
example.

Expecting or knowing a result only in technical terms therefore does not
reveal the reasonings of women or couples. The reasons why women take a test
are personal and as such do not belong directly to the scientific realm. They give
the test a particular significance within the dynamic life context of those who
decide. In this chapter we use interviews with women and couples who chose
to test for a chromosomal or genetic disorder to better understand what these
meanings are, in the lifeworld of those using them, using a comparative analy-
sis of a selection of interviews from Israel and Germany. We will try to identify
patterns of meaning-making, and see whether there are significant differences
between our Israeli and German interviews. We also discuss the findings in the
context of the current bioethical literature on prenatal testing and screening,
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where two interrelated framings are predominant: that prenatal tests enable
women to make “informed decisions”, and that prenatal tests are key parts of
a practice of “selective reproduction”, for which information is meaningful.

Germany and Israel differ in their regulation of the field, the scope of
prenatal testing they offer under public funding, and the recommendations
of professional associations of obstetrics and gynaecology (OB/GYN) and
genetics (see chapter 3 in this volume for details). Israel has a widely imple-
mented prenatal testing scheme, which is publicly funded. However, it does
not include NIPT (non-invasive prenatal testing, a test based on analysis of
cell-free DNA in maternal blood). Since 2022 Germany has had regulation
enabling NIPT to be covered by health insurance, but only if the woman is in
a conflict by the lack of knowledge and the risk of psychological harm due to
the uncertainty (Rehmann-Sutter/Schiies 2020). At the time of the interviews
(2017-2019), NIPT had to be paid for privately but its availability was widely
known and its uptake common practice. The overall uptake rate of NIPT in
Germany has been estimated by Gadsbgll et al. (2020) based on best clinical
guesses as < 25 per cent of all pregnant women. In Israel, where the first-
and second-trimester screening tests are publicly funded for all women, and
where amniocentesis coupled with chromosomal microarray analysis (CMA)
is often funded, uptake rates of NIPT were relatively low: in 2019 it was about
4.4 per cent of live births.!

Below, the analysis focuses on the meanings attributed to varied types of
testing — be they invasive, such as amniocentesis (whether or not coupled with
CMA, also known as the “genetic chip”), or non-invasive, such as NIPT and the
first-/second-trimester screenings.

1 Ami Singer, MD, Head of the Community Genetics Department in the Ministry of
Health of Israel, personal communication.
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Methodology of this analysis

A word is dead, when it is said
Some say —

| say it just begins to live

That day

Emily Dickinson®

Analysing the interviews a few years after they had been conducted and tran-
scribed was a special experience for us when writing this chapter. It brought
the words of the interviewees back to life in a new way. In the context of an-
alytical questions that we have since generated, selected passages of the in-
terviews made new sense. While speaking, our interviewees could not have
been aware of the exact questions that we now had while interpreting the tran-
scripts. Prompted by questions from the interviewer, they essentially told us
their stories of testing as part of their life. They explained how testing was im-
portant and how it was problematic for them in their particular situation.

In an important sense of the term, interpreting the interviews as we do in
this chapter has to do with a “double hermeneutics”, as frequently emphasised
in interpretative phenomenological analysis (IPA). The analytical process of
interviews can be described as a dual interpretation process, because first the
participants made meaning of their world, and then second the researcher
tried to decode that meaning to make their own sense of the participants’
meaning-making (Smith/Osborn 2008). In the first step, the participants’ in-
terpretation, there are even more layers involved. Tests are offered to women
and couples in the context of meaningful packages that already contain inter-
pretations of what it means to be a responsible parent. Women and couples
are well aware of social expectations that restrict the freedom of choice they
are constantly assured that they supposedly have. And on the side of the inter-
preters there are multiple interpretative layers too. We first read the interviews
in a narrative fashion, in order to understand “the story” of these women. Then
we reread the interviews and asked what the interviewee particularly wanted
to get across while telling their story to the interviewer, who they already
knew was doing “a study” on prenatal testing. And what we have tried to do in
writing this chapter was to set a certain reflective distance between us and the

2 Dated 1862; no. 278. In: RW. Franklin (ed.) (1989): The Poems of Emily Dickinson, Cam-
bridge, MA: Belknap.
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interviewees’ full stories, in order to become more attentive to the meanings
they attached to the tests. We were looking for typical meaning patterns that
show up in the interview dialogues.

Before we say more about what these “typical meaning patterns” can be, we
briefly want to explain the procedure of how interviewees were selected, how
the interviews were conducted, and how cases were selected for this analysis.
The interviews belong to the empirical part of the German-Israeli comparative
interdisciplinary study of prenatal testing, which combined social sciences,
philosophy and ethics. It was essentially a qualitative interview study in both
countries. Before starting to recruit interviewees, ethical approval for the
research was obtained from the ethics committees of the University of Litbeck
and Ben-Gurion University of the Negev at Be'er Sheva in 2017. The recruiting
process differed in each country due to the different contexts of the respective
healthcare systems. We invited women who had either taken NIPT or other
tests, or declined them. As part of the broader project, we also interviewed
healthcare professionals in obstetrics/gynaecology and genetics, policymak-
ers and activists. The interviews with these stakeholders were however not
included in the analysis in this chapter. To recruit women in Germany we
used a flyer that was distributed through OB/GYN and midwifery practices
and pregnancy counselling centres, through online posts, and snowballing.
Women who were interested in being interviewed then contacted us. In Israel,
recruitment was done through online posts, relevant organizations (e.g.,
Down syndrome organizations), the authors’ social network and snowballing.
All participants gave written informed consent for the inclusion of their
interview material in this study, and participants were fully anonymised.

An interview guide was initially developed, revised and extended after the
first interviews had been transcribed and analysed. The first questions always
focused on the women’s individual biographies and the histories of and emo-
tions concerning their pregnancies. We then asked how they had learned about
prenatal testing and their attitudes toward it, their experience of professional
counselling, and their decision-making process regarding the tests. We were
also interested in the role of other people and/or sources of information in this
process. Subsequently, we asked whether — and if yes, how — the tests changed
their experience of pregnancy. Further questions asked their opinions on the
financing of the test: whether it should be covered by health insurance or paid
for privately. We also asked about their retrospective evaluation of the test, in
particular whether they would do things differently or the same if they became
pregnant again. To gain a normative insight, we asked what they thought about
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women whose choices about testing or acting upon test results were different.
We added specific questions for women whose test results had been positive.
We asked how they experienced learning about the positive result, whether
they had chosen further invasive confirmatory tests, and whether they had ter-
minated the pregnancy. The interview also focused on the experiences of peo-
ple with disability, and on their attitude towards life with a disabled child and
views on terminating pregnancy.

In Germany, in addition to interviews with professionals of various kinds,
we conducted 36 interviews with women and couples who had or had declined
NIPT. In six of them, we interviewed both partners together, while in one in-
terview only the partner participated. In 14 of our interviews there was a chro-
mosomal disorder in the (extended) family (more details in Reinsch/Koénig/
Rehmann-Sutter 2021). In Israel, in addition to interviews with professionals
and activists and with women who declined testing, we interviewed 30 women
who had varied types of prenatal tests: first-/second-trimester screens, NIPT,
amniocentesis with or without CMA. This number does not include women
who had no tests or “only” had ultrasound tests (which in our sample was ultra-
orthodox women). Six of the interviewees are mothers of children with Down
syndrome.

All respondents received a recruitment letter describing the study and
including a disclosure statement. German interviews were conducted in Ger-
man, face-to-face and in a few cases by telephone. In Israel, interviews were
conducted in Hebrew over the phone or via Skype. Israeli interviews were all
conducted by Tamar Nov-Klaiman. German interviews were conducted by
Anika Konig or Stefan Reinsch. The guideline-based interviews lasted from
45 to 150 minutes, and in most cases more than an hour. Interviews were
audio-recorded, fully transcribed verbatim and pseudonymised following
transcription.

For this special analysis we used the 19 German and 30 Israeli interviews
with women who had actually taken a prenatal genetic test. These women had
either received a positive result, and after confirmation by amniocentesis had
decided to terminate their pregnancy, or to continue it and have the baby with
special needs; or they had received a negative result.

Those sections in the transcripts that contained statements about the
meaning of prenatal tests (reasons for testing, aims of testing and related
topics) were highlighted and interpreted, considering each interview and
its narrative individually. Iterative comparison and abstraction was used to
compile a table of distinct, typical meaning patterns. This process was done
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first for each country separately. The categories were then discussed in joint
sessions, and meaning patterns adapted by further abstraction to include
similar patterns identified in the table of the other country. The result of this
process was a joint table of ultimately seven different but interrelated meaning
patterns. Many patterns appeared in both German and Israeli interviews, but
some were seen more in one country and less in the other.

The procedure was similar to a Weberian ideal-type analysis, which has
been formally described by Uta Gerhardt (1994) for qualitative research in par-
ticular, and more generally for sociology by Richard Swedberg (2017). In gen-
eral, the ambition of an ideal-type in sociological theory is to understand and
explain a certain cultural phenomenon, i.e. a particular social action that is the
focus of our attention. Decisions about prenatal testing can be considered so-
cial actions in many important respects. They affect other people beyond the
one who makes the decision about testing, and they are also organised ac-
tions since they are only possible within social arrangements and using cultural
scripts. More explicitly, prenatal testing therefore belongs to what we may call
the pre-partum sociality of the pregnant woman and couple.> While technically
looking for features of the foetus, prenatal testing as a social action derives its
reasons and aims from within the social relations among the family and in so-
ciety. It therefore needs to be explained within the social relationships between
people.

When we look at the meanings of the prenatal tests, and the reasons and
aims that led women to have such tests, we focus on the women'’s rationales
in a specific historical and social context. This could be done very specifically
and on a case-by-case basis for each individual. But it is also interesting to see
whether we can find some typical patterns in the sense of ideal types. In order
to clarify what this notion implies and what ideal types can do (and not do) in
theory we now briefly look at this discussion with reference to Weber. As both
Gerhardt (1994) and Swedberg (2017) note, Max Weber’s work does not give a
single authoritative and unequivocal definition of the concept of “ideal type” in
his project of interpretive sociology. The most comprehensive statement is in his
1904 essay on objectivity. With his idea of ideal types he wanted to explain a spe-
cific historical formation (such as “the spirit of capitalism”). Weber strove for

3 It is related but not identical to Stefan Hirschauer’s concept of “prenatal sociality”,
i.e. the sociality of the unborn, which is socialisation of the unborn during pregnancy
(Hirschauer et al. 2014).
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conceptual clarity about a historical formation by means of a synthesis of in-
dividual components that he selected in their sharpest, most consistent form.
By conceptual clarity he seems to have meant a rational understanding of the
meaning of a phenomenon. In chapter 1 of Wirtschaft und Gesellschaft there is
a second version of the ideal type theory that can be applied to social actions.
In Swedberg’s reconstruction, this refers to what a hypothetical (or ideal) and
typical rational actor can do under certain circumstances. This is a first point to
keep in mind: an ideal type explanation assumes, sometimes counterfactually,
that the actor is acting rationally, i.e. according to a coherent reasoning. The
two criteria Weber then gives for ideal types seem to be (i) that they must be ad-
equate on the level of meaning for what they are intending to explain in reality
(“Sinnadiquanz”);and (ii) that they heighten or concentrate the meaning in or-
der to reach a clearer understanding (“gesteigerte Eindeutigkeit”; Weber 2014,
Part I, chapter 1, § 1, section 11). This is a second point to keep in mind: claims
about ideal types must meet certain criteria. The first is: “What is involved in
adequacy on the level of meaning is that the meaning and the action have to
fit each other, a bit like the hand in the glove” (Swedberg 2017: 187). This relates
to the double hermeneutics, which we have mentioned above: the researchers’
interpretation must fit the meanings that actors communicated in the inter-
views. The heightening or concentration of meaning under the assumption of
ideal actors who act rationally and have complete information relates to the ex-
planatory force of an ideal type pattern. We will therefore present ideal mean-
ing patterns with the aim of adequately representing the meaning of what women
explained and at the same time heightening and concentrating this meaning, in
order to make it more graspable.

Findings
a) German and Israeli interviews

The major difference we found in the interviews is that Israeli women were
more likely to seek to maximise detection by testing, even at the cost of risk
due to the invasiveness of the procedure, and even in the absence of a medical
indication. For example, a notable proportion of Israeli women who were of-
fered NIPT (but no German women in our sample) declined, not because they
refused tests in general or because of the costs, but because they wanted to have
more comprehensive genetic tests than NIPT, such as amniocentesis combined
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with chromosomal microarray analysis (CMA). This was also found in a sub-
set of our previous interviewees, i.e. parents of children with Down syndrome
(Nov-Klaiman et al. 2019, 2022). This difference can be explained in part by the
stronger desire of interviewed Israeli women to find out as much as possible
about their future children. For a close analysis of the meanings of prenatal
testing for women who had the tests, we decided to ignore the particular test
chosen, i.e. the meanings given to testing by women who had either performed
NIPT or alternative tests, whether invasive (mostly in Israel) or non-invasive,
e.g. first-/second-trimester screens.

In this situation it would not make sense to focus exclusively on the fea-
tures of NIPT that make it unique from the points of view of both providers
and women using it. The focus of our analysis shifted from NIPT to multiple
variants of (genetic) prenatal tests. Compared to other methods, NIPTis a clin-
ically risk-free testing procedure. In several interviews women said that they
would not have had amniocentesis because of the risk it poses to the contin-
uation of the pregnancy. This however appeared among the reasons why they
preferred NIPT over other means of prenatal testing, or why they did not go any
further with a diagnostic invasive test, even after a positive result. We wanted
to know how women and couples understood the meaning of their act of test-
ingin the context of a practice that is more extended in time, social distribution
and space.

The meanings of testing cannot be sharply distinguished from the reasons
that made women decide to have it. These reasons include the physician’s rec-
ommendation, the expectations of the family, or the perception that a woman
had an elevated risk due to her age (> 35). Reasons give one answer to the ques-
tion of why they tested. But the question has another level of meaning as well:
in addition to reasons for consenting to a procedure of prenatal testing, the
women and couples referred to what these tests meant in their life situations.
The meaning they are referring to is the intention of their act of testing: What
did they do it for? This is an equally central focus of this chapter.

This question is distinct from the medical description of the tests (in terms
of probabilities, reliability, or the medical significance of a diagnosis such as
trisomy 21), and also distinct from technical descriptions of the tests (in terms
of cell-free foetal DNA fragments sequenced), and from the regulatory descrip-
tion of the tests (in terms of permissibility of an abortion under national law,
or of claiming reimbursement from health insurance funds). The women often
had ideas about what the testing meant to them in their personal situation.
But not all of them had; some, especially women in Israel, also said that they
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had the tests just because they are offered and performed as part of medical
routine in pregnancy management, and they wanted to do things, as one in-
terviewee put it, “by the book”, without giving it much thought. But for those
who attached a certain meaning to the test, it was for instance to help prepare
themselves for a child with special needs, or to evaluate whether their medical,
emotional, social, financial etc. resources would allow them to cope with it.
Alternatively, testing was important to allow the termination of a pregnancy if
abnormalities were detected, because in their view and personal situation, dis-
ability should be avoided. These descriptions of personal meanings of prenatal
testing were extremely diverse. They included references to the life situation of
the woman or couple in their family and in their country, their previous fam-
ily history etc. In analysing the interviews and using the “ideal type” approach
(explained above), we have been attentive to typical patterns of meanings used in
these highly personal and diverse explanations.

b) Patterns found

In the interviews we find multiple and very different subjective descriptions
used by the actors to describe this kind of action, “performing prenatal tests”.
As we have said, in Germany they mostly referred to NIPT whereas in Israel,
except for the first-/second-trimester screening tests with their high uptake
rates, more extensive tests such as amniocentesis coupled with CMA are com-
monly preferred over NIPT. These subjective descriptions are embedded in per-
sonal narratives and therefore refer to what was personally relevant for the
women and couples in their particular situations. These descriptions are het-
erogeneous, each guided by their special circumstances and previous experi-
ences, their idiosyncratic views on family, pregnancy and disability. So there
are probably no two identical descriptions from different people about what
it means to do a prenatal test. Similarities and overlaps can nevertheless be
found. We started by looking for patterns and then, by dropping more of the
particular details, for typical patterns.

To explain this procedure, let us look at an example. Shimrat is an Israeli
woman who at the time of the interview had two children after having termi-
nated her first pregnancy following a diagnosis of Down syndrome, which was
suspected at the second trimester screen and confirmed by amniocentesis. She
said:
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I’'m the one who would need to raise her and I'm not willing to do it —
not to myself and not to her. | mean, why? | see no reason why. | didn’t
hesitate. | don't have a partner. I'm a single mum. But even if | had a
partner | wouldn't have kept this pregnancy.

| think, to begin with, all these tests exist for prevention. | see no reason
to bring a child into the world when you know in advance that something
is wrong. It's not, you know, a missing finger or something like that,
which you can live with. It isn't a congenital problem that can be fixed.
It's something irreversible. It means condemning her to life that isn't ...
Not as far as I'm concerned.

In the second pregnancy | was so impatient to have [NIPT] already and
get the results and finally breathe. | felt like | couldnt breathe, and |
had to breathe.

She explains her situation as a single mother but then quickly goes on to state
that this was not the reason why she terminated her pregnancy after receiving
confirmation of Down syndrome. But what was it then? There are two main
layers of interpretation within her statement. One is about the termination of
the first pregnancy, the other about her willingness to have NIPT in her second.
On the first level she refers to her understanding of the condition called Down
syndrome. In her view, trisomy 21 means that there is more than just miss-
ing something, a condition you can live with (“a missing finger”). It will be, as
she explains, “something wrong” with the child that cannot “be fixed”, and this
is something “irreversible”. The explanation culminates in a sentence, which
however is not spoken to its end: “It means condemning her to life thatisn't ..”
At the left-out end of the phrase she avoids saying what she means about what
that life would be for her child. What did she want to say? Or did she use the
fragmentary sentence, the unspoken word, on purpose, in order to hint at what
cannot be said? The unspoken word(s) must fit the beginning of the sentence:
It means “condemning her”. From her beginning with condemning we hear that
she is speaking about a particular life that in her view is highly undesirable.
Otherwise she could not have used a word as strong as “condemn”.

She was looking back on a difficult decision she had taken quite a while
agoinher first pregnancy. She had terminated. Now, using the story of her first
pregnancy, she explains why in the following pregnancy she rushed to get NIPT.
She was desperate (“like I couldn’t breathe”) and needed to ensure the same sce-
nario would not reoccur. Looking more abstractly at the motives of both actions
- termination of pregnancy and testing — we can see they are closelylinked. She
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saw the testing as a preventive tool, allowing both the child and herself to avoid
a life that is deeply undesirable (“willing [...] not to myself and not to her”).

What is so undesirable as a life that one can say that being condemned to
having it? This is something that most generally we call suffering. We there-
fore decided to use this more abstract term, “suffering” (a term explicitly used
by some respondents) to define this meaning pattern: to perform prenatal tests
in order to avoid suffering. The term suffering covers many concrete visions and
fears, some of which may have been in this interviewee’s mind. Other people
might have different images of what lives or conditions could lead to suffer-
ing. But there is one important distinction clearly indicated in this interview
statement: the suffering of the child and the suffering of the mother, and per-
haps more generally of the family. Based on this consideration we therefore
emphasised the two dimensions of this category: testing in order to avoid suf-
fering: not to inflict this suffering on a child, and/or not to inflict suffering on
the family and oneself.

After following such an interpretative procedure with all included inter-
views, we compared the provisional versions of the categories and combined
similar interviews into one more general category. Tentatively, we concluded
with seven nuanced though interrelated and partially overlapping intentional
patterns found in our sample (Table 1):

Table 1: Typical meaning patterns of prenatal testing

1) Totestinorder togain knowledge,
which is initself an empowerment.

2) Totestin order to be prepared
for the birth of a child with special needs. This can relate to external as-
pects: preparation of family and friends, health insurance, housing etc., or
to an internal attitude: to get ready to welcome the child, to do the work
of grief etc.

3) Totestin order to reduce uncertainty and to increase certainty.
This provides reassurance for those who believe the pregnancy is develop-
ing well, or confirms or disproves the fears of those who have them.

4) Totestin order to find out and to decide
whether one has the resources and capabilities to have this child, thus
whether the pregnancy should be continued.
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5) Totestin order to avoid suffering
by avoiding a condition that would inflict harm on the child, and that
would also mean suffering for the family and oneself.
6) Totestin order to satisfy the social environment
which can be the partner, the parents, or wider family and social milieu.
7) Totestin order to fulfil the physician's recommendation,
which can arise from a wish to do everything by the book, or just out of
trust in the doctor.

We shall now explain and illustrate all these meaning patterns and provide sup-
porting quotes from both Israel and Germany.*

(1) To test in order to gain knowledge

Tests can be done for the purpose of gaining the knowledge they promise to
provide. Knowledge of course has a function: for instance, it should increase
certainty or reduce uncertainty and fear. Knowledge can also have a value in
itself. It can be an empowerment. It then also empowers people for the task of
making the decisions that need making. The rationale is that knowing is always
better than ignorance and that knowledge in a way also provides a means of
controlling something over the course of events.
For example, Sarah (IL) said:

[When | receive medical information] it lowers my anxiety, and it empow-
ers me. It gives me the power to make choices. And power in general.
In my view, knowledge is power.

She had an amniocentesis with CMA, which she understood to be the most re-
liable, precise and broad test that there is. Due to her age it was publicly funded
in Israel.

4 Some of the categories developed in this chapter resonate with descriptions published
from the German interviews (Reinsch/Kénig/Rehmann-Sutter 2021).
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(2) To test in order to be prepared

Tests can be done in order to be prepared for the birth of a child with disability.
This can relate to external aspects, such as preparation of family and friends,
finding better health insurance, preparing the home. Or it can relate to an in-
ternal attitude: getting ready to welcome the child, to do the work of grief by
letting go of former expectations etc.

Lisa (GE) is in a same-sex marriage. Both she and her wife had a child from
the same sperm donor who was present in the family as the father (however
not legally) and cared for the two children each week. When she was pregnant
with her son, an ultrasound found an unusually short femur and white spots
in the heart. She then had NIPT, not to terminate but to be better prepared:

The test was a huge gift. | mean, for us, that at the moment when Noah
was born, it meant we could just be very happy about this baby. And, um,
this mourning process, which there just is, saying goodbye to something
that you kind of imagine, whether you want it or not, that runs alongside
it, you just don’t have it on your radar.

The preparation that she meant was mainly an internal process that included
letting go of certain expectations and, as she called it, “mourning” it. Other
women said that preparation included external things such as choosing good
health insurance for the child.

Ronit (IL) was also sure that she would not terminate:

But | wanted the test for my own sake, to know and prepare for the
situation. Be prepared for what is coming.

This pattern was found in several interviews in both Germany and Israel among
people who, for whatever reasons, were sure that they would not choose to ter-
minate but wanted to know in advance what to expect. In Israel, these descrip-
tions came from religious women.

(3) To test in order to reduce uncertainty and to increase certainty

Some people may have tests to be reassured that the pregnancy is developing
well, or in order to confirm or disprove fears if they have them. They either
want to be sure of what awaits for the child and themselves, or that the feared
disabilities will not be present.
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Sandra (GE), who had two girls in her late 30s, used NIPT because it felt
better to know for sure that all was fine:

Right, because it really was this, this reassurance we were hoping for,
that was definitely there.

The test fulfilled the function of confirming her and her partner’s hope that
all was well. Corinna (GE) said that, in addition to many other considerations,
the test was done to confirm the feeling or belief that everything with the baby
would be fine:

But we were still somehow very sure, well, it’s just more of a confirmation
for us that there’s nothing there, | mean, that there’s actually no problem.

Anna-Lena (GE) explained the testing in terms of the reassurance that they
hoped it would give them, not necessarily in order to hear that there would
be no problem with the child, but to know what awaited them. She said:

Because we were so tortured by uncertainty, because first | thought, “OK,
Ill, um, [...] we'll just ignore it” | didn't want to do it anyway. [...]

My husband just wanted to be sure, | think, or just know what it was all
about, because [..]. | think he could handle it better.

Their plan was to continue the pregnancy in any case.

(4) To test in order to become capable of deciding

This motive, too, is related to the knowledge that a testing procedure can de-
liver and the power it can provide. But knowledge and the power it gives are not
sought for their own sake, but because they open an opportunity to gain the
necessary information that makes it possible to see whether this pregnancy
should be continued, and whether one has the resources and capabilities to
have this child. The levels of disability associated different possible genetic con-
ditions differ enormously, and people may want to know more concretely what
they would be dealing with, in order to find out whether they can in fact do it.
This then has implications for their decision to continue the pregnancy or not.

After experiencing a spontaneous miscarriage in her first pregnancy, Nu-
rit (IL) received abnormal findings in an ultrasound test in her second preg-
nancy. She was offered chorionic villus sampling (CVS) — an invasive diagnos-
tic test — and decided to have it, before determining whether to terminate the
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pregnancy. Following a diagnosis of Down syndrome, she terminated the preg-
nancy. She explained why she had testing in the second pregnancy:

It was important for me to know what it was, for the future as well. |
had already had one pregnancy that failed, and | thought there might
be a connection. | wanted to know, to have all the information. It’s also
a big decision to make — having an abortion. | wanted to be 100 per cent
sure that there was a problem, a defect, when we chose to terminate
this life.

The decision she was facing was difficult, and in order to make the decision
about “this life” she needed maximum information about the existence of a de-
fect.

Gali (IL), whose physician informed the couple of NIPT, explained her atti-
tude toward prenatal testing:

To reach an informed decision we want to know what there is. If there
is something that can be treated — then treat it. And if it's something
more dramatic — then | don't reject the option of having an abortion.

Corinna (GE) was looking for information from the test in order to consider
whether she would have enough strength to care for this child.

If it turned out to be trisomy 13 or 18, emm, we said, then we just
wouldn’t have the confidence for it at the moment.

(5) To test in order to avoid suffering

Testing can be primarily motivated by the intention of preventing suffering.
This can mean doing something to avoid a condition that would inflict harm
on the child, and it can also mean to avoid suffering for the family and oneself.
As our respondents explained, the parents and siblings can suffer because of
the physical suffering of the disabled child, but also from the energy and time
dedicated to him or her, at the expense of other family members and by ex-
hausting them. The aim of avoiding suffering is close to the aim of avoiding
disability but distinct from it, since disability per se does not necessarily en-
tail suffering, and also because the conditions that fall under the rubric of im-
pairment are so different. It is not the disability that is avoided but the severe
burden that it may mean for the child, the future mother and the family.
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Dorothee (GE) was very concerned about the burden a disabled child would
be for the relatives, and also for their second child. She anticipated a time after
she and her husband would no longer be there:

If my husband and | are no longer there, or something happens, then [..]
well, [..] then who would take care of, well, the responsibility lies with
our second child, | would think.

Her caring attitude towards the child in this hypothetical situation meant she
did not want this to happen, and therefore she decided to test.

When asked whether financial and social aspects of life with disability were
among her considerations about prenatal testing, Orit (IL) explained:

Aspects concerning the child. If a child is born with a syndrome — the
issue of which manifestations the syndrome has. Aspects regarding the
family. If a child is born with a syndrome and you know about it in
advance — you put your family in a situation that you have a child who's
going to consume much more energy from you than your other child, who
also needs your time and energy. So you hurt them from all directions.
This is the consideration mainly. [..] These children suffer. Their families
suffer, the other children at home suffer. With all the love and the fact
that they are sweet children, they still consume familial energy from
their siblings.

Anna (GE) wanted to prevent the severe burden that a disabled child can be for
the family and the suffering it can mean. Her aunt was mentally impaired. Her
grandmother had to care for her until her death at 95, when the aunt was 75.
She said that the experience of this shaped her decision to have a prenatal test
at the age of 37:

And | knew that if | had a child, and especially now so late in life, |
couldn't have a handicapped child, because | realise that perhaps I'm
already too old [laughs], and because | saw how my grandmother lived,
at 95, with this disabled child — my aunt is now 75 — until she died, and
| don't believe I'd have had the strength. So it was a very clear, stark
decision, simply pro or contra child.

The decision “pro or contra child”, as she phrases it, is behind her taking a
test. The motivation for testing is to avoid a situation in her future life that she
feared she would not have the strength to bear, a child that would overburden

her.
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Here are a few more examples from our Israeli sample. Stav (IL), who had
NIPT, explained:

| think disability should be avoided in order to spare the family from
suffering, and the child itself. The child, meaning that society would be
cruel to him or her.

Ella (IL) had NIPT following abnormal findings in an ultrasound scan. NIPT
detected trisomy 18, after which she terminated the pregnancy. She said:

If there are things | can know in advance and prevent to avoid suffering
for myself, for my husband, for my children, of a child with a severe
syndrome... Look, people always say that [it should be done] to prevent
suffering of the child. The truth is that when there is a severe syndrome,
the child is usually so cognitively impaired and so handicapped that
they’re not able to be aware of their situation and their suffering. That’s
why | refer more to the horror that the family has to go through.

Hadas (IL) had amniocentesis in her first pregnancy without any medical indi-
cation. She had one in her second pregnancy too, due to her age. She explained.:

Certain disabilities are accompanied by a lot of suffering and pain, so this
is a very difficult life. For both the child and the family. For the siblings
too if there are any.

(6) To test in order to satisfy the social environment

Tests can also be done to meet expectations of others. It could be the partner
who wants a test to be done, it could be the parents or the wider family that
builds the social environment. In principle, expectations of the wider society
would fall into this category of meanings as well, for instance if one is trying to
behave in a manner that would be seen as socially responsible. This is a way to
comply with community norms or to enact cultural scripts. In the interviews
with those respondents who said that they tested in order to satisfy the social
environment, however, we found more references to relevant close others or to
the family.

Shani (IL) referred to general social expectations in explaining her choice
to have amniocentesis plus CMA:
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In the end, what won the debate was the idea that you don’t want an
anomalous child. Anomalous by definition, right? Because all children are
exceptional in their own way.

“You don't want” refers to what she assumes to be a generally shared opinion in
her society. But Hagit (IL) did it for the sake of her mother, who said she should:

My mum was mostly the one putting on the pressure. She’s the one
who eventually funded my NIPT, which isn’t publicly funded. | told her |
wasn’t planning to have it, so she said she would pay and | should have
it. Actually, this is why I did. | wouldn’'t have had it if she weren't pushing.

For Sandra (GE), the decisions behind whether to test or not and which tests to
take were difficult. She and her partner quarrelled a lot over it. He absolutely
wanted her to have the test in order to be fully secure that nothing was wrong.
The fight continued over the interpretation of the test, since NIPT only pro-
vided probabilities, not a clear yes or no. She described her partner as pretty
much “paranoid” about all this but, in order to move forward in the relation-
ship, she agreed to have the test done, among other things because of potential
reproaches from her partner if she refused:

In the end, I'd be to blame if something was overlooked.

Danit (IL) also told us that her partner desperately wanted her to test. With
NIPT, she no longer had any reasons to be scared about testing (as in her pre-
vious pregnancies):

This alternative appeared, of a private blood test instead of amniocentesis.
My husband held my hand and told me: “I beg you, do this test. You
don't know what disability can do to the family. Please listen. No matter
how much we pay. Better to have the test and know than not test at all”

In her partner’s considerations we find the concerns that disability means suf-
fering to the family. She saw her own pregnancy as problematic due to her ad-
vanced age, and saw that her partner was very stressed because of this:

I had NIPT and it was considered something that would relax my husband
and the environment that my geriatric pregnancy at the age of 35 would
be all right. This was my state of mind. | didn’t even eagerly anticipate
the results. | knew | was doing it for others.
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(7) To test in order to fulfil the physician's recommendation

Tests in a highly regulated healthcare environment can be chosen out of a wish
to do everything right, according to recommendations, to do everything by the
book, or just out of trust in the doctor who recommends it.

Sivan (IL) trusted her physician when he recommended she have invasive
testing in her situation of being of a more advanced age (over 40):

He said that in amniocentesis and the added genetic chip most conditions
that are tested, or at least a lot of them, are age related. Meaning, at
this age there is an advantage for amniocentesis combined with the chip.
That’s it. At that very moment the decision was made.

Gali (IL) explained that she wanted to do everything right, according to the doc-
tor’s recommendation:

| did everything by the book. Whatever my ObGyn told me. [..] When
I’'m told to do something, | do it. [..]

And then the doctor came [and told us about the test] and we said,
“actually we have nothing to lose here. More information. No risk. Let’s
do it” Without thinking too much about it. Without truly understanding
what it means. And we did it.

A few observations

In Israel, women seemed to take the performance of tests for granted. This
could be partially explained by the fact that a wider selection of tests has been
implemented in the national healthcare system for a longer time, supported by
professional guidelines and practice that recommend their use. It is therefore
much more routinised than in Germany.

When Israeli women think about testing, it seems to be more common than
in Germany to take for granted that abnormal results will lead to termination
of pregnancy, although such instances were also found in the German sample.
This could be explained by different interpretations of disability in each cul-
ture. In Israel disability is more often directly connected with suffering.

Meaning patterns 1 (pursuit of knowledge), 6 (satisfaction of social envi-
ronment) and 7 (fulfilment of physician’s recommendation) were found mostly
in the Israeli sample. This observation should however be read with caution.
Given the small size of our samples in both countries, however, the evidence
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it provides can only be anecdotal. It cannot warrant any conclusions for either
country beyond indicating a certain tendency that would need to be confirmed
by more extensive studies.

More often than in Israel, women in Germany saw the decision to test and
the decision to terminate or continue the pregnancy as separate decisions.
Most women saw them as being not only independent but also different in
content. Even Laura (GE), who chose abortion after a confirmed diagnosis of
trisomy 21, insisted that they did not make the decision to terminate before-
hand, but as a second and most difficult step only after the amniocentesis. This
is seen less often in the Israeli sample. In a minority of cases, Israeli women
test in order to know (which is separate from the decision to terminate), i.e.
even when they know from the outset that they would not terminate. For
some Israeli women, however, testing was also separate in a different sense,
i.e. in the sense that testing is done automatically, “by the book”. Then, if an
abnormality is detected, the decision to terminate is a separate one. But it
seems that Israeli women often say: “What is testing for if not to prevent?” —
meaning they couple the decision to test with the decision to terminate.

As we expected, women rarely gave a medical description of the tests, even
if they said it was a test for certain conditions such as trisomies 21, 13 or 18. But
what they were focusing on was the expected lived reality of these conditions.
Their predominant concern was the personal existential meaning of testing,
which involved themselves as the mother. It was not just their own image of
the lived reality of disability that was important to their decision-making ra-
tionales, but also the image that society or their family (in their view) addressed
to them. An important factor was how they expected the family and society to
include and support children with special needs, and how their children would
be looked at.

Some women used several different intentional patterns to describe their
actions in the same interview. This indicates that the patterns, which we sug-
gest to be ideal types of rationales of testing as a social action, are mutually
exclusive only on a theoretical level. In reality, people can combine different
patterns in their thinking and in their explanatory discourses, representing
different facets of a complex deliberation. Some women however concentrated
on one core formulation of the meaning, for which they sometimes used varied
wordings.

In some interviews we find patterns from which women wanted to distance
themselves. One topic that occurred frequently, mainly in interviews with Ger-
man participants, was concern about developments in society that they saw
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happening or that they feared would happen in future, which our interviewees
saw as problematic if they became dominant in society. For instance, Hanna
said that she feared it was becoming more and more “normal” in society to
use prenatal tests to check genetic makeup (“um die genetische Ausstattung
zu checken”), which would mean society was becoming increasingly ableist
(“behindertenfeindliche Gesellschaft”), one in which women would avoid
giving birth to children whom society would not welcome (“gesellschaftlich
nicht gewiinscht”). We have not included these idioms in our list of the typical
meaning patterns, since they were not presented as belonging to participants’
own actions; and if these idioms have been used in relation to their own
actions, then as a negative contrast.

Discussion

We have focused on womern's strategies of sense-making about testing during
pregnancy. What did the tests mean to them? Which words did they use when
they talked about the tests? How did they frame their decision-making about
the test when they explained it in the interview? The question of the nature of
the ethical challenge confronting them is closely connected with the meaning
pattern they associated with the action of testing. Another related question is
how they positioned prenatal testing in the context of their lives and in the so-
ciety in which they live. This question, as understood by parents (or future par-
ents), also depends on the meaning pattern of how they see testing as a social
action.

Our findings give insights into the hermeneutics of testing from the point
of view of those who decide about the test and make sense of both the test and
itsresults. That such a hermeneutics of testing from the point of view of women
who take the tests is related to but distinct from those rationales provided by
geneticists and gynaecologists has long been established, by the classic quali-
tative interview studies of Rothman (1986), and more recent studies by Gregg
(1995), Rapp (1999) and Meskus (2012). In order to understand prenatal diagno-
sis as a cultural phenomenon it is crucial to consider the women'’s rationales
and their perception of the new kinds of conflicts presented by their supposed
genetic responsibility as well.

One of the reasons why we were interested in analysing the interviews un-
der the lens of personal meaning patterns was that in recent bioethical litera-
ture there is an increasingly predominant view prenatal tests serve the woman
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or couple either as a tool for decision-making of (we could call this the “auton-
omy rationale”’, however demanding this may be in order to enable women to
make not just choices but meaningful choices; de Jong / de Wert 2015); or as a
legitimate tool to avoid the birth of children with certain conditions, i.e. an in-
strument in a practice of what has been called “selective reproduction” (Wilkin-
son 2010; Tarkian 2020). The autonomy rationale found some resonance in our
meaning patterns 1 (pursuit of knowledge) and 4 (capability to decide). How-
ever, only a few of the women and couples we spoke to used a variant of the
autonomy rationale to explain the meaning of their testing. The selective repro-
duction rationale has been given a scholarly definition by Wilkinson as choos-
ing to have one possible child over another, since “one possible future child is,
in some way, more desirable than the alternatives” (Wilkinson 2010: 2). This id-
iom was rarely explicitly used by women or couples to explain their action in
our sample.

However, we did find occasional examples. For instance, Sivan (IL), who
was pregnant at the time of the interview, explained that the meanings of rais-
ing a disabled child were in the background when deciding about the tests. She
said that raising a disabled child is a very difficult and complicated thing. She
would therefore prefer to terminate and try again, even at the risk of not suc-
ceeding in becoming pregnant.

We'd rather try again. | mean, have an abortion and try again, even if
it's late and even if I'm already 41 or 42. We'd rather try again than be
with such a child for life. Try again, even if we might not succeed.

This can be considered a rather explicit expression of “one possible future child
is, in some way, more desirable than the alternatives”. Similar idioms appeared
in a negative way to characterise reasonings people feared are becoming pre-
dominant in society. The rationale that perhaps comes closest to it is no. 5 (pre-
venting suffering). One may see here an implicit wish to — generally speaking -
choose a more desirable child. The desire to prevent suffering is concrete and
can be rooted in a caring attitude. This is not the same as parents explaining
their action as a choice made from the point of view of “preferences” as to which
child should be born instead of another. But from a purely logical point of view,
choosing to terminate a diagnosed pregnancy (or testing with the intention of
terminating if abnormality is detected) is indeed the manifestation of a prefer-
ence — that one future child is (for whatever reason) better than an alternative.
The meaning therefore remains ambiguous.
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We understand Wilkinson'’s suggestion to operate on the abstract level of a
discussion about the permissibility of certain kinds of reproductive behaviour,
such as prenatal testing and conditional termination of the pregnancy. On for-
mal grounds he subsumed prenatal testing within a general category of actions
that are said to be practices of selective reproduction. He did so regardless of
the actual intentions of women and couples who use prenatal diagnosis.” On
the basis of our study we should be cautious about accepting such a general
categorisation, since it would not do justice to the way women and couples
who actually bear genetic responsibility in making decisions in their families
described their views and decisions.® If bioethics should relate to the moral
considerations of those who actually are making the decisions about prenatal
diagnosis, i.e. the pregnant women and their partners, “personalised ethics” as
Meskus (2012) has called it cannot rely on vague or formal assumptions about
the “general meaning” of prenatal diagnosis as a social action, which is far dis-
tant from the actual thoughts and concerns of those making the decisions.

Further studies are needed to develop a more comprehensive and nuanced
picture. One crucial limitation of our study is that we asked women after the
fact. Explanations of reasons and corresponding aims can be different, de-
pending on the time they are given. Before having a test, people decide to do the
test for particular reasons, which might be remembered retrospectively and
reported in terms of their actual situation after knowing the result of the test,
after having made a decision about termination, or after the child is born.
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9. “Something is Not Quite Right” - Two Cinematic
Narratives about Decision-Making
after Prenatal Diagnosis

Christoph Rehmann-Sutter, Christina Schiies

The choice of the two films we discuss in this chapter — both released in 2016
— was first motivated by the striking similarity of their titles: Week 23 and 24
Wochen (24 weeks). Both refer to the number of weeks of pregnancy, which in
both films was linked to a controversial and difficult experience because of pre-
natal diagnosis and the resulting prognosis. Both films show the moral com-
plexity of the experience, including moral stress, ambivalence towards “medi-
cal knowledge”, and familial tensions over the outcome and prospect of bring-
ing a “disabled child” into the world. However, the two films differ from each
other in many other important respects. Week 23 is a documentary produced by
Ohad Milstein in Israel, shot in Israel and Switzerland and addressing inter-
national viewers, while 24 Wochen is fiction, a drama directed by Anne Zohra
Berrached, produced in Germany and addressing a German-speaking audi-
ence.

The two films end in opposite ways. In her 23rd week of pregnancy Rahel,
the protagonist of the Israeli film Week 23, who is carrying twins, learns that one
of the foetuses has died in utero. She then has to decide what to do about the
surviving foetus — and against the recommendation of her physicians, decides
against abortion. As we learn at the end of the film, the child goes on to be born
and can be seen toddling around. In the other film, the number 24 refers to the
timepoint of a rather tragic late abortion of a foetus with Down syndrome and
a severe heart defect. The unborn foetus lives for 24 weeks, and the film ends
with an induced stillbirth. Wanting to break a taboo, the protagonist Astrid is
going public with her decision to abort.

If we look below the surface and the storyline of the films, any compar-
ison between these two narratives is not straightforward. They do not show
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similar situations of prenatal diagnosis, or illustrate how it is understood and
handled differently in Israel and Germany. Both films intend to raise questions
about the medicalisation of pregnancy and the roles of decision-makers. How-
ever, the Israeli film is organised around a biographical narrative of an event
that actually happened in the film director’s own family. Rachel is his partner;
the child is their real child, and the story contains the rather unlikely and un-
foreseeable plots and twists that often characterise real-life stories. Although
a constructed narrative, the other film is a story that could perhaps happen
similarly to many couples. It aims to show the moral complexity of the prac-
tice of prenatal diagnosis as it is commonly experienced in Germany, and con-
tains many realistic elements, even to the point of including real physicians and
real psychologists who play themselves (Berrached 2016). The entertaining yet
improbable element of the fictional film is that the character Astrid is a well-
known comedian who publicly announces her pregnancy and subsequently her
decision to terminate it: all of which is a narrative tool. As a person in public
life, Astrid legitimises the voyeuristic gaze of the viewer who peers into the in-
timate relational life of this family.

Two experiences of pregnancy and familial relationships

The plot of both films is structured by the embodied temporalities of a preg-
nancy, the ambivalent intuitions of the individuals, and the complex conse-
quences for familial and social relationships.

The story of Week 23 starts with intimate images showing the love between
Raheland Ohad. Itthenleads us through expansive fields of hope and anticipa-
tionin the first months of pregnancy. The physicians have discovered that Rahel
is pregnant with identical twins. There are actually two “little peanuts”, as Rahel
calls them, writing in her diary. “I didn't know where it would lead, and then we
found out we had identical twins,” says Ohad. “I come from a background of art
as well as film, and the idea of identical twins sounded like a good concept for
making art” (Ahituv 2016). However, soon afterwards, in week 23, a shock di-
agnosis changes everything: one of the twins has died in utero. Physicians tell
the couple that the other twin carries a high risk of being severely disabled as a
result of being together with the dead foetus. Doctors say that in the rare cases
when the second foetus does not die immediately, it is almost certain to be born
with severe brain damage and other disabilities. They are unanimous in rec-
ommending that the couple should terminate the pregnancy, because the risk
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of allowing the child to be born is too high. This places the couple in a critical
dilemma. Rahel resists the physician’s recommendation; her feelings are very
clear. The journey that started with such hope turns into an emotional roller-
coaster with no rescue in sight.

Still from Week 23 (2016) y12w. © Ohad Milstein

Should they end the pregnancy by aborting the surviving foetus? Beyond
her maternal instincts and her faith, she has — or so it seems to her, and within
this social context — no rational argument for refusing an abortion. In the back-
ground of the two families there is however a conflict between different views
on the morality of terminating the pregnancy. The families are rooted in two
different cultural contexts in two different countries. Rahel’s parents live in
the German-speaking part of Switzerland, where she grew up in a protected
environment, imbued with religion. Her father is a bishop. In their view, all
life should be cherished: it comes from God and therefore has a right to be. We
should not interfere in divine plans. Rahel’s parents believe that even a child
with disabilities is a child of God and should have a chance to live. They are very
concerned about the pressure Rahel feels as a result of the medical counselling
that she has received. Ohad’s mother, on the other hand, lives in Israel, and
cannot understand Rahel’s reluctance to terminate in this situation. Her view
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is thatif Rahel waits too long, it will be too late. It is self-evident that she should
abort, since the child would be disabled for its whole life, and would suffer. This
is not a question for her. In her earlier life, as she explains in the film, she has
had abortions herself, has lived through the pain and probably also the moral
quandaries accompanying them. Her own subjective strategy of normalisation
is not to worry too much about abortions. The film shows the visits of Rahel’s
parents to Israel, and of Ohad’s mother to Switzerland. The parents respect-
fully explain their ideas and thoughts to each other. Caught between different
sides, Rahel is torn. She knows that Ohad wants a child with whom he can go
swimming and diving, and that by keeping a child with disability she is likely
to destroy this dream and burden the family. At the same time, she is acutely
aware of her parents’ position. In the end, it seems that she is not so much eval-
uating positions or the value of life, but rather has the strong intuition that her
“little peanut” is actually fine. But does such intuition count?

The turning point comes when both Rahel and Ohad start to resist the
power of measurements, tests and the physicians, and define the terms of
the pregnancy for themselves. They resist medicalisation and take back con-
trol over their situation. The medical system is overwhelmingly powerful,
and therefore resistance is very difficult, until Ohad discovers a significant
mistake. Repeatedly scrutinising the medical papers they have received from
the physicians, he checks the calculations. He discovers inconsistencies that
can be explained only if numbers have been swapped. This discovery proves
to Ohad and Rahel that the medical system is not perfect, or at least not as
perfect as their self-confident physicians believed it to be. It promises to
perfect procreation by identifying imperfection before birth, but the system
itself is not perfect. Humans and human-made practices, including the work
of physicians, are prone to fallibility and error.

In this situation, Ohad’s mother too changed her mind. She concedes that
it is now too late for an abortion. Rahel brings the child to term. The story ends
in relief: a healthy baby is born.

24 Wochen is about Astrid’s second pregnancy (see Absalon 2020; Institut
fiir Kino und Filmkultur, no date). Astrid is a successful professional comedian,
aperson in public life. In sketches in front of large audiences, she laughs about
her big belly. She is a bright, spirited person, and so is the atmosphere of the
film. This does not change after a test reveals that the baby will be a boy — and
he will have Down syndrome. She immediately obtains the information that
there can be very mild forms of Down syndrome, and also that a late abortion
is legally possible.
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Sometime later in the pregnancy, and still in a state of uncertainty, Astrid
and her partner Markus, together with their daughter Nele, go to a concert
where the performers are young people with Down syndrome. The soft chant
of the choir is contrasted with a hard, loud beat in a disco where Astrid goes the
following night. Astrid and Markus decide to have their child, and also to an-
nounce it to everybody: “We want it!” (“Wir wollen es!”) The response from fam-
ily members and friends is mostly embarrassed silence. But Astrid’s mother,
Nele’s grandmother, offers to help the young family in this difficult time, and
moves into Markus and Astrid’s house. But the situation is tense; the grand-
mother is too intrusive, and she later moves out again. Everybody around the
couple seems to have an opinion. But then a second examination shows that
the child will be born with a serious heart defect (two holes, no septum, one
shared heart valve) that will require immediate surgery after birth and major
open-heart surgery later on when the ventricles are large enough. This throws
the world of the still-resilient parents out of equilibrium. During a visit to a
neonatology ward, Astrid sees tiny premature babies in incubators and won-
ders whether it might be better for her child not to be. Two mothers recognise
the famous comedian Astrid, whom they had heard on radio saying she wanted
to keep her baby despite the disability, and praise her for this. But Astrid, who
now knows about the heart defect and the future surgeries, is no longer sure.
Her determination to keep the baby is dwindling and she decides to have a late
abortion. In an emotional scene on the balcony, she confirms her decision by
smoking a cigarette, something she had avoided during her pregnancy in order
to protect the foetus. Then she screams out her emotion.

A midwife prepares her for the operation by graphically describing all the
important details (injection of potassium chloride into the heart). It will be an
ordeal for her. In the expectation of losing her child, she knows that it will be
difficult to say goodbye to it. In a carefully worded dialogue Astrid asks the
midwife what she would have decided in her situation. The midwife answers:
“You can only make such a decision if you have to. No one can take it away from

»l

you, and no one is allowed to judge it.”* Astrid says: “I would have liked to have

made a different decision. — But I couldn’t, I just can’t. Maybe because I'm not
»2

strong enough, or too scared.”” She hopes that her decision is the right one -

1 “So eine Entscheidung, die kann man nur treffen, wenn man sie treffen muss. Das kann
einem keiner abnehmen und da darf auch keiner driiber urteilen.”

2 “Ich hitte mich so gern anders entschieden. — Aber es ging, es geht einfach nicht. Viel-
leicht weil ich nicht stark genug bin, oder zu viel Angst hab.”
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for the child and for the family. The film ends with a second broadcast radio
interview, and Astrid saying: “I dor’t know if it was right or wrong. I aborted
my child in the seventh month.”

One of the most striking scenes in 24 Wochen is the moment when Markus
realises that Astrid already has decided - against their previous agreement —
to end the pregnancy. “Is it your decision or ours?” he asks. Astrid replies: “It’s
mine.” That is the only moment in the whole film where Markus loses his tem-
per, smashing objects from a bookshelf. He feels excluded from what he had
believed to be a family project. For Astrid, at the end of the day her pregnancy
is hers alone. — This resonates with the end of the film, where the uniqueness
of awomar’s decision is emphasised. The midwife’'s words (“You can only make
such a decision if you have to. No one can take it away from you, and no one is
allowed to judge it.”) echoes a societal attitude towards “medically” motivated
abortions and to prenatal diagnosis in general: it is the woman’s sole responsi-
bility. She is in a highly personal conflict and resolves this conflict through the
means of prenatal diagnosis and possible termination. The respect granted to
the woman, the recognition of her right to autonomy, has a flipside: she is on
her own, and others refuse to share responsibility. It is her decision and she has
only herself to blame. Nobody else is allowed to judge it, not even her partner
or other family members.

In contrast, the family in Week 23 is highly judgemental. Through their
Christian faith, Rahel’s Swiss parents know the right thing to do. Terminating
a pregnancy because the child is expected to have a disability is not, and never
can be, a justified option for them. Ohad’s mother, on the other hand, is very
clear about her belief that under these circumstances, the pregnancy should be
terminated. Her later agreement with the decision to keep the child — because
she also thinks that it is now too late - is important for the couple. Harmony
in the family is re-established. The ordeal that Rahel goes through is compas-
sionately shared by Ohad, even though he follows his mother’s opinion, at least
at first. But soon he ardently contributes to the process of decision-making.
He is the one who checks and rechecks the physicians’ measurement protocols
and discovers the mistake that stirs distrust in the medical prognosis.

3 “Ich weiss nicht, ob es richtig oder falsch war. Ich habe im siebten Monat mein Kind
abgetrieben.”
4 “Es ist deine oder unsere Entscheidung?” — “Es ist meine.”
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Still from 24 Wochen. © Friede Clausz / zero one film 2016.

While the morality of decision-making in 24 Wochen tends to rest on the
woman’s shoulders alone, but is shared within the family in Week 23, it is the
German family that is presented as open and blatantly scrutinised in the pub-
lic eye. Astrid is a public figure, tells her audiences about her pregnancy, gives
radio interviews about her decision, and never claims to be right or justified.
The story of Week 23 stays within the space of the family, and of the future par-
ents’ relationship. The family — both Swiss and Israeli — remains existentially
important for the lives of Rachel and Ohad. Of course this family is also related
to the two different socio-cultural contexts, but the feature film keeps it im-
plicit, whereas in the documentary 24 Wochen this context is made excessively
overt. The comedy show is a family enterprise, and so the family is an enter-
prise, and its moral intimacy is presented to the public. Yet this German family
seems less integral to the overall process of how to decide.
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Interrogating prenatal sociality

The two films could not provide a greater contrast in how they raise questions
about anticipated familial relationships with the unborn. 24 Wochen is an ex-
emplary story of a model family, with a woman who takes a solitary decision
that should not be judged by anybody; Week 23 is an intimate story of a unique
set of events, which does not in any way claim to be representative other than
being real and authentic. But questions of fundamental human significance
are present in both films.

Prenatal diagnosis is an advance attempt to get to know the child who is to
be born. In this attempt to become capable of making a decision about con-
tinuing the pregnancy, the unforeseeable reappears. However medically in-
formed (or as in Rahel and Ohad’s case misinformed), the diagnosis is still only
a guess at the chances of the surviving foetus. And it is not foreseeable how
heart surgery will cause a child to suffer; the maternal compassion that leads
to her decision not to inflict this suffering on her child by avoiding its live birth
is not a reliable indicator of actual child suffering. The deal made between par-
ents and fate under the promise of knowledge includes making hard decisions
in conditions of uncertainty. Milstein's film Week 23 does not simply investi-
gate a difficult process of decision making but is, as the film-maker says in an
interview, even more strongly about a disconnect between “parents’ gut feel-
ings and female intuition, on the one hand, and medical procedures that don't
leave room for this. Moreover, Israeli society is wary of outliers. If you have an
unborn child who may not be 100 per cent okay and you want to have it any-
way, that's considered off the charts. Being weak and imperfect is shameful in
Israel” (Ahituv 2016). Thus the film's themes are manifold: the disconnect be-
tween personal body experience and the medical apparatus, on the one hand,
and on the other a society that tends to support selecting out a foetus with
genetic aberrations or possible severe health problems. Within this context,
a self-determined decision to keep a child with the prospect of disability goes
virtually unsupported by family or society. This conflict is presented through
the different attitudes of the family members. It is interesting and somewhat
touching to see that Ohad’s mother, who strongly supported an early abortion,
relents in a practical but not unsupportive manner when she realises that the
pregnancy will continue. “You should pursue the pregnancy, it’s too late for an
abortion.”

The Israeli film, with its background of liberal policies towards prenatal di-
agnosis and termination if a condition has been detected in the foetus, focuses
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on the renunciation of a medically recommended termination; while the Ger-
man film, with its background of restrictive policies towards prenatal diagno-
sis and termination if a condition has been detected in the foetus, highlights
the pregnant woman's burdened — but in the end also confident — choice. The
two films take no sides, nor can they be placed into categories of pro-choice or
pro-life films about abortion (K6hne 2018).

Neither Week 23 nor 24 Wochen is a sober documentary about typical prob-
lems in pregnancy; both films demonstrate how extreme situations and dif-
ficult questions are embedded in familial and social relationships. The films
show how a situation provoked by prenatal diagnosis may bring out special
characteristics of people, shake up relationships, and insidiously influence our
view of the world. The emotional shake-up is intensified by the familial and so-
cial context. In both films the pregnant woman is faced with a range of opinions
about what to do. In 24 Wochen the focus is strongly on how the couple makes
their decision. Even though people in their close circle have opposing or sup-
porting positions, the film rests on the couple’s relationship, its conflicts and
strengths. The observer in the film follows Astrid and Markus on their path of
dealing with medical information, and having sudden insights into the opin-
ions and attitudes of family members and friends towards disability. These are
insights and expressed opinions we have not previously asked for, and which
are mostly seen as taboo: for example, the outrage of the nanny of the exist-
ing daughter Nele, who suddenly quits her job because she finds the prospect
of caring for a child with Down syndrome revolting. In the course of the film,
the viewer learns quite a bit about the apparatus of medicine, the upsides and
downsides of prenatal testing, and the possibilities of neonatological inten-
sive care. Even though genetic disability can be tested for and may no longer
be regarded as pure fate, it cannot be shut out of society or be isolated from
family discussions. The film is therefore not just about late abortion, but even
more about the conflicts between questions of prenatal genetic testing, what
to hope for in future life, and how to count on family relationships. The issue of
what to hope for in future life and in the family becomes apparent in both films.
Yet how the individual opinions, intuitions and hopes are generated is rather
different. In the film Week 23, it seems that the family is existentially involved
in spite of all their differences, whereas in 24 Wochen the family fundamentally
provides the context. Both films depict the way that the pregnant women are
caught between their personal intuition and the medical system. Whatever is
decided in the end, the medical information that there is “something wrong”
with the foetus is never innocuous and always concerns more than one being.
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10. The Unconditionality of Parent-Child
Relationships in the Context of Prenatal
Genetic Diagnosis in Germany and Israel'

Hannes Foth

The relationships between parents and children are often characterized as be-
ing unconditional, unchosen or un-cancellable. All these descriptions are ex-
pressions of the fact that these relationships lack the leeway that would be nor-
mal in other relationships for choosing or rejecting them, or breaking them
off — and they lack this leeway either completely or to a great extent. Adjec-
tives of the absolute that refer to this certainly do have an empathic or poetic
dimension, in that they often profess a perceived absoluteness, irrevocability or
unconditionality. But this empathic dimension does not disqualify the expres-
sions from being descriptive categories for parent-child relationships. Rather,
as the following analysis is intended to show, they contain a kernel of truth
which can be clarified by a differentiated analysis, and are also helpful in cat-
egorising and critically discussing numerous phenomena in the development
of parent-child relationships and the founding of families.

The focus of this consideration will be on the category of unconditional-
ity.” This, according to a first thesis, corresponds to a multidimensional, com-
plementary and multilateral relational context, which may be present in vary-
ing configurations, and is largely moderated by models of good parenthood.
Not least, the variability of the relational context of “unconditionality” can, ac-
cording to a subsequent thesis, shed light on why unconditional relationships
take different forms in different societies. While in the context of the German

1 This chapter was translated from German by Monica Buckland, including the quota-
tions. Besides her, | would like to thank Christina Schiies, who contributed most to its
development, as well as my colleagues from the PreCGl project and the participants
of the conferences where | had the opportunity to present some of its ideas.

2 On un-cancellable relationships, see Foth (2019).
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debate about prenatal diagnosis, intact and loving parent-child relationships
are often made dependent on the earliest possible and the prospective parents’
most comprehensive love towards the child growing in its mother’s womb, in
the Israeli context the focus is more on safeguarding ideas of a fulfilling parent-
child and family relationship by making arrangements before the child is born.
These different approaches interact with reactions to the possibilities of pre-
natal diagnosis which are not completely distinct, but do display differences in
emphasis and sometimes contradictory tendencies. For example, in the Ger-
man controversy about the application of recent non-invasive prenatal test-
ing (NIPT), concern about the overuse of prenatal diagnosis is ever-present,
while the primarily professional discourse in Israel tends to pose the question
of whether these tests contribute to a high standard of care.

New test methods offer important possibilities for reflecting on parent-
child relations, as a recent quote by Braun points out:

For a long time, but increasingly urgently, the question arises of how
parent-child relationships are changing, as prospective parents are able
to gain ever more knowledge about the probably genetic constitution of
their future children (2016: 7).

Since 2011, the establishment of NIPT has been accompanied by both hopes and
concerns (Hashiloni-Dolev/Nov-Klaiman/Raz 2019). As these tests only require
a blood sample from the pregnant woman (through which cell-free foetal DNA
can be obtained), they lack the risks associated with invasive methods such as
amniocentesis. Moreover, they can be used early in pregnancy, from about the
8-9th week, and with the testing options constantly evolving beyond the ini-
tial focus on trisomies. Although their reliability still depends on the age of the
pregnant woman and the objective of the test, many countries have consid-
ered their coverage by public health insurance, at least for trisomies 13, 18 and
21 (Léwy 2020). Increased use of prenatal testing thus becomes likely and jus-
tifies the concern about its impact on parent-child relations.

Methodologically speaking, the following reflections form an explorative
philosophical essay, which is empirically inspired, but not yet adequately an-
chored in empirical terms. It emphasises a conceptual analysis, as well as re-
acting to tensions within comparative research into the social arrangements
for childbearing, in order to draw initial conclusions.

Such a field of tension consists — in the first place - of a charged relation-
ship between the vocabulary of unconditionality and the extension of prena-
tal diagnosis in combination with the possibility of abortion, i.e. with making
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the continuation of a pregnancy dependent on the expected state of the em-
bryo, foetus or baby. A number of descriptive categories or conceptual framings
have already been introduced into the debate for these reservations, such as the
“tentative pregnancy” (Katz Rothman 1986), as well as the description consid-
ered to be often problematising, that of prenatal “selection’, or the reverse, the
euphemistic-sounding “selective reproduction” (Wilkinson 2010) and the less
known “conditional parentage” (Efron/Lifshitz-Aviram 2020). This word-coin-
ing indicates both the descriptive and the more or less pronounced evaluative
colouring of so-called thick terms, and thus already points towards the heated
debates on prenatal diagnosis in bio(ethics), politics and society.

A further - second - field of tension arises out of the different (open ethi-
cal-political) discourses that refer to these developments, phenomena and cat-
egories. This applies, for one thing, to the discourse of concepts and ideals, par-
ticularly that of motherhood with feminist theory and care ethics; in these con-
nections, unconditionality can easily be identified with categories of uncondi-
tional love or motherly love, although in feminist discourse these are treated
with considerable ambivalence and are often associated with domestic self-
sacrifice. On the other hand, particularly in Disability Studies and disability
ethics, there are also demands for unconditional parenthood as the ideal of re-
lationships for all concerned, or an important part of a culture of inclusion and
welcome.

Finally - thirdly - there is the difficult question of what conclusions can be
drawn from the coexistence of experienced or desired unconditionality and the
contrasting reservations for the characterisation of different social arrange-
ments for childbearing. For example, do (expecting) parents in some societies
have a more unconditional relationship with their growing children - at least
in the prenatal stage? Do others tend more strongly towards risking intact re-
lationships? Or does the ostensible vocabulary of unconditionality conceal and
burden the reality of parenthood, instead of illuminating and inspiring it?

This also shows how the comparison between Germany and Israel threat-
ens to be both exciting and fraught with tension. Although public healthcare
in both countries shows similarly high medical standards, there are significant
differences in the way they handle the possibilities of reproductive medicine.
But attempting to evaluate these quickly leads to the difficulties of judging, in
which historical experiences play an important role for both countries, yet in
very different ways. In reaction to the unparalleled crimes against humanity
that were committed in so many areas of society, the successively evolved basic
principles of German post-war policy and of many social movements include a
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desire to present a positive counter-model and, within the framework of what
is possible at all, to make amends. More than to any other country we consider
ourselves indebted here to Israel, the country that has become a homeland for
many Jewish survivors of the Holocaust and their descendants.? Conversely, on
the Israeli side, there is at least one important lesson of the Holocaust: devel-
oping one’s own strengths (Hashiloni-Dolev/Raz 2010: 89, 97). The need to nip
things in the bud, first and foremost in one’s own country, driven by the extent
of the crimes committed in Germany — this has no equivalent in the context of
Israel, where the excesses and crimes were not committed by their own peo-
ple, but suffered by them. Therefore, possible criticism from post-war German
society is subject to particular difficulties*: for one thing, because the heirs of
the perpetrators elevate themselves morally to become the critics of a society
or political landscape that s, in a distinctive way, marked by the descendants of
their victims; and for another, because they do it by virtue of a horizon of expe-
rience that these descendants do not share. Only a discussion that takes such
differences into account, as well as the sensitive constellation of discourse, can
be both critical and fruitful.

To be able to process these questions, irritations or even tensions, the first
part of this essay undertakes a conceptual clarification of various levels and as-
pects of unconditionality, points out contrasting connections to it, and relates
it to alternative concepts from prenatal care and prenatal diagnosis. The sec-
ond part then addresses cultural-social variations in Germany and Israel, and
finally discusses both descriptive and normative consequences of conceptual
clarifications and comparative insights. Despite this superficially linear struc-
ture, the actuallogic of thinking is cyclical, and returns repeatedly to particular
issues and aspects of the topic rather than finalising them conclusively in each
case.

1.1 Locating unconditionality and its counterparts

In a conceptual explication of unconditionality it is first important to specify
what it does not mean. For example, it does not mean the unreasonable or naive
claim that something arises without pre-existing conditions, a creatio ex nihilo.

3 See Kloke (2005); and on scientific cooperation also Steinhauser, Gutfreund and Renn
(2017).
4 Cf. the intoduction and chapter 12 of this volume.
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Motherhood or parenthood, and the condition(s) of being born, of natality, are
an age-old object of social and political concern and influence, framed by nu-
merous parameters. Who becomes a parent, with whom, when, and how, are
dependent on so many conditions and formed by so many perspectives that
they demand their own treatises (Schiies 2016; Schiies/Foth 2019). But it is im-
portant to note that, despite all attempts to take control, pregnancy and the
beginning of parenthood is a process with many unknowns that are not char-
acteristic of or comparable to the development of other social relationships. In
this comparative perspective on unconditionality, the term indicates the char-
acteristic absence of particular reservations in the genesis, development and con-
tinuation of a relationship. Compared to the process of becoming friends, the
genesis of the bodily parent-child relationship does not rest on gradually in-
creasing affection for a concrete Other, a process driven by mutual sympathy.
Such processes of becoming friends, or equally of romantic love, can swell to a
perception of unconditionality in which the relationship to the other is no longer
subjectively available for negotiation, or becomes the object of total devotion.
In terms of society, however, both types of relationship remain subject to the
proviso of continuing mutual affection and satisfaction, which enables disap-
pointed friends and lovers to step back from their perceived unconditionality
and continue the relationship under certain conditions only. The relationships
between parents and children are different. Even if the developing child is the
object of particular hopes, fantasies and expectations, the physical relation-
ship which has already begun with the embryo/foetus in utero needs no agree-
ments (so to speak) in order to develop further. At the same time, it is a rela-
tionship with an unknown human being about whom, despite any perceived
closeness or attachment, little more is known than the story of its genesis, its
anticipated human form, and initial processes that make themselves felt in the
form of foetal movements.® Its more precise physical constitution is the object
of sensations and only to a limited extent of knowledge. This (social-ontologi-

5 Mills puts this pointedly: “Except in rare cases of adoption of older children with al-
ready revealed and well-established personalities, the choice of a child is the choice
of a pig in a poke. Gender, appearance, intelligence, talents, and temperament all
appear to the parents as an unfolding surprise. Parents of two or more children are
invariably astonished at the differences between individuals produced by the same
parental genes and reared in the same family environment. We are still far away from
the prospect of ‘designer’ children, tailormade to match parental expectations.” (2003:
150-151)
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cal) starting position is — or was — (objectively) largely one of unconditionality
or the impossibility of controlling the course or the outcome of a pregnancy.

However, this starting point changes with the use of prenatal diagnosis
which makes it possible for prospective parents to acquire more knowledge, or
at least probabilities, about the constitution of their child, providing a basis on
which to make decisions. It puts them in the position of knowing more about
the developing child (the “glass belly”, Hey 2012), such as its sex and its organic
or genetic constitution, and the possible consequences of this for the child and
its family. Prenatal diagnosis facilitates a focus on the technically measurable
physical condition of the child as a basis for deciding whether to continue the
pregnancy or not, provided there is the possibility of termination. In interac-
tion with the law on abortion, or on tolerating it, prenatal diagnosis provides,
alongside its therapeutic goals, the societal possibility to add a physical provi-
sion to the child’s birth and in doing so to take a step back from unconditional
parenthood. The subjective internalisation of this (objective) possibility is de-
scribed by the term “tentative pregnancy”.

In the triangular understanding of the parent-child relationship as the re-
lationship of one parent to the child, the child to the parent, and possibly the
parents to one another (in terms of the child), the physical reservation towards
continuing a pregnancy lies on the level of the responsivity of prospective parents.
This level should be differentiated from other sides of the multidimensional,
complementary and multilateral relational contexts of unconditionality. It de-
scribes neither the level of an irreversible event (the causally irreversible biologi-
cal-genetic-physical bringing about of one existence through another), nor the
related social attribution of parenthood and childhood, with its often very lim-
ited exit opportunities. It is much more a form of pregnancy-related reaction
and interaction of the prospective parents with the developing child, the com-
plementary counterpart of which is the helplessness of the developing child
(Schiies 2016; Graumann 2010: 138). From the perspective of this being comes
another dimension of unconditionality, which consists in the developing being
having no choice but to be entrusted to this pregnant woman, or these prospec-
tive parents. The more opportunities are afforded to prospective parents, in
order to make their reaction dependent on particular conditions, the more the
social-ontological status of the possible child also shifts as a result of their de-
cisions about whether to make use of these opportunities or not. Parental un-
conditionality is now no longer the reaction to the inevitability of how a preg-
nancy turns out, but a subjective decision, which might - and can - turn out
differently. The social facilitation of prenatal diagnosis and the so-called “selec-
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tive” termination of pregnancy implies in principle their permissibility, even if
only within certain limits. Both factually and normatively, the unavailability of
a particular outcome of a pregnancy is relativised, and thus the norm of the un-
conditional acceptance of any child is also made optional. But this means that
even within the triangle of two possible parents and child, the internalisation
of unconditionality between the prospective parents can turn out differently;
if we take a step back from the narrow focus on the parent-child dyads, the re-
action of possible further children in the family also becomes relevant, as does
that of other members of the family and the social environment, which affirms
particular norms or sends conflicting messages.® This is what I refer to when I
describe unconditionality as “multilateral”.

Now the physical reservation that prenatal diagnosis offers prospective
parents, or even suggests to them, can be interpreted in different ways. For
those who label it prenatal selection, which is usually critical and problematising
in Germany, the reservation often implies a negative value judgement of a life
with disability. From the assumed perspective of the possible child or its par-
ents or family, the child’s life, for itself or for others involved, is not considered
sufficiently worth living to continue with the — originally wanted — pregnancy.
The judgement that individuals make may be free or socially prejudiced, and
either way results in the selecting out of foetuses with particular physical
characteristics, i.e. it has eugenic dimensions as well.

Equating the physical reservation with (eugenic) selection is, however, also
open to criticism (Foth 2021). Particularly in Germany, this term is strongly
associated with mass murder driven by the state, and a particular, medically
veiled contempt for humanity directed against people with disabilities, at
times with especially drastic devaluations of their worth. There yawns a con-
siderable gap between such judgements and the often complex motives of
pregnant women and others involved in pregnancy, making use of prenatal
diagnosis and contemplating a termination. Comparative studies of such
motives demonstrate a wide spectrum of concerns and perspectives, which in
many cases are about the compatibility of a child with special needs and one’s
own capabilities and wishes (self-care), as well as the perspectives of other

6 The documentary film Week 23, by the Israeli director Ohad Milstein, about the preg-
nancy of his Swiss wife Rahel, exemplifies how differences become apparent, both
between the couple and in their families, and in the changing medical context (see
chapter 9 in this volume).
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family members (concern for third parties).” It may be that in such considera-
tions, misleading views about disabilities and their conflation with suffering
play a key role, and that, as some authors argue (Asch/Wassermann 2005),
prospective parents often underestimate their own capacities. But this does
not justify reducing a decision that is often difficult for one’s conscience and
one’s life — the decision to end a pregnancy - to a negative value judgement.
This, at least, is implied by the regulatory path that Germany has taken, which
rejects disability as the ultimate justification for an abortion (embryopathic
indication), and instead recognises only the possible impacts of a disability
on the bodily or mental condition of the pregnant woman and her individual
situation as a justification (social-medical indication). The individual per-
spective that leads to a particular abortion does not imply the generalised
judgement that it would be better for other pregnancies as well to reach a
similar decision.® Rather, it is precisely the cases of parents who — often after
much agonising — use prenatal diagnosis in order not to have an additional
child with special needs that show how complex such decision-making, and
how open the results, can be.

From this perspective, deciding for or against a pregnancy does not auto-
matically imply a particular value judgement, even though the risk remains of
being drawn into making it, for example through an uncritical routinisation
of prenatal diagnosis. It is also at the root of a scepticism towards the efforts
of some liberal authors to use “selective reproduction” as an umbrella term for
a whole series of procedures that influence how a pregnancy turns out, and
discussing them as possibly welcome options in having children (Wilkinson
2010). In place of the sometimes overcritical and negatively loaded word “se-
lection”, the wording is now uncritical, reductive and downplaying (Rehmann-
Sutter 2021), making it easy to lose critical distance from the logic of selection,
which may not be (openly) eugenic in nature but becomes problematic in its
consumer-orientation, or when it takes an economic or perfectionist stance.
This is addressed in public discourse using phrases such as “the child as a prod-
uct”, “designer baby” or “perfect child”. None of these wordings does justice to
the phenomenal experiences of prospective parents, who do not understand

7 See chapter 8 of this volume.
As Asch and Wasserman make clear, opting for termination does not imply making
a similar decision at a later point: “A woman may be willing to abort after eighteen
weeks but not after twenty two; she may be willing to abort, but not to put an impaired
newborn up for adoption.” (2005: 194).
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their willingness to terminate a pregnancy either as a negative, generalisable
judgement or as a corrective on the path towards their plan of parenthood, but
as a way out of an emergency in which they unexpectedly find themselves.

In the wake of the “selective reproduction” approach, the authors Yael
Efron and Pnina Lifshitz-Aviram (2020) have suggested establishing the term
“conditional parentage” for some of these phenomena. In addition to pre-
natal phenomena such as preimplantation diagnostics (PGD) and selective
abortion, it also encompasses experiences of postnatal parenthood under
reservation, particularly in the case of adoption. Using the examples of Israel,
the United Kingdom and other European countries, the authors argue that
in all of these fields, Western states enable and foster the right to make par-
enthood conditional on the constitution of the child. They describe this legal
phenomenon, or the underlying wish of prospective parents, as “conditional
parentage”. It refers to the decision about “whether” to become parents and
not “how” to parent, like so-called “conditional parenting” as a kind of guiding
through conditional love and acknowledgement as part of bringing up a child.
The authors themselves expend a lot of energy on presenting “conditional
parentage” as an expression of contemporary and well-understood eugenics,
which should be implemented cautiously so as not to repeat any mistakes of
the past. The authors’ other provocation consists in recognising and welcom-
ing the conditionality of possible parents implied in granting and exercising
rights to choose, as these serve valuable individual and societal goals. This
signifies a strengthening of the conditionality of parenthood, which runs
contrary to the idea and the ideal of unconditional acceptance of every child,
and that makes it necessary to analyse the associated qualities more deeply. I
will now undertake this analysis and return to consider the term “conditional
parentage” as part of my conclusions.

1.2 Unfolding unconditionality

The descriptive-normative dual character of “unconditionality” is based on its
assessment as an important prerequisite for parent-child relationships and for
families, the loss of which should be mourned or — if possible — compensated
for. This ambivalence is already clearly expressed in the term “tentative preg-
nancy”. For Katz Rothman, the establishment of tentativity in pregnancy in-
jects a fundamental conflict between the actual and often socially supported

273



274 Intertwining knowledge practice, epistemology and ethics

process of bonding with the developing foetus, and the willingness to break
this bond if necessary, in reaction to a prenatal diagnosis.

The problem, or one of the problems, with the technology of amnio-
centesis and selective abortion is what it does to us, to mothers and to
fathers and to families. It sets up a contradiction in definitions. It asks
women to accept their pregnancies and their babies, to take care of the
babies within them, and yet be willing to abort them. We ask them to
think about the needs of the coming baby, to fantasise about the baby,
to begin to become the mother of the baby, and to be willing to abort
the genetically damaged fetus. At the same time. For twenty to twenty-
four weeks. Women suffer in this contradiction of demands (1985: 190).

This conflict has direct potential for the suffering of ambivalent feelings and an
ordeal for the persons concerned instead of a pregnancy that might otherwise
have proceeded without any worries, alongside the possible indirect psycho-
logical repercussions of a decision to terminate or not. It could also mean a
loss of or possible damage to the resulting parent-child relationships. This re-
verberation is feared by other authors too, either through a lasting weakening
of the relationships and the attitudes and abilities of the parents that protect
them - e.g. Sandel’s true parenthood as a “school of humility” (2007: 85) — or
as a latent cause of conflict in later relationships:

A child who knew how anxious her parents were that she have the “right”
genetic makeup might fear that her parents’ love was contingent upon
her expression of these characteristics (Anderson 1990: 428; cf. Kittay/
Kittay 2000: 169, 182ff.).

These conflicts may not lie solely on the parent-child or child-parent levels,
but may also be carried “socially invasively” into the parents’ relationships, as
one recent publication on NIPT in Germany suggests, and thus they raise both
the direct and the indirect potential of suffering and breakdown (cf. Reinsch/
Konig/Rehmann-Sutter 2021: 12).

The topos of a tentative pregnancy also serves to make clear some ambiva-
lences in the feminist discourse that affect the way we deal with the vocabu-
lary of unconditionality. Ultimately, tentative pregnancy accompanies one of
the central achievements of feminist demands, the right to abortion. The wa-
tershed here is the already mentioned “selective” abortion, in which a basi-
cally wanted pregnancy is then terminated after all, under the physical reserva-
tion in response to a finding (cf. Waldschmidt 2006). While some authors de-
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fend this as extended freedom of decision, others, and particularly representa-
tives of the disability rights movement and disability studies scholars, distance
themselves from it. They demand that every possible child be viewed as a gift
who deserves to be loved unconditionally and made welcome, also the family
should not be an exclusive club, and its moral foundation consists precisely in
its inclusivity, i.e. for the child to be accepted unconditionally and to be able to
sense this for the whole of its life, knowing it and being able to draw strength
from it (cf. Asch/Wasserman 2005: 202-203; cf. Kittay/Kittay 2000: 169, 182,
192).

Added to the feminist ambivalence towards selective termination is an
ambivalence towards the category of unconditionality — above all if this is
interpreted in the light of unconditional motherly love. The ambivalence towards
this concept of love is built on its interconnection with particular ideas of
motherhood (or womanhood) and the understanding of this as ideological
(Mullin 2006; Schiitze 2010; Diabaté 2015). Unconditional love approaches
(prospective) mothers as a presumed natural requirement and justifies and
explains their sole or primary responsibility for childcare and management of the
household. It serves to exacerbate domestic self-sacrifice, dependency and ex-
ploitation. Instead, feminist voices demand an understanding of motherhood
as part of a wider network of care, which assures mothers of the conditions in
which they are able to continue along their personal and professional paths,
or the conditions of their self-respect (Gedge 2011). Many authors fall back on
other terms to describe parenthood (Mullin 2006). Parenthood then has the
character of a commitment or a particular form in which the developing child
is recognised (Schiies 2016; Wiesemann 2015). Schiies, for example, draws on
the “gift” metaphor to illuminate the acceptance of a newborn irrespective
of its conditions (for although, or perhaps precisely because, its vulnerability
puts it at the mercy of its parents, it also makes a multitude of demands of
them).

These considerations often take place in the horizon of ideas about parental
care and responsibility. They specify how prospective parents’ response or re-
action might look if it is to represent an affirmative response to the child grow-
ing in its mother’s womb and this child’s needs.” They may serve to avoid the

9 This wording is inspired by Waldenfels’ reflections on responsivity (1994: 75; 2012), in-
sofar as prospective parents (have to) react to the course of the pregnancy, by taking
or refusing to take decisions, they “respond” in a broad sense to the situation and the
implied demands of the developing child; in a more narrow sense, however, respon-
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abbreviations and distortions of the understanding of parental uncondition-
ality laid down in the concept of unconditional love. For, in analysing what it is
that in my view shows an unconditional parental response, four categories or
groups in addition to love dominate: the most prominent expresses the unre-
served decision in favour of this child (giving birth to it, and taking on parent-
hood), and terms such as acceptance, acknowledgement or welcoming stand
for this, as also “that parents must appreciate [...] the uniqueness of their chil-
dren” (Asch/Wasserman 2005: 209). The next emphasises above all the act of
caring, attentive care, support, playing a protective role, and devotion up to the
extreme case of self-sacrifice; a further category is best described as commit-
ment, and expresses the responsibility and duty that prospective parents take
ontowards the children in their care, or the promise they make to them (Schiies
2021; Wiesemann 2015); finally, temporal categories of duration point in two
possible directions, i.e. to remain unconditional for as long as possible, or to
commit as soon as possible, perhaps even at the point of wanting a pregnancy
(cf. Asch/Wasserman 2005: 202). These five groups of categories and their dif-
ferent versions are at the heart of a conception of unconditional responsivity,
while any further features that often form stumbling blocks for the feminist ap-
proach, such as its naturalness (which expresses the idea that an unconditional
response is a biological mechanism, is self-rewarding and has some authori-
tative force) or exclusivity (which sees the mother or the parents in a unique
or privileged position to provide these qualities), can be dissociated from it.
Thus, it becomes clear how the possible aspects of unconditional responsivity
can separate from one another, for example if a bond is felt in the sense of ten-
der care, but commitment is withheld, or if there is a feeling of obligation but
not of true joy about the pregnancy, or when earlier reservations are given up
in the light of growing level of care (see above, Fn. 8).

By differentiating the possible dimensions of concepts of unconditional re-
sponsivity or parenthood in this way, it becomes clear how they can be chal-
lenging or all-encompassing to a greater or lesser degree, and how they can be
intertwined in different ways with the ideals of parenthood.

sivity denotes accepting this situation and these demands, in contrast to the attempt
to withdraw from them.
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1.3 Gaps in the concept

The main problem of such concepts of unconditional responsivity, however, re-
mains the lack of contextualisation, or their indeterminacy in the relational
context of the individual, family and society. While it is clear that the form of
responsivity is unconditional in the sense that it is not subject to the condition
of the physical constitution of the foetus and is thus also independent of as-
sociated ideas of quality or performance, other aspects of decision-making by
prospective parents remain unaddressed. These include the personal connec-
tion to professional or other biographical goals, or to the existing demands of
the family or level of social support. Sometimes it is the parents who already
have a disabled child and so can hardly be suspected of making value judge-
ments about life, who are most torn between wanting to encounter uncondi-
tionally the child developing in a further pregnancy, and the worry that having
another disabled child would be too much of a burden or would lead to compe-
tition for care (Nippert/Horst 1994: 39—44). Therefore, it is in fact the existing
obligations that can cause a pregnancy to be called into question.

Nor does the notion of unconditionality offer a clear orientation for how
to deal with anticipatory compassion, in which prospective parents paint a fu-
ture bleak picture for a possibly disabled child, an existence full of suffering,
and doubt whether it really is good for the child to be born. These considera-
tions run the risk of underestimating their own capacities as well as the poten-
tials of both society and of the child, and serve a kind of self-deception (Asch/
Wasserman 2005:181). Additionally, in the context of Germany these consider-
ations are burdened by the massive abuse of similar justifications during the
Nazi-era “euthanasia” programme, and are therefore open to particular mis-
trust. Nevertheless, the fact is that this motive can play a significant role in
prospective parents’ thinking (Nippert/Horst 1994; pro familia Bundesverband
2018) and it appears questionable to assume that such cases generally involve
a form of self-deception. In principle, what follows is the difficult situation of
deciding to terminate a pregnancy on the grounds of a concern for the possible
child as well (on this, see Hashiloni-Dolev/Shkedi 2007; DER 2013, Dissenting
Position 2).

The gaps in the concept of unconditional responsivity, and the potentials
for conflict, might perhaps be bridged by a concept of responsibility. As a nor-
mative category, responsibility is well suited to identifying complex or poorly
defined areas that can only be grasped to a limited extent by explicit guidelines
on how to act and how to be. In addition, there is a close conceptual relation-
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ship with the notion of responsivity. The concept of responsibility is however
not established on unconditional responsivity, as becomes clear looking at the
concept of prenatal “genetic responsibility”, which often relates directly to re-
production (Lipkin/Rowley 1974; Leefmann/Schaper/Schicktanz 2017: 2). The
concept demands that, in view of the possible presence of genetic deviations or
defects, appropriate precautions must be taken either before a pregnancy com-
mences or during its course. The idea of genetic responsibility has some roots
in societies or communities where particular genetic diseases have or have had
higher prevalence, and potential parents can have their carrier status tested in
advance (on carrier screening, see Raz/Schicktanz 2016: 46ff.). The concept can
however be generalised beyond this, and require prospective parents to check
the genetic status of their offspring at various pre-birth stages and, if neces-
sary, intervene to prevent the birth. Since the concept favours knowing over
not-knowing, and the taking of extensive precautions rather than accepting a
pregnancy and letting ithappen, and since it can be associated with ideas of op-
timisation, the concept is particularly controversial in Germany - in contrast
to Israel (cf. Remennick 2006: 48).

2.1 The example of Israel

Seen from Germany, Israeli society and the way it deals with pregnancy, birth
and the family offers some unusual perspectives. For one thing, there is a
strong “(pro)natalism”, that is, a widespread fixation on having children and
founding families (Gross/Ravitsky 2003: 251f.), which is reflected in the very
high birth rates for a Western country (3.1 children per woman in 2016),
even among secular Jewish women (Okun 2016), as well as in numerous other
phenomena; these include the particular significance of shared sabbath meals
in Jewish families (Miinch 2017), and, to add some rather anecdotal impres-
sions, the special child-friendliness of Israeli restaurants or the way people
mention how many children and grandchildren they have when they introduce
themselves. The traditional, historical, social and political reasons for this ori-
entation have already been unpacked in numerous articles (Hashiloni-Dolev
and others) and will not be repeated here. It is accompanied by a strong focus
on the family, shown in comparatively frequent family contact and marked
interdependence (Kagitcibasi/Ataca/Diri 2010, Hashiloni-Dolev 2018). The
promise of happiness and the model of a good life associated with natalism
and family orientation leads to a glorification of parenthood over the possi-
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bility of remaining consciously child-free, for women in particular (Donath
2015). It does not expect of prospective parents, particular mothers, to abstain
from professional paths, but accepts the dual-earner household as normal,
not least as a response to the high cost of living for many Israeli families.

The basic assumption of Israeli women from all population categories,
including the ultra-orthodox, is that family and outside work can be
combined. Thus, the employment of mothers with young children is a
rather common phenomenon in Israel (Lavee/Katz 2003: 204).

Itis also taken as read that care tasks will be shared out among different mem-
bers of the family (Lavee/Katz 2003). This family orientation is also very inclu-
sive and open to the use of assisted reproductive technologies, single parent-
hood (with a sperm donor), same-sex parents™ and, not least, late pregnancies
at an advanced age. Even postmortem parenthood is made possible through
the freezing of sperm and eggs.

For another thing, the State of Israel, with its genetic screening pro-
grammes and wide-ranging prenatal testing, strives to make the birth of
children with genetic deviations or disorders preventable (Raz 2018). In con-
trast to Germany, the expansion of these programmes since the 1970s has been
associated with the targeted prevention of heritable gene defects (Zlotogora et
al. 2016) that occur frequently in particular Jewish or Israeli communities and
that often have an indisputable potential to cause suffering. First and foremost
is Tay Sachs syndrome, which as a result rarely occurs now, along with Beta-
thalassemia. This has been implemented both through pre-conception car-
rier screening” and through prenatal screening programmes. In comparison
with Germany, where prenatal screening programmes attract considerable
mistrust, forms of state-supported gene tests are normal for Israelis, many
of whom use them individually (e.g. before marrying). This willingness to
undergo genetic tests continues with antenatal care, at least for the majority
of the non-ultra-orthodox Jewish population for whom abortion is in principle
an option.

10 This inclusivity refers to (assisted) pregnancy, but not to marriage (Knaul 2016), which
in Germany is precisely the opposite.

11 Collected underthe “national carrier screening programme for reproductive purposes”,
which is partially covered by health insurance funds (see Zlotogora et al. 2016).
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Israeli women who question prenatal screening and advocate more nat-
ural and women-controlled models of childbearing are currently in a
minority, and their voice is seldom heard (Remennick 2006: 49).

Although the Israeli abortion law is strict de jure, in that the assent of a com-
mittee is necessary, de facto it shows a very high rate of acceptance and includes
embryopathic indications (Rimon-Zarfaty/Jotkowitz 2012). This kind of “selec-
tive” abortion based on a possible impairment of the child is not subject to
stigmatisation or public criticism (ibid.: 27). While the political and medical
provision of prenatal testing is based on the principle of informed self-deter-
mination, and the provision of medical information and recommendations is
supposed to be non-directive, the interplay of wide-ranging testing, a de facto
liberal abortion law, and social conditions in which providing care for a child
with a disability is difficult, combine to generate a clear preference for avoiding
having impaired children, even among the medical staff providing advice (cf.
Zlotogora 2014: 93; Efron/Lifshitz-Aviram 2020: 26). This applies to the secular,
liberal, middle class or upper middle class Jewish population at least; attitudes
are different, and terminations often not considered, among very religious or
ultra-Orthodox families and communities, as well as in Arab or other non-Jew-
ish ethnic groups.™

Israeli disability rights groups have become more significant over the last
decade, and draw upon the UN Convention on the Rights of Persons with Dis-
abilities, which Israel has also recently ratified.” However, these groups rarely
focus their criticism on the prenatal sector, and some even call for prenatal
testing to be expanded. There is no indication of a critical distance from of-
ficial policy and medicine, even in the form of an inherited mistrust because of
a state extermination policy and its support from medicine, as in Germany.**
Criticism of rigid ideas of normality in medicine and society, or of equating
disability with suffering, are much rarer than in Germany, where they are part
of the official discourse surrounding prenatal diagnosis. It is hardly surprising

12 Ultra-Orthodox pregnant women often interpret termination to show a lack of faith in
God and the task he has imposed, and is thus experienced as a spiritual crisis (Teman/
Ivry/Bernhardt 2011: 78); prenatal unconditionality thus appears as the expression of
unconditional trust in God, or a deeper level of relationship, i.e. with God, and thus
enjoys appropriate recognition in the community.

13 On Disability, see chapter 6 in this volume.

14 Care for pregnant women is largely provided by hospitals; midwives are also trained
nurses, and home births are rare (Raz 2008: 28; Brusa/Barilan 2018).



Hannes Foth: The Unconditionality of Parent-Child Relationships in the Context of PGD

that the prevention of suffering (and not eugenic selection) is often named as
a goal of the prenatal programme (and of the human geneticists involved) (cf.
Hashiloni-Dolev/Raz 2010: 97).

The testing strategy also differs from that in Germany. In Israel, for exam-
ple, a screening program for Down syndrome and other trisomies is well estab-
lished (Zlotogora/Haklai/Leventhal 2007) and is covered by health insurance,
through a mixture of non-invasive and invasive testing as part of the so-called
“Health Basket”. This basket also covers non-invasive first trimester screening
(FTS) and invasive amniocentesis in combination with the chromosomal mi-
croarray (CMA) analytical procedure, which in contrast to conventional chro-
mosome analysis is able to show even the tiniest changes (Miiller-Egloff 2017:
458f.). As a result, Jewish children with Down syndrome are mostly born into
the ultra-Orthodox community (Zlotogora 2014: 88). In Germany, although FTS
is often used, and perhaps sometimes covered by the health funds - the data
on this are not always clear — they are not an explicit part of health insurance
cover, while CMA tends to be used very cautiously and is not recommended by
the professional medical associations for routine use (Miiller-Egloff 2017: 459).
The routinisation of this testing in Israel indicates that the widest possible test-
ing is encouraged, and the risk of miscarriage caused by higher rates of inva-
sive testing is accepted in favour of gaining information (although it is argued
that this risk through routinising the procedure is extremely small, which con-
tradicts the figures circulating internationally). With this backdrop of estab-
lished standards and priorities, the alternative of integrating NIPT, introduced
in 2012, into the Health Basket (at current conditions in terms of costs, reli-
ability and test spectrum), although certainly desired from many sides, does
not appear attractive enough in terms of health policy. It could even be coun-
terproductive, if to prevent the risk of miscarriage it were to result in recourse
to a reduced and less reliable testing spectrum and thus “underprovision” of
prenatal diagnosis.”

Three of the most important conflicts that the German regulation of the
prenatal sector had to overcome are interpreted differently in the Israeli con-
text, and are weaker. This applies first to the personification of the embryo or
foetus, second to the danger of heteronomy (through family, state, society), and

15 This interpretation is based on the situation that NIPT has twice been proposed for
the Health Basket and rejected, and on impressions from professional presentations
at events in the PreGGl project (cf. chapter 3 of this volume).
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third to the culture of welcome in society, which links the parents’ decisions in
individual cases with the social fate of people with disabilities.

Embryos or foetuses are not recognised in Israeli law as autonomous legal
entities. At first they are considered to be part of the pregnant woman, and
then gradually develop into a person, but formally it is only at birth that they
acquire their own legal status (Rimon-Zarfaty/Raz/Hashiloni-Dolev 2011: 217).
Although many Israelis perceive the foetus to be an autonomous organism
as the pregnancy advances, and think of it more as its own person when
its movements are felt by the pregnant woman, these attributions tend to
occur later than in comparative studies from countries such as the USA or
Australia (ibid: 222). Another comparison with European countries observes
that “Israeli women were most likely to think that a developing baby acquires
human dignity with birth and that a developing fetus is not yet a human
being” (Fischmann 2011: 59). This might be reflected in the professional dis-
course, in stronger reservations about an unreflected way of speaking about
an unborn life, baby or child. German abortion law’s fundamental conflict
between mother and unborn child therefore collapses, or is at least weakened.
Both positions are rarely seen as being in need of protection against outside
influence as well.

Unconditional parental affection towards the born child, in the form of un-
conditional love and being embedded within the family in a “system of mutual
love and caring” (Hashiloni-Dolev 2018: 123), is certainly expected and highly
regarded in Israel, and “conditional love” possibly understood as offensive (cf.
Weiss 1994; Watzman 2005)." Nevertheless there appears to be a significant
difference between the prenatal and postnatal phases, at least among secular
Jewish Israelis."” The resistance to unconditional responsivity implied in the
topos of a tentative pregnancy does not appear as a risk to the relationship be-
tween parents and children, but as a way to harmonise different desires, goals
and interests. The final acceptance of the developing foetus as a future child
and family member is held back; motives of anticipated compassion, as well
as care and responsibility, also for other family members, may also play a role

16 According to Weiss (1994), the focus on healthy children without impairment is so
widespread in Israel that it prevents many parents who unexpectedly have a disabled
child from accepting them; the study, “Conditional love: parents’ attitudes toward
handicapped children” is however not uncontested (cf. Watzman 2005).

17 Ondivergentideas of so-called “New Age” mothers, or religious but not ultra-Orthodox
pregnant women, see Rimon-Zarfaty (2014).
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here. In this perspective the physical reservation is not perceived as a threat to
family cohesion, but rather as a possible way to generate it.

In combination with a reluctance to personify the foetus and accept it
unconditionally, the widespread idea of “genetic responsibility” (Remennick
2006: 48) elevates preventing the birth of a child with a genetic impairment
almost into a duty. The decision of the individual prospective parents is often
linked to the idea that a disabled child will be a burden on the family and on
society (Hashiloni-Dolev/Raz 2010: 97). So a social pressure becomes clear,
which (prospective) parents may feel if they decide against using prenatal
diagnosis and to accept any child unconditionally (see Rimon-Zarfaty 2014).

2.2 The example of Germany

The population of Germany is almost ten times as large as that of Israel and
there are also ten times as many organisations that (want to) have a say in pre-
natal diagnosis. In comparison with Israel, prenatal diagnosis is disputed ter-
rain in Germany. Not just because of German history and the above-mentioned
tensions in regulating antenatal care and abortion, but also because of differ-
ent paths of policy implementation. In Israel many competences are concen-
trated (vertically) in the Ministry of Health, while in Germany they are del-
egated (horizontally) to committees with a corporatist tradition, such as the
German Federal Joint Committee (Gemeinsamer Bundesauschuss, G-BA).® As
the process for the health funds covering NIPT demonstrated, these commit-
tees do not have access to reliable data on the status of prenatal diagnosis, so
that the intended provision of the Maternity Guidelines cannot be compared
to provision established in practice, nor can reliable scenarios be extrapolated
from them (TAB 2019: 192). In addition to ethical and political polarisations,
the discourse is thus conducted under dubious conditions (Scharf et al. 2019).
Nevertheless, the G-BA has approved amending the Maternity Guidelines in
favour of NIPT, setting the future course in several interesting directions. Fore-
most, there is increased individualisation of the indication for prenatal diag-
nosis. The classification of a “risk pregnancy”, which justifies additional tests
— long criticised for its tendency to spread and its unsettling effect — has been
renamed “pregnancy with particular risks” and the indication for the newly

18 Neitherimplementation programme accords with the idea of a “republican discourse”,
which some call for (cf. Braun 2005: 44; see also chapter 5 in this volume).
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added NIPT made dependent on the personal circumstances of the pregnant
woman (cf. G-BA 2019; Rehmann-Sutter/Schiies 2020). How practical limita-
tions might make this focus on individual cases collapse back into routinisa-
tion remains to be seen.

In contrast to the Israeli discourse, concern about routinisation and over-
provision of prenatal diagnosis is common (TAB 2019: 93-96). This is not just
concern about externally determined overprovision, but also about the loss of
a carefree, hopeful pregnancy (on medicalisation, cf. TAB 2019: 168f.) and the
burden and conflicts of decision-making based on problematic and sometimes
only probabilistic information (Petersen/Jahn 2008).” In addition, it appears
that pregnant women who make use of prenatal diagnosis often do so with-
out having already decided whether they would consider terminating in the
event of a problem being found, or even that they have in fact ruled out ter-
mination and welcome non-invasive tests (with no risk of miscarriage) only to
have certainty as early as possible and if necessary prepare themselves for the
birth of a child with special needs (cf. Reinsch/Konig/Rehmann-Sutter 2021: 6).
Similar motives can also be found among pregnant women in Israel, particu-
larly those who are critical of prenatal testing, but this does not change the fact
that the majority fully accept wide-ranging testing and some consider it just
routine (“pregnancy is checkups”, Nov-Klaiman/Raz/Hashiloni-Dolev 2019: 4,
9; Rimon-Zarfaty 2014).

It is uncertain whether similarly clearly marked groups can be seen in pre-
natal diagnosis in the German context. Many Israeli publications on genetic
testing programmes or attitudes to them start out by differentiating popula-
tion groups (e.g. differentiating the Jewish population into ultra-Orthodox, re-
ligious/conservative/traditional, secular mainstream vs. “New Age”) between
which marked differences have been observed for some time. Although in Ger-
many religiosity is often mentioned as a possible factor in decision-making on
prenatal testing possibilities or results (e.g. in TAB 2019: 73, 144), and religious
institutions such as the churches exercise influence in the relevant debates and
take up a clear position, differentiating pregnant women according to social,
regional, cultural or ethnic origin plays no great role in reporting on the state of
prenatal diagnosis, at least not in the recent reports of which I am aware such

19 Here, Petersen and Jahn (2008: 47) refer to the literature on the potential for physi-
ological harm: “In fact, increased levels of maternal anxiety and stress can adversely
affect the cognitive, behavioural, and emotional development of the child. One possi-
ble underlying mechanism can be found in the elevated maternal stress hormones.”
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as the TAB Report (2019:129f.). It is therefore impossible for me to differentiate
many general statements on the German discourse.

In comparison with Israel, Germany shows a markedly lower birth rate (al-
though it has been rising since 2010), with 1.59 children per woman in 2016. Al-
though childlessness polarises opinion in society it is widely accepted, and thus
relativises parenthood and family as the main purpose in life and the model of a
good life. In abstaining from having children, individualistic life-goals and the
desire for autonomy sometimes play a role, but uncertainties and constraints
are often mentioned too. This applies, for example, in terms of being unable to
reconcile having children with a career, but also because of fears of not being
able to live up to the demands of parenthood (Dorbritz/Diabaté 2015). With a
view to reconciling work and family, traditional ideas of the division of labour
and for mothers having the main responsibility for early childcare (“intensive
mothering”), particularly in West Germany, compete with the acceptance of
outsourcing childcare so that mothers can work full-time (more in East Ger-
many) (Pfau-Effinger/Smidt 2011; Diabaté/Beringer 2018).

East German women are more strongly child-oriented, but reject sole
childcare through the mother more often than West German women.
What these women have in common is considering bringing up children
to be a challenging task, in which as parents it is possible to get a
lot wrong. Here, those interviewed obviously share the same concerns
(Schiefer/Naderi 2015: 168).

Mothers having jobs is mostly accepted in principle, as well as their own indi-
vidual “self-care”, yet there often remains an unresolved conflict with equally
strong demands for their presence in the household. Even the international lit-
erature indicates this, with some fascination for the singular German expres-
sion (and stigma) of “Rabenmutter” (literally a “raven mother”, defined by the
Duden dictionary as an “unloving, coldhearted mother who neglects her chil-
dren”) (Heffernan/Stone 2021). For some time the model of “responsible par-
enthood” has meant that the high requirements for parenthood have grown
(Ruckdeschel 2015). This model requires that people only become parents if
they are able to offer the child a good future (the whether of parenthood) and
to undertake everything necessary for that (the how of parenthood), with the
possibly dual effect that although an intensive process of reflection about par-
enthood is undertaken, parenthood itselfis increasingly perceived as a burden.

In the German discourse on prenatal diagnosis and NIPT, proper parent-
hood is a persistent motive and is also reflected in the relevant publications,
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such as the Report of the German Ethics Council (DER 2013:143ff.) and the TAB
report (2019: 1671L.).

Prenatal testing is associated not only with concerns about heteronomy —
I cannot, unfortunately, go into detail here about preimplantation genetic di-
agnosis or in vitro fertilisation — but also with the fear of burdening pregnancy
and parenthood, and deforming the bonds between parents and children. Al-
though unable to make statements about their frequency, some interviews in-
deed demonstrate the worry of prospective parents about the effects of their
decisions on their later child, other children in the family or other members
of society (Reinsch/Konig/Rehmann-Sutter 2021: 11f.). This illustrates the con-
flicts that the possibilities of prenatal diagnosis, in combination with the ideas
and norms of parenthood and family relationships, can really give rise to.

Whether the norms of unconditional parenthood really do still prevail in
the German context and discourse, or whether they are necessarily equated
with the (prenatal) acceptance of every possible child, appears unclear (to me).
The relevant norms are often described in the literature, sometimes bound
up with voices from discourses of recent decades, e.g. on preimplantation
genetic diagnosis (Hashiloni-Dolev 2007; Hashiloni-Dolev/Shkedi 2007; DER
2013: 143-146), yet on the other hand, the now well-established procedures
of prenatal diagnosis are already associated with a possible rethink. Sigrid
Graumann's statement summarises this well:

The unconditional acceptance, and thus recognition, of the child, without
taking into account the characteristics and abilities that are expected of it,
has up to now been the prevailing societal norm. It is important to note that a
pregnancy is the most extreme form of the existential dependence of one
person upon another. [..] Every unborn child is existentially dependent
upon being accepted unconditionally by its mother. Prenatal diagnosis
now opens up the possibility of making the acceptances of the child
in advance dependent on its genetic constitution. This changes the societal
norm (2010: 138, emphasis added).

The direction in which society’s norms are changing (not just in the sense of
common practice but also of common expectations), and how advanced this
process is, appear nevertheless to be subject to contrasting interpretations. For
example, representatives of the first dissenting opinion of the German Ethics
Council make the following call:
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Medical research and public health policy may not reinforce the social
pressure of expectation that disabled children should no longer be born. On
the contrary, they must counter it by giving a signal that every child,
whether with or without physical or mental disability, is welcome. A
social atmosphere of acceptance and encouragement may make it easier
for parents to give love and care to a child which enriches their lives in
another way from the children who lead their lives without physical or
mental disablement (DER 2013: 168—169, emphasis added).

Meanwhile, the authors of the second dissenting position state:

Women who make use of prenatal diagnosis as a general rule wish to
satisfy their general responsibility for the future welfare of the child. In
certain circumstances this may mean from the viewpoint of the pregnant
woman that in the last instance she decides against carrying the unborn
child to full term. Currently, such decisions are respected by a broad section of
our society and also by the legal system — in full knowledge of the associated
serious moral dilemma, not least for the woman herself (DER 2013: 171,
emphasis added).

In my opinion, such evaluations not only show that there are varying percep-
tions of the status quo, but also make clear an ongoing process of replication
and reinterpretation of parental and family models, the interpretations of
which have gained currency in parallel and in conflict with one another. This
is also reflected in statements by organisations providing advisory services
for pregnancy-related conflicts. For example, in answer to the question ‘Are
parents in the crossfire of an ethical and medical debate?” pro familia NRW
notes:

Much is said about the reaction of prospective parents after prenatal
diagnosis has identified a problem, but they themselves rarely get a
chance to speak in the debate. All too often it is assumed they will not
want a child with a disability. Yet many consultations in recent years
have failed to confirm this. Rather, upon receiving the diagnosis of an
abnormality parents find themselves in one of the most difficult of life
situations. Often this is a long-planned, wished-for pregnancy. The couples
who come for advice after abnormal findings are struggling to make a
decision that actually cannot be made. Deciding between not having
their own much wanted child, or a life with a disabled child, presents
an almost irreconcilable conflict. The decision to terminate the wished-
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for pregnancy is never taken lightly. Termination is associated with great
pain and grief for those involved. And yet the fear of getting into financial
difficulties, of being socially isolated, and not being able adequately to
care for a child that will require a lot of support throughout its life, is
too great. Many parents also worry that the child will suffer once it is
born. Most of those affected articulate very clearly that they believe society
does not approve of either of these decisions. This is often the reason why they
entrust only a few people in their circle with their news (pro familia
NRW 2018: 5; emphasis added).

There is now apparently a situation in which, depending on one’s focus and
the approach of those providing the information, social pressure, prevailing
expectations and norms are perceived very differently (on this, see Schneider
2018: 244). These expectations and norms can, although they do not need to,
reinforce the internal conflicts of prospective parents. But even if they do not
feel such a conflict themselves, they are likely to experience tension in their en-
vironment, since social polarisation around the issue means they always have
to reckon with rejection or criticism from one side or another. This applies not
just to those who have a disabled child, but also those who decide against hav-
ing one, although in different ways.

2.3 Concluding reflections on the comparison

Comparing the different ways societies deal with pregnancy and prenatal di-
agnosis can help in questioning one’s own assumptions and distancing oneself
from all too familiar pathways of thinking and feeling. It can make it possible
to admit different interpretations of what is good, right or desirable, instead
of assuming an apparently clear ideal. Unconditional parenthood stands for a
central principle of human relationships, which when one looks more closely
actually has space for possible interpretations, gaps and gradations.

While in the Israeli context there is an apparently more unconditional so-
cial “commitment” to becoming parents (of several children if possible), to the
point of discriminating against or pitying (consciously) childless people in the
light of a broadly shared view of what constitutes a good life, this commit-
ment is linked, at the political and medical-administrative levels and through-
out large parts of society, to making pregnancy manageable and to support for
at least some prenatal reservations, i.e. about the kind of children. This com-
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mitment also implies rejecting the unconditional, earliest possible acceptance
of any developing child. But I see no indication for support of parental reserva-
tions at birth or later, so that in principle this caesura also means that parental
or family unconditionality is expected and encouraged (which might be de-
scribed as a temporal gradation of unconditional responsiveness).

In the German context by contrast there are stronger reservations about
becoming parents in the first place, or having several children. Medical-ad-
ministrative procedures and social expectations tend to oscillate between po-
sitions that are critical of any interference in pregnancy and prenatal life, and
that support the earliest possible acceptance of all developing children, at least
in wanted pregnancies, and positions that accept and want to enable having
reservations to different degrees. Across this spectrum the development of the
parent-child relationship appears potentially conflict-laden and tensions are
more expected to carry over into the resulting relationships.

Awareness of the concerns and ambivalences about prenatal diagnosis,
widespread in Germany, focuses attention on the many vulnerabilities that its
use can bring, despite its superficial alignment with the principle of non-di-
rective counselling and the informed self-determination of pregnant women.
Consciousness of these vulnerabilities produces a particular (and sometimes
one-sided) caution about extending prenatal diagnosis. This caution is both
justified and relativised by observing how prenatal diagnosis is handled in
Israel. On the one hand, this observation strengthens concern about routinis-
ing prenatal diagnosis in a way, which let its intensive use in some population
groups become so much a matter of course that is scarcely questioned, and
accordingly places more pressure on pregnant women. On the other hand,
the Israeli example also suggests that many fears about the disruptive effect
of prenatal diagnosis are not compelling and that there are different paths to
fulfilling family relationships.

The earliest possible unconditional responsivity of prospective parents ap-
pears to be neither a necessary prerequisite for nor a guarantee of the integrity
ofthe parent-child relationship or intact family relationships, atleast not in the
context of Israel. Nevertheless, the parental affection and family acceptance
perceived as unconditional by the born child are indispensable. Perceiving this
unconditionality is however dependent on many factors, such as the safety and
comfort actually experienced in a family and how family is appreciated and its
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cohesion® promoted by society; and how and in what climate decisions that
affect one’s own coming-into-the world and one’s own identity are thematised
in (later) relationships (on this, see e.g. Kittay/Kittay 2000).

In my opinion, it is in the interests of both societies to learn something from
the example of the other. For the Israeli context this would mean recognising
and valuing the possible alternatives (which are also covered by the principle of
informed self-determination and non-directive counselling) of voluntary not-
knowing, carefree pregnancy, and an unconditional decision in favour of a pos-
sibly disabled child, and therefore to create the practical conditions for this; in
the German context, it would mean overcoming the situation of an apparently
insoluble double stigmatisation and to enable free decision-making both for
and against having a possibly disabled child, and to accept this decision as the
expression of fully considered parenthood. The German Ethics Council recom-
mendations state only:

Society and the state should respect” the readiness of parents to give
care, security and love to a child which will possibly suffer physical or
mental impairments (DER 2013: 165).

How a decision for reservation or even termination should be treated is left
open. According to Asch and Wasserman, this would still - though with every
sympathy — be expecting people to feel some discomfort for their decision’s
implied indirect discrimination against people with the same impairment, and
relativising the valuable model of unconditionality (2005: 209f.). This sounds
more like tolerance than acceptance.

I think a central lesson to be drawn from this comparison in the German
context is the need to counter the tendency towards an ever-greater escalation
of pregnancy conflicts, such as when particular overloaded and overloading

20  Family cohesion also depends on “doing family” (Jurczyk/Lange/Thiessen 2014: 12), in
particular the internal construction of community as a closely connected group with
a shared identity, a working model of family, and a feeling of belonging together, as
well as the external presentation and performance of the family, not least as part of a
battle for recognition.

21 The official English version of this Opinion differs subtly from the German original,
and loses important nuance. A closer translation might be: “The willingness of parents
to give care, security and love to a child who might be affected by physical or mental
impairments deserves the admiration [Wertschatzung] of society and the state” (2013,
German version, p. 179). There is no mention of “suffering”, and “Wertschitzung” im-
plies something stronger than mere “respect”.
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ideas burden prospective parents with too much responsibility. For example,
the implication that prospective parents’actions either have particular motives
or carry messages, which could be stigmatising (“what you're doing is selec-
tion” etc.), should be avoided; and advocacy for unborn life should not lead to
a personification of the foetus, counter to the wishes of the pregnant woman
(cf. pro familia Bundesverband 2012); and finally, prospective parents should
not be held responsible as guarantors of social inclusion in place of the State. A
willingness to terminate a pregnancy after a prenatal test result does not imply
a rejection of unconditional affection for other children in the family, with or
without disability, and neither does it necessarily bring with it any baggage for
these relationships.

Rather, I suggest that the parents’ prenatal decisions can retrospectively
be the source of both identification and rejection, and which it is depends
on numerous contextual factors, in the light of which parenthood can (later)
be viewed. Adult children, particularly those who are themselves becoming
parents, could identify with their parents’ decisions and handle things in the
same way, or at least find them reasonable. There appears to be potential for
conflict primarily when the parent-child relationship is already experienced
as difficult, strained or burdened, and information about the prenatal chapter
of the relationship fits into a pattern of perceived lack of love or acknowl-
edgment. Although finding out that one (i.e. the child that one would have
become) would have been accepted by one’s parents in any case, may give one
a special feeling of reassurance (which one would like to pass on to one’s own
children), it is by no means certain that similarly strong feelings of security
might not be engendered just as well in other ways, such as through parental
love that is always experienced as being unconditional, or strong family cohe-
sion. The potential for retrospective damage is greatest when it interacts with
elements of the parents’ characters that would always be problematic, such as
the inability to cope with diversions or disappointments.

The key question of course is whether such parental characteristics are re-
inforced by the increased provision of prenatal diagnostic methods. Do they
weaken the fundamental standards and ideals of parenthood? I think that they
have potential to do so as ever more characteristics can, through the use of pre-
natal testing, be made the object of reservations. Whether this actually hap-
pens depends on many factors. Theoretically prenatal diagnostic methods are
a gateway to the expression of prospective parents’ more self-centred motives
that are not to the benefit of the children or the resulting parent-child rela-
tionships (e.g. consumer mentality, desire for control, intolerance, or overam-
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bition). There will certainly be such cases, although I cannot say anything about
their frequency or any significant increase. My impression up to now is that,
in both Germany and Israel, most prospective parents try to act responsibly to-
wards their children and to bring this responsibility into harmony with their
(equally legitimate) personal aspirations and desires. Responsibility is however
interpreted in different ways. In the German context, the norm of “respon-
sible parenthood” always contains the option of not becoming parents, if the
demands appear too great. However, there are competing interpretations of
these demands, between the poles of the most encompassing responsivity to-
wards the developing child, and more or less recognised reservations reflect-
ing individual situations and family constellations. In the Israeli context on
the other hand, abstaining from parenthood receives little approval, but at the
same time, there is awidespread willingness or even expectation to adapt preg-
nancy to the individual or family situation. What would need to be shown is
that these forms of responsibility have been misdirected or corrupted (for ex-
ample, through egocentric or heteronomous motives or a sense of responsi-
bility for achieving the best possible result that steers prospective parents to-
wards thoughts of optimisation even before birth). The theoretical approaches
that I know of, sometimes using case studies, criticise the (prenatal) loading
of parenthood with unnecessary worries, conflicts and attributions of respon-
sibility, or concerns about harm to an inclusive society and its members, but
provide less illumination of their consequences for lived parenthood and fam-
ily after the birth.** At least Asch and Wasserman, who connect (almost) all
reservations on the part of prospective parents with “an impoverished concep-
tion of parenthood and families” - but have some sympathy for those reserva-
tions in a societal context that presents extreme difficulty to parents of children
with disabilities (Asch and Wasserman 2005: 202) — appear to believe that these
kinds of relationships approach a liberal understanding of family as an inter-
est group of individuals, who cannot achieve the depth and quality of uncon-
ditional relationships. This is surely based upon the idea that prenatal reserva-
tions are translated into lasting reservations within the relationships, or that
exercising choice in building the relationships may translate into a willingness

22 On this, see also Remennick’s criticism of increased “genetic anxiety” in connection
with the provision of prenatal diagnosis in Israel (2006: 37), or for Germany, Samerski’s
diagnosis of a “decision trap” in human genetics counselling (2010), as well as the re-
view by Beckermann, which is critical of both “fear as big business” (2010: 4-5), and
Samerski’s generalising comments.
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of parents and children to distance themselves from one another in future. In
the Israeli context of a strong family orientation, however, such a development
appears unlikely. I therefore find it hard to see clear indications of (impending)
negative changes in relationships between parents and children.

Does it then follow to say that, at least before the child is born, the par-
ents’ dependency on conditions and prenatal reservations can be an alternative
model? This is the position taken by Efron and Lifshitz-Aviram. As a reminder,
these authors have three main theses: first, that in Israel and other Western
countries we can observe a legal or underlying political and sociomedical phe-
nomenon that enjoys widespread recognition and which they call “conditional
parentage”; second, that this is a form of modern eugenics; and third, that con-
ditional parentage (as a new, welcome form of eugenics) should be carefully
regulated to serve the interests of parents, families, and society.

This overt demand to re-establish the term “eugenics” (positively), although
it can only be a divisive “red cape” (Hashiloni-Dolev/Raz 2010: 90), appears to
me to be neither promising nor right. Because in the light of historical expe-
rience the term is quite rightly a “red flag” — an indicator of danger. But even
without the reference to eugenics, affirming “conditional parentage” remains
difficult. The core of this, which I consider questionable, lies in the strength
of state and society support for parental choices, whether negative (ruling out
particular conditions) or positive (targeted selection or causation of particular
conditions) as the expression of parental autonomy in harmony with the val-
ues of family and society. Although the authors themselves note the danger of
collapsing these measures into particular negative trends, their own descrip-
tion already seems susceptible to misinterpretation and an idea of responsibil-
ity for optimal results. I would highlight one sentence: “All prospective parents
wish for a healthy offspring with maximum potential to succeed in life” (Efron/
Lifshitz-Aviram 2020: 49). I doubt very much whether all prospective parents
would phrase their wishes for their offspring in this way. The problem is not
the desire for good health expressed here — although “health” can of course be
understood in different ways — but the superlative vocabulary at the end of the
sentence. I believe that many prospective parents would rather speak of their
children being happy or able to lead a normal life, rather than adopt the lan-
guage of the optimum. Already because of this tendency (to slip from funda-
mental concerns about health to the maximisation of life chances), I consider
the assertive support of parental reservations to be wrong.

Prospective parents’ reservations are plausible where they are the expres-
sion of justified concern (about themselves, the possible child, and the situa-
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tion of the family). I therefore consider it wrong to equate the responsibility
and concern of prospective parents straightforwardly with (the earliest possi-
ble) prenatal unconditionality. Parental unconditionality, whether before or af-
ter the birth of a child, is a powerful and important model (or part of the model)
of good parenthood, but models interpreted (too) one-sidedly always risk ap-
pearing overpowering, or skewing one’s view of the diversity of cases. Ideals
or models often prove themselves in bringing together several issues that are
significant in themselves, and so ordering a field of human practice in a con-
vincing way. Prenatal unconditionality can be placed at the service of three dis-
tinct issues: carefree and hopeful pregnancy, the birth and affirmation of any
child, and fulfilling family relationships. Of these three concerns the birth and
affirmation of any possible child (and the indirect result of a more inclusive
society) is the centrepiece, for which unconditionality appears indispensable.
But this is different from both carefree pregnancy and fulfilling family rela-
tionships: these concerns can be realised in various ways, depending on the cir-
cumstances of the prospective parents. Pregnant women who would basically
consider, with both their head and their heart,” terminating the pregnancy
if test results are positive, can also draw reassurance from the (earliest possi-
ble) exclusion diagnostics and then, at least in this limited sense, enjoy their
pregnancy. If this takes place in unity with the other parent-to-be and without
ambivalent feelings, for instance, due to a previous, unconditional pregnancy,
prenatal testing need not become socially invasive. Furthermore, the seman-
tics of a restrained bonding with the foetus need not imply its complete absence,
but often its persistent growth, so that despite initial reservations a felt uncon-
ditionality can sooner or later develop on its own, especially in a pregnancy that
is much wanted by the family circle (in a society that is crazy for children). Here,
there is also obviously the possibility of compensation for withheld feelings of
bonding. Thus, intact and fulfilling family relationships are not dependent on
prenatal unconditionality. At the same time, the appeal to the earliest possible
unconditionality has the advantage of already naming that on which it finally
depends, namely that love, care and unconditionality are authentically experi-
enced in the family.

23 The fear that prenatal diagnosis primarily addresses a rational calculation and dis-
tracts from what feels like certainties but is arguably more difficult to articulate,
runs through their critical commentary; see Katz Rothman (1985: 190), Reinsch/Konig/
Rehmann-Sutter (2021: 2), and Stadelmann (2018: 75).
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1. Can Not Wanting to Know Be Responsible?'
Conceptual Analysis and Meanings of Not-Knowing
in Israeli and German Prenatal Genetic Practices

Christina Schiies, Stefan Reinsch, Aviad Raz and Christoph Rehmann-Sutter

Granted, we will truth: why not un-
truth instead? And uncertainty? Even
ignorance?

Friedrich Nietzsche, Beyond Good and
Evil, /1.

What we know about who is about to be born, what we do not know, and what
we should know, has become an essential part of the parental relationship
and parental care. Currently, prenatal screening and prenatal tests imply that
parental care is organised according to a binary code of knowing / not know-
ing, and is accompanied by information, counselling, public debates, moral
and ethical discourse, professional guidelines and laws. These different facets
and levels constitute the practice of prenatal testing. It involves personal de-
cision-making in families, for which the pregnant woman is assumed to take
the ultimate responsibility, in the name of what is often termed “reproductive
autonomy” (Johnston/Zacharias 2017). Not wanting to know what one could
possibly know about the future baby can have morally charged meanings, and
can even be considered as wrong or irresponsible.

In this context, not-knowing appears in the horizon of knowing that one
could know something, while not yet knowing it, having no access to the test-
ing tools, or having decided not to use them. The decisions about the options

1 We like to extend our gratitude to Tamar Nov Klaiman who conducted the interviews
in Israel, selected for us an appropriate sample of interviews, and supported this text
with her interpretations and helpful comments.
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of genetic testing are complex: they imply the possibility of a termination and
therefore involve difficult existential, social and ethical questions about what
we want for ourselves and for our family, or about what we owe to our future
children. Laura V6lkle and Nico Wettmann have identified seemingly paradox-
ical temporal references in this practice of knowledge: “Prenatal diagnostics
seem to be mainly prognosis of the postnatal, whereas (non-)parental projec-
tions of biographies and life plans primarily determine what the current pre-
natal entity is” (2021: 2).

Prenatal genetic testing provides a distinct set of information that not ev-
erybody wants to have. It is a form of information some people find desirable,
but others do not. This form of information is defined and limited by the ar-
rangement of available biomedical tools: information about selected health-
related traits of the future child. Information provided by a prenatal genetic
test therefore suggests knowledge about the future, which can be reassuring
for some people but not for others.” Such kinds of information often bring
new uncertainties. Much of the information is about probabilities, rather than
definitive knowledge about life with the future child. Sometimes it is even dif-
ficult for future parents to know what they want to know. Both the availabil-
ity of testing and the (presumed) future knowledge that the test is assumed to
bring have implications for the present. Some people feel good when they find
out something about their unborn child that is reassuring, while instead oth-
ers feel more insecure in the light of such possible knowledge. The possibility of
knowledge itself might be a burden. The theme of not-knowing is especially in-
teresting in the case of non-invasive prenatal tests (NIPT), because unlike with
amniocentesis, arguments against testing are not based on concerns about ia-
trogenic pregnancy loss.

Prenatal diagnosis is always predictive. As such it is written into an “ex-
pectation arc” (Volkle/Wettmann 2021: 2) that constitutes the situation of a
(wanted) pregnancy. Prenatal diagnosis can serve interests that may be con-
tradictory: life and health interests of the foetus, the future child, the pregnant
woman, her family, or society. The practice of testing, with its peculiar timing,
rhythm and necessary waiting intervals, as well as the knowledge offered

2 The terms “information” and “knowledge” are not the same; there are subtle dif-
ferences between them. For our context, “information” refers to the analysed medi-
cal data, while “knowledge” is taken to be the result of relevant information gained
through learning, experiences or reflective processes of understanding. Knowledge is
grounded on information, but information does not necessarily lead to knowledge.
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by the results, provides new possibilities of responsible choice, but can also
unsettle, frighten and even burden the woman or the couple. Prenatal testing
followed by “abnormal” findings can imply the discontinuation of foetal devel-
opment, since such pregnancies are often terminated. However, the ethics of
abortion after a diagnosis, or the complicated questions of the moral status
of foetal life in different discourses® in Israeli and German society, are not the
subjects of this chapter.

In bioethical discourse and in lay people’s discussions, particularly in Is-
rael, it is often held that the (future) mother or parents have the responsibility
to acquire genetic information relating to the future child. It may be consid-
ered irresponsible not to test and not to gain such knowledge. But the corre-
spondence between the possibility of genetic testing, the care for the child and
the responsibility to obtain genetic knowledge is not always taken for granted.
In the chapter 2 of this book on genetic responsibility, Christina Schiies ex-
plored different questions that emerge around the concept of “genetic respon-
sibility”. One of them is straightforward: Does not testing mean being irrespon-
sible?

This chapter discusses how to understand not knowing and not wanting to
know the genetic dispositions of the foetus. After introducing the “right not
to know”, we first discuss this issue by looking at the philosophical meanings
of not-knowing, non-knowledge, and ignorance. How can we draw concep-
tual lines between them? How can we evaluate not-knowing with regard to cer-
tainty, relevance or responsibility? In addition to conceptual considerations,
we discuss empirical material that we have collected in our comparative qual-
itative study. We asked women in Israel and Germany who had been pregnant
about their reasoning for not wanting to know, or for regretting the decision
to test for a trisomy. In the interviews, women retrospectively reconsidered the
decisions they made during their pregnancy. Most of the interviews included
in this analysis were with women who either decided against NIPT and did not
regret it, or who had opted for more comprehensive testing, such as amnio-
centesis, possibly with chromosomal microarray analysis (CMA). Among our
interviewees were two Israeli women whose NIPT gave them false negative re-
sults, so the regret they experienced was for not having had amniocentesis. We
did not encounter any women who had NIPT with true negative results who
regretted having them.

3 See chapter 7 of this book.
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We start the conceptual discussions with some reflections about the right
not to know, as is often addressed in bioethical discussions about genetic
tests.*

1. The right not to know

Claiming a right not to know implies an obligation to respect the freedom of not
wanting to know something. With regard to genetic information, we can ar-
gue that (i) genetic information is personal, and (ii) there can be no obligation
to test or to know results of a test if the person at risk prefers not to know. In
some situations, knowledge might be unhelpful, even burdensome. In such sit-
uations, therefore, everybody should be entitled to reject this knowledge. This
reflects common sense, as in poet Thomas Grey’s famous line: “where igno-
rance is bliss, 'tis folly to be wise” (Grey 1742).

The right not to know one’s own genetic status has been internationally
recognised in emerging biomedical law (Andorno 2004). It is a special right
in the context of medical practice, which is based on the view that, in a rela-
tionship of genetic counselling, voluntariness is one of the overarching ethi-
cal principles (Soniewicka 2016). Thus, the disclosure of health risk informa-
tion to the person affected needs justification (as well as non-disclosure), and
this again requires the recognition of the free will of the counselee (Chadwick
2009). There are exceptions, as in the case of a foetus or a child who cannot (yet)
make a decision, which will be discussed below. There are, however, diverging
views about how far into the field of genetic diagnostics this right should reach
(Duttge/Lenk 2019). For instance, there is currently an international contro-
versy about whether and how to return incidental and secondary findings of
genetic tests to patients and research participants (Flatau et al. 2018).

In Germany, the right not to know one’s genetic status is provided explicitly
(Genetic Diagnostics Act of 2010: §9,5). In Israel it is not explicitly stated, but
is implicit in the requirement to obtain informed consent, based on a pre-test
explanation (Genetic Information Law of 2000; cf. chapter 3). This right not to
know is directed at a field of not-knowing that is reasonably well defined. The
German Ethics Council (Deutscher Ethikrat 2013) has extensively dealt with
genetic diagnostics. The Council endorsed the view that detailed consultation
is mandatory and the “right not to know” should be granted as an individual

4 Legal aspects are considered in the section Il of this book.
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right. The Council stressed that not every form of knowledge promotes agency
and self-determination. Genetic predictive or prenatal tests are not a duty, and
neither is it obligatory to find out the results of any tests one has had.

Generally, the governance of predictive genetic testing to foresee a persorn’s
future illness or physical or mental limitations is based on the following four
principles: (i) voluntary consent to testing is required; (ii) the person concerned
has a right not to know, (iii) there is a right to self-determination over whether
to collect genetic or other data, and which data to collect if so; (iv) the partic-
ular psychological or social situation of a person at risk of illness, either for
herself or another person, needs to be carefully considered in a genetic coun-
selling session. Genetic testing of a foetus follows basically the same four prin-
ciples. However, the foetus is placed into the charge of the pregnant woman,
since its consent cannot be sought. There is no discussion in either country as
to whether the former foetuses should be asked later, as adults, whether they
want to know genetic information that had been obtained from a prenatal test.

For many people in both Germany and Israel, prenatal genetic tests are con-
ducted with the intention of deciding about terminating the pregnancy should
the result be positive. Women who have the test are usually shocked and sad if
they receive results indicative of a trisomy. Unless they had already previously
decided to keep the child regardless of the result, they are then confronted
with difficult choices about ending the pregnancy. The imagined link, and of-
ten practised connection, between NIPT and abortion leads some women to
decide against having the test in the first place. These women do not want to
know because they do not want to be faced with such a decision, or because
they do not want to abort regardless of the result. They seem few in number,
but sure about their feelings and reasoning; for them, a test result would not
be desirable because it gives them useless knowledge. We found examples of this
reasoning among our interviewees in both countries.

Nora, a 36-year-old German mother of a healthy child, who works as a po-
litical disability advocate, was in her second pregnancy at the time of the inter-
view. She criticised the wording of the information leaflets about NIPT as being
one-sided and overwhelmingly pro-testing. In her view, the materials given to
the women did not provide impartial information and therefore tended to re-
strict their freedom to decide. She was highly critical of this, referring to the
“right not to know” as a protective shield and the disadvantages of knowing
certain things:
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But | think it’s just as legitimate to write more about the right not to
know and what the disadvantages are of getting a result, so to speak,
and what the advantages of not testing are. And how do people with
Down syndrome live, so to speak, because the thing that really jumped
out at you was: “you should avoid it” (GE 2018, Nora)

There could also be other reasons why not-knowing about the foetus’ genetic
characteristics can seem preferable to some women. For instance, a parent may
prefer not to know information about susceptibility for late-onset diseases,
something the foetal DNA can be searched for in principle (although it is il-
legal in Germany); even if it is not considered relevant for termination, parents
may prefer not to burden the child’s youth with the prospect of a disease later
in life.

In prenatal situations however, knowing or not-knowing and their con-
nections to the future life of the child and the family, to feelings of certainty
and responsibility, are often less obvious.” We shall now discuss different ways
in which not-knowing something can manifest, referring to selected literature
from philosophy and bioethics, and using the empirical interview material that
we collected in Germany and Israel as examples.

5 A right not to know may be insensitive to considerations of responsibility connected
to that knowledge. If there is a right not to know, the person may exercise this right
even in a situation where it would be important for that person or others to seek and
accept this knowledge. If another person has an interestin knowing about the genes of
the first person, perhaps because medical treatment depends on it, her or his right to
know would need to be considered to take precedence over the first person’s right not
to know. Anneke Lucassen has described a complicated ethical dilemma within a fam-
ily, where Jane’s preventive mastectomy could only be avoided by having information
about the precise mutation that caused her aunt Phyllis’ cancer. However, Aunt Phyllis,
whose feelings toward her family are hurt for other reasons, does not want anybody in
the family to know about her cancer and cannot therefore be asked to take a genetic
test (Lucassen 2005). A right not to know presumes a possible wish of the person to
avoid certain knowledge and provides that this person is entitled to be protected from
that knowledge. A right not to know does not, however, presume that the right is al-
ways exercised for ethically sound reasons. Thus, in certain special situations it can be
ethically irresponsible to exercise a right not to know despite being legally entitled to
do so. But in most cases we see it as an act of responsibility to respect a person’s right
not to know. This is relatively easy to see, if we assume that knowledge is simply either
present or absent.
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2. Concepts of not-knowing

Contrary to the assumption that not-knowing is only a notion of deficiency,
i.e. anegative phenomenon, we now want to explore its complex and meaning-
ful presence. Not-knowing therefore has its own epistemic qualities within the
realm of experience. In trying to explain this epistemic constellation we need
to look closely at the lived experience of not-knowing, and how not-knowing
manifests itself in people’s experiences and in social contexts.

2.1 Traditional thinking: Not-knowing as deficiency

In the context of the modern belief in the continuous progress of knowledge,
which isleading humanity to ever-better living conditions, not-knowing is pri-
marily negative and has always had a precarious status. Knowing always seems
to be better than ignorance or not-knowing. As Michael Smithson (1989:1) puts
it: “Western intellectual culture has been preoccupied with the pursuit of abso-
lutely certain knowledge, or, barring that, the nearest possible approximation
toit.” The knowledgeable person is the better one, not the person who refuses to
know, or who is unable to understand. In this explanatory context, not-know-
ing something is at best provisional: we do not know it yet.

Not-knowing in this sense denotes a specific field of lacking knowledge:
a kind of not-knowing where a person does not yet know something but has
the urge to know or the feeling that she should know, or thinks she may ben-
efit from the knowledge. In this case not-knowing comes as a deficit that de-
mands compensation, i.e. striving for knowledge. In other instances, absence
of knowledge may mean a field of knowledge that a person now believes they
know, but at some later point in time, will retrospectively acknowledge not to
have known in full. Or, to imagine a third constellation, absence of knowledge
may mean knowledge that one believes one has, but this later on proves to be
wrong. In such cases the lack of knowledge is a not-known or non-knowledge.

Throughout Western history, people have flirted a little with not-knowing
and ignorance. Standing on the market square of Athens, Plato’s Socrates con-
fidently and eagerly showed his dialogue partners that they actually did not
know what they thought they knew. During the trial in which he had to defend
himself for blasphemy and corrupting youth, he reflected that he actually knew
that he was — adjectivally speaking — not-knowing. As translator Grube ren-
ders it: “I am wiser than this man; it is likely that neither of us knows anything
worthwhile, but he thinks he knows something when he does not, whereas
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when I do not know, neither do I think I know; so I am likely to be wiser than he
to this small extent, that I do not think I know what I do not know.” (Plato, Apol-
ogy: 21d) This reference indicates an ambiguity between being a not-knower
and the verb (not-)knowing, which lies at the root of the history of not-know-
ing. This ambiguity paves the way for the modern ontological and epistemolog-
ical differentiation of knowing what and knowing how: What we think we know,
we always know in the horizon of not-knowing. This is how we know what
we think we know. In Socratic dialogues, this thesis about not-knowing is re-
garded as a key motive for philosophising. Insight into and consciousness of
one’s own not-knowing is the first step on the path to knowledge. And the last
steps on this path invite us to submit the (supposedly) gained knowledge to the
logos that provides a strict argumentative test, which can fail and may expose
the “knowledge” to be a “mere wind-egg” (Plato, Theaetetus: 151e). Central to
the Platonic approach to knowledge is the idea that the knowledgeable person
— and even more so, the wisest person — is the most ethical one.

Partially following the pattern of using not-knowing as an epistemic mo-
tive and as a new justification for the legitimisation of knowledge, Descartes
presented a methodological form of scepticism as a path for establishing the
foundations of knowledge. Everything I see around me and feel within me can
be illusionary — I can know nothing for sure — except that I am thinking, even
when I am doubting the truth of my perceptions. As the only form of reliable
knowledge, he proposed the evident insight of the cogito. What is not proven,
we do not know, but only believe. However, Descartes also saw not-knowing
as a deficiency and as undesirable. It could therefore function as a motive to
strive for knowledge. It seems that the search for epistemic certainty and se-
curity, as (thetorically) proclaimed by most providers of prenatal genetic test-
ing, is deeply rooted in the history of Western thought. Knowledge and the sci-
ences that provide it are rated more highly and considered to be more valuable
than the lack of knowledge, ignorance, and mindsets that reject knowledge.
Against the background of this way of thinking, which is typical and constitu-
tive of modernity, the justification of wanting to remain ignorant must always
be stronger than justifying the pursuit of knowledge. The burden of proofis on
the ignorant, not on the person who seeks to know.

For scientists, not-knowing has a positive function in the research process:
it is a research opportunity, a defined lacuna, inviting us to fill it. In scien-
tific publications, a state of knowledge is very often described and the research
question is shaped (and justified) by the aim to provide insight that we do not
yet have. Conversely, in technology assessment, not-knowing seems problem-
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atic if technology entails risks, such as risks to human health or the environ-
ment. It seems we should know about them. Decision-making under such con-
ditions of uncertainty is considered a challenge (Béschen et al. 2006). However,
in other life contexts, not-knowing can also be valued positively: it may pro-
tect privacy and confidentiality; or provide security for society, e.g. in the case
of bomb-making instructions, genome sequences of deadly synthetic viruses,
security gaps in computer software, or methods of suicide. But ignorance can
also be at the root of epistemic injustice, for example, when a witness is not
believed because of her gender or skin colour, or when simply the vocabulary
for describing a fact is not understood because of prejudice (cf. Fricker 2007;
Schiies 2018).

Thus, ignorance is not only a political problem, as in the case of disinfor-
mation campaigns, but may be also an issue in medical discourse with regard
to the lifeworld of women, families, or people with disabilities. We think it is
important to keep this in mind in transcultural studies, because white igno-
rance or Eurocentric ignorance, or related forms that are influenced by prej-
udice, may become a hidden driver of interpretation. In the general practice
of daily life, ignorance can be used as an excuse for not being able to decide,
or for not having acted as one should have, but it may also protect against ex-
cessive moral demands and so against being paralysed when having to decide
or to act. In this essay we mostly use the notion of not-knowing, and the term
“ignorance” only in specific contexts.

Following the Thomistic distinction between scientia and opinio, it is not
enough merely to have an opinion about something. To count as knowledge,
a claim must be based on some version of the “scientific method”, i.e. on reli-
able evidence and sound argument. An opinion that happens accidentally to be
true can therefore not be counted as knowledge in this sense. Not-knowing —
traditionally defined as a lack of knowledge — may either mean general igno-
rance about unspecific and undefined areas in the world or ignorance about a
more defined field of (possible) knowledge. However, there are good reasons to
believe that not-knowing has, at least for some people or in some situations, a
value of its own as well, and therefore its own meaning and sense-constituting
power. Not wanting to know cannot be reduced to mere deficiency; it reflects a
subjective process of deliberation, weighing up the pros and cons.

In the case of prenatal genetic testing, for instance, the right not to know
refers to a field of information that is not necessarily well defined, but limited,
namely information about the genetic make-up of the foetus. To decide not to
know in the context of prenatal testing, whether by invasive methods (e.g. am-
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niocentesis) or non-invasive methods (NIPT, ultrasound), refers to a defined
field of not-knowing when an expert (human geneticist, genetic counsellor) or
aphysician, i.e. obstetrician or gynaecologist (ob/gyn) offers to find something
out that the pregnant woman might not want to know while she is pregnant.

2.2 Manifestations of not-knowing

Phenomenologically we can distinguish between different manifestations of
not-knowing by bringing out the differences between knowledge and not-
knowing on the one hand, and between known and unknown on the other.
There is known knowledge and known not-knowing, while there is also unknown
knowledge and unknown not-knowing. The table in four quadrants reveals
both an asymmetry and an intertwining between knowledge and not-know-
ing. Focusing on the manifestations of not-knowing with regard to knowing
or not-knowing that one is ignorant, we need to consider the epistemic, social
and ethical contexts, that both not-knowing and knowing always have.

category | knowing not-knowing
character
known known knowledge known not-knowing
(1) knowledge that is known, (2) knowledge that we know
but not apparent we do not know
unknown unknown knowledge unknown not-knowing

(3) knowledge that we do not
know that we have

(4) knowledge that we not
(yet) know that we do not

know

Table 1 Manifestations of not-knowing.
Adapted from Wilkesmann 2019: 213-216.

Table 1 illustrates the four different ways that not-knowing can manifest
itself, either in somebody’s mind or in a discursive situation (cf. Wilkesmann
2019: 213-216; Bammer et al. 2008). It is a map of four different kinds of
knowing and not-knowing, construed in a phenomenological perspective.
Not-knowing never appears alone but always in relation to some knowing.
Knowing and not-knowing are asymmetric, but also “symbiotic” (Kerwin 1993:
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172). Table 1 is not based on a scientist’s presumption that not-knowing is
mainly relevant for gaining knowledge. It does not represent the (possible)
transformation of not-knowing into knowing. Our explanation focuses on
how not-knowing may manifest itself in terms of both knowledge and the lack
of knowledge.

Since the manifestation of not-knowing can be specific in different scien-
tific, medical or social fields, we will first give some general ideas to clarify what
is meant in this category, and then provide examples from the practice of pre-
natal diagnosis.

1. Known knowledge. It might at first sound counter-intuitive to look under this
heading for a manifestation of not-knowing. If, for example, Jack knows that
Jill is pregnant, in Jack’s mind not-knowing about Jill's pregnancy is not inter-
mingled with this knowledge. He just knows it and is conscious of his knowl-
edge. Whether Jill knows or believes that Jack knows that she is pregnant is
another story.® Here is why we think that even from Jack’s point of view not-
knowing can still be involved in “known knowledge”: Known knowledge is not
just knowledge that one knows one has. We can know something but not really
“have” it in the sense of being aware of it. This manifestation of not-knowing
applies to knowledge that has the characteristic of being known, but is not ap-
parent as such. We know that we know something but we cannot grasp it. Jack,
for instance, in a situation where Jill's pregnancy is not evident, may know that
Jillis pregnant, and can even be sure about it in the depths of his heart, but still
answer honestly, in all good conscience: “I don't know, I am not sure.” We see
two kinds of situations where this might happen, one about knowing how, the
other about knowing what:

a. NIPT are tests that most patients know are available. NIPT is today an es-
tablished method in the practice of prenatal care, a tool that can be used
to identify chromosomal variations in the child to be born. But sometimes
the test is not used, whether for ethical, social or simply practical reasons.
Thus, even though the know-how is present, i.e. the person knows how to

6 A similar example from ordinary language can be found in Smithson (1989: 2), who
refers to Peter Unger’s book Ignorance: A Case of Scepticism (1975: 93) in which he claims
that “no one ever knows anything to be so”. This thesis and its further debates are far
from our concerns about prenatal genetic practice, yet the example might illuminate
the concept of known knowledge.
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acquire information about a genetic disposition, for some reason this is not
made apparent. Hence, a couple might ignore their knowledge about NIPT,
or refuse its application. Refusing a test falls under the right not to know.
Formally, an individual can only rely on the right not to know with regard
to a knowledge that is generally known or can be retrieved in principle.

b. The second category might include the problem of really knowing what a
piece of bioinformation will actually mean. There is a difference between
data and knowledge; knowledge can also have degrees of concreteness. Ob-
taining knowledge of the test results (data) might still not mean know-
ing what one wants to know about the future child (concrete knowledge).
Women see genetic test results as information, although this does not tell
them how life will be for a child with Down syndrome, for example. One
German woman, herself a physician, who has a younger sister with Down
syndrome and who did not want to have the test during her own pregnancy,
commented on the lack of information given to women being confronted
with decisions about testing or not testing:

I think it’s ABSURD that this explanation is given without even explaining
to the people which symptoms it actually refers to, and what it actually
means, okay? That Down Syndrome is NOT AT ALL just Down syndrome,
right, that there are HUNDREDS of different degrees of how severely
people are affected. (GE 2018, physician)

This woman distinguishes between information about the chromosomes and
the knowledge that relates to a person’s life. Thus, as explained above, we have
here a further example showing that knowledge and information are not the
same.

2. Known not-knowing, or known unknowns is a common epistemic category in
science studies: knowledge that we know that we do not know. This is an ob-
vious and explicitly circumscribed instance of not knowing something. Re-
searchers specialise in different specific fields of study and leave to one side
others about which they know little. Or scientists know that there is a specific
lacuna of knowledge that they decide to address.

In prenatal genetic diagnosis this might refer to the possible expansion to
further fields that could be included in NIPT. In consequence, women will not
be confronted with the possibility of knowing every genetic detail about their
foetus via NIPT. The information leaflets should be clear about the fact that this
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test delivers particular information, and not everything (perhaps) possible. For
a pregnant woman who considers but refuses testing, the known not-knowing
also represents the constellation of knowing that there is a test that could pos-
sibly show a specific genetic disposition. While she knows about the how, i.e.
about testing, she might decide that she does not want to receive that particular
piece of knowledge about the foetus. Not wanting to test (or, after testing, not
wanting to learn the test results) means not wishing to know a specific kind of
knowledge that could in principle be known. It is therefore a known unknown.

3. Unknown knowledge isa type of not-knowing when somebody, despite know-
ing something, actually does not know that she knows it. This would be the case
when someone cannot reflect upon or formulate what she knows. This form of
knowledge has been called tacit knowledge (Polanyi 1958). Such a constellation
of not knowing that one knows something is realised, for instance in intuitions
(“I knew it but did not know why I knew it”), or in care-giving situations, when
a caregiver simply knows what to do without being able to explain it.

In the realm of pregnancy and motherhood this type of not-knowing repre-
sented by unknown knowledge occurs rather often, for instance when mothers
intuitively act appropriately with regard to their child. Or while giving birth,
when awoman feels that her body “knows” what to do and what comes next. In-
tuitive knowledge about what will be good for the family (and for herself) is also
important in decision-making about prenatal genetic testing, when the previ-
ously established “risk” is only one factor that motivates her to decide about
testing. For example, in Ohad Milstein’s documentary film Week 23, the pro-
tagonist Rahel, who is diagnosed with a high-risk pregnancy, knows at some
point that everything is “ok” with the baby and she stops worrying.” This be-
lieved “knowledge” that everything is ok with the baby does not, however, al-
ways prove true.

4. Unknown not-knowing is applied to a kind of knowledge that we do not know
that we do not have. Unknown not-knowing can only be discovered retrospec-
tively, i.e. after we realise that, at a previous point, we did not yet realise that
we did not know what we happen to know today.

With regard to pregnancy and birth, this category can refer to the detection
of a trisomy that was there without being recognised, and the possibility of its
presence (and the corresponding non-knowledge) was not something parents

7 See chapter 9.
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thought or worried about. Or this kind of unknown not-knowing might also
occur in the situation of false-negative or false-positive results, when parents
see that their child actually does (or does not) have a disposition they believed
to be otherwise.

We interviewed Anna-Lena when her son with Down syndrome was 10
months old. She told us that she had a carefree pregnancy after receiving a
falsely negative result from NIPT. After the birth they could not believe what
they started to realise:

[..] the boy had, mhm, he opened his eyes and | was puzzled, because
you could see it in his eyes a bit. We weren't sure, because we thought,
well, | saw it, my husband saw it too, um, we thought “OK, now we’re
seeing something that isn’t there!” (GE 2017, Anna-Lena)

In light of these distinctions between different manifestations or kinds of not-
knowing, it does not seem at all convincing to consider not-knowing things
about the genetic constitution of the foetus as a simple opposite of knowing.
Not-knowing does not mean simply the deficit or the lack of knowledge; rather,
knowing and not-knowing are two non-exchangeable poles that lie on differ-
entlevels, and are therefore in asymmetric opposition towards one another. The
implication of this finding is: not-knowing has a particular and constitutive
role on its own. The observation that both knowing and not-knowing have their
own constitutive status is shown in the observation of uncertainty about the
test results and the corresponding ideas about their certainty and security.

In the next section we will examine questions of certainty and security in
the light of interview data that we gathered from women who had made a de-
cision about using or not using NIPT. This will show that the decision not to
learn about the genetic make-up of their offspring can be supported by a range
of different reasons and feelings.

3. Uncertainty and insecurity

The interpretation of these interviews and the following conceptual thoughts
were guided by the overall question about the relation between not-knowing
and responsibility. The above chapter about “genetic responsibility” has tried
to explain the meaning of responsibility and irresponsibility in prenatal genet-
ics and for care for a future child in a societal context. However, the interviews
show that responsibility is not the only issue involved. Furthermore, the rele-
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vance of the genetic test, the way the procedure and consultations take place,
and issues of empowerment, uncertainty or insecurity very much influence
the experience of pregnancy. Therefore, before we explicitly refer to aspects of
responsibility and irresponsibility, we need to focus on different meanings of
not-knowing for the people concerned. These different meanings are accompa-
nied by impressions of the standard procedure of NIPT and its informational
context, and feelings of empowerment, uncertainty or insecurity that may ac-
company knowing or not-knowing.

3.1 Standard procedures and future retrospective view

When testing becomes standard or is routinely offered to particular groups of
pregnant women, it may be harder for them to decline and justify their wish
to avoid the associated knowledge. This concern has been voiced by a great
many critical observers of prenatal genetic practices (Suter 2002; Nuffield 2017;
Rubeis et al. 2020). As we argue elsewhere (Rehmann-Sutter, Timmermans,
Raz, submitted ms.) routines can differ considerably in how much emphasis
they place on fair and comprehensive information and free decision-making.
Although well-intentioned, some contexts or constellations where the testing
itself becomes routine practice without thinking, may fail to provide space for
women to deliberate, or even to feel the desire to do so.

The following examples from women's reports show how the “standard pro-
cedures” of explanations, information about women’s right not to know, and
free and informed decision-making about testing may be neither useful nor
appropriate for all people concerned. This aspect is important for those who
retrospectively consider that they did not really want the test.

Maja, a 28-year-old mother and primary school teacher from southern
Germany, had two pregnancies: she had the test in the first but not in the
second. She said that in her first pregnancy she had not given much thought to
NIPT but agreed to have it because it was suggested by the ob/gyn. Although,
as she firmly states, “money wasn'’t the main reason for us to take the test”,
she suspects her ob/gyn proposed she have the (then) new NIPT, namely the
HarmonyTest, because of her insurance status: since she was on private health
insurance, her insurance company would be likely to cover the costs, she was
told. She and her long-term partner “didn’t think long about having the test”,
but just followed the physician’s suggestion.
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I: Was there a counselling process? | mean somehow when you got the
leaflet.

M: Well, not from her, actually, no. | mean, as | said, she did explain
briefly, in about five minutes, and really no more than was on the leaflet.
Basically, that there was no danger for me, or my child either, because
it’s just a matter of taking blood. [..]

And otherwise, it’s actually quite a while ago, but what I've got in my
head is that there wasn't much information given.

I: And the information you were given, would you describe that as neutral?

M: In retrospect, I'm finding it quite difficult, | mean, at that time |
definitely thought it was neutral, and | think it’s good, or | think so at
any rate. | mean, knowing that it's there and not somehow [..] coming
across it myself, let’s say, doing something like this.

But despite that, | mean especially with hindsight, | also view this criti-
cally.

[..] Because — and now we’re getting to the point — where do you distin-
guish it?

| mean, what do | get out of the result, or what do | do with it afterwards,
and | think [..]

So, retrospectively, | gave much more thought to it than beforehand, to
be perfectly honest. (GE 2018, Maja)

Maja also now believed that she and her husband were a bit naive to think ev-
erything would be “ok” anyhow. In their discussion following the test while
awaiting the results, the couple decided they would not consider an abortion
if a trisomy were detected. So, during the second pregnancy, at the time of the
interview, the couple decided not to have NIPT.

What would be the consequence of it for us? [...] after all we said: well,
if we do have it, it wouldn’t actually change anything. [..] | don't feel: oh,
| could know that [..] What's the use, well, the added value is simply not
there, and it’s not that I'm afraid of it, either” (GE, 2018, Maja)

After deciding not to have NIPT, she felt much more relaxed and able to “en-
joy” an “unburdened” second pregnancy. It was not only her own actions that
Maja questioned and evaluated. She was also critical about the way she was put
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into a situation where she was tested without having thought twice about the
consequences of obtaining the information.

This perception is rather different from what women in Israel said. One
Israeli woman, Nira, who had NIPT in two pregnancies, said that she was given
a checklist of tests at the beginning of each. This was a schedule she perceived
she needed to follow:

That pregnancy — | really did it by the book. Like — how should I describe
it — like when a baby is born you receive a detailed vaccination plan
that needs to be given each week: in the hospital — this one and that
one; a week or a month after — another one; and then three and six
months later and so on — this is exactly how | was during pregnancy.
| was completely on top of it. It was by the book. My doctor told me:
“These are the tests” — | had a plan. | did everything without exception.
[..]

I: Did you ever stop and ask yourself or him why you even need all these
tests?

No, | just went for it. | didn’t ask why at all. It is clear to me that he’s
the authority here. Just as | don't ask about the vaccines. Some people
ask why to vaccinate or why have this combination of vaccines together
and some split them. | don’t. This is what | was instructed — so this is
what | do. That’s what | did. (IL 2017, Nira)

Nira told us proudly that she did everything “by the book”, and that that was
fine with her, while other women had second thoughts, and did not want parts
of a testing plan — as Maja explained. Maja’s evaluation in her second preg-
nancy, being more alert to what follows, was that she simply did not want to
know: “What’s the use?” Nira's reasoning, however, was that she wanted to have
done everything correctly so that in retrospect she would not blame herself for
things she had left undone. Like a vaccination plan, the physician’s plan was —
in her judgment - the most trustworthy guidance on that course of action.

3.2 Empowerment and insecurity

Genetic tests generally yield a special kind of bio-information, the collection
and status of which are controversial because of the far-reaching prognostic
implications of genetic data for the life of a person (Rehmann-Sutter/Miiller
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2009). Knowledge about the genome can, under certain circumstances, con-
tribute to a feeling of security, but it can also create new insecurities. Knowl-
edge can empower people, and can also make them powerless. What they may
wish for in a prenatal test may be security, but genetic knowledge is just a
means of obtaining this security. The lack of information would then be judged
not so much from a cognitive point of view (as ignorance, not-knowing some-
thing) but from the point of view of security, which having had a test may bring.

Some future parents find the information that comes from prenatal test
reassuring and beneficial. The reason can be that the information is empow-
ering. Tehila, for instance, an Israeli mother of four children, 31 years old, a
modern religious woman who works at a bank, has had different tests in each
of her pregnancies. At one point in the interview she talked about her decision
to have amniocentesis plus chromosomal microarray analysis instead of NIPT:

I: Please tell me about this move that led you to have a test, which is
an invasive test and entails a risk, when you were actually not given a
recommendation to do so. What were your considerations pro and con
the test? What determined the decision?

T: Peace of mind. Knowing that everything is ok in that respect. [..] There
is great uncertainty around the entire pregnancy. No matter how many
tests you had, you are still afraid. If it isn’t about the foetus, it could be
during the delivery. A thousand issues. So at least if there is one thing |
can get a stamp on [i.e. a guarantee] — then | take it. (IL 2018, Tehila)

Tehila is concerned about a thousand things, and wants to lower the number of
open questions. The field of not-knowing is too large and too uncertain for her.
“Peace of mind”, what she is striving for, is achieved in reducing the field of the
unknown, and she finds even a small fraction beneficial. For Tehila, the medical
information is like putting a reassuring “stamp” on an unclear and confusing
situation. Since this stamp is something she gets from experts, she does not
need to decide for herself that “everything in this respect is ok”. It is somebody
else’s judgment, that of an expert.

For another set of women, in addition to being reassuring the genetic in-
formation was also empowering. Sarah, a 41-year-old Israeli woman who did
not have NIPT, explained:

As far as | understand, the genetic chip [i.e. the CMA] is far broader than
all other tests. So | thought that if | am having a test — and | was going
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to have amniocentesis because it is funded — then | might as well have
the reliable, most precise and broadest test. (IL 2018, Sarah)

She saw the information yielded by genetic tests as empowering:

I: So, what are your feelings when you receive medical information?

S: First, it lowers my anxiety. Second, it empowers me. It gives me the
power to choose. Power in general. In my view, knowledge is power. (IL
2018, Sarah)

Sarah is a modern religious Israeli woman in her third pregnancy after two
miscarriages, who had all the routine tests as well as amniocentesis and CMA.
She agreed with her husband that they would terminate a pregnancy diag-
nosed with genetic disorders. The reason for this is her daily acquaintance with
the suffering caused by disability due to her job as a physiotherapist, where she
treats disabled people. Power for her means being able to choose - so she is a
good illustration of the citizen who takes autonomous decisions.

But there is also the other side. The meaning and the value of testing is
not always clear for everyone. How much can a person’s choices rely on such
tests? Genetic information seems to provide prognostic information, i.e. in-
sightinto the future, but is such prognostic information already “really” knowl-
edge? Here, the differences between information and knowledge might loom
large. And in the context of genetic knowledge as well, there is the challenge of
information overload. It might be that lack of clarity about the meaning of in-
formation provides a reason for preferring not to know. We found an example
of this type of reasoning in the interview with Maja in Germany, quoted above.

Some people also fear the misuse of bioinformation. Although the disclo-
sure of genetic data to third parties in is prohibited most countries, there is
still concern that insurance companies or employers could have an interest in
genetic data. Thus, the voluntary transfer of data would not eliminate the pos-
sibility of “genetic discrimination” (Lemke 2013; Rehmann-Sutter 2003) against
risk carriers by employers or insurers.®

Furthermore, there is the difficulty that originates in the ambivalence of
bioinformation itself. On the one hand, more security and self-determined life
planning could be enabled if a disease/disability risk can be clearly determined,

8 There is a concern that certain persons with a positive test result would be charged a
higher insurance premium. (Mieth 2001: 105-108; Breyer / Biirger 2005).
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especially if possible therapy exists for the health problems that sometimes ac-
company disability. On the other hand, there is the threat of more uncertainty, or
“enlightened powerlessness” (Lemke 2004: 72: “aufgeklirte Ohnmacht”), because
the conditions associated with many genetic findings cannot be altered. A pos-
itive result can only be interpreted in the context of personal imagining about
the future as a mother/parent and the family, as well as one’s own means of car-
ing fora child, not knowing how much supportit will need. Those who decide in
favour of a test then have perhaps more information, but at the same time more
uncertainty and not-knowledge. But this can also be said about those who do
not have the test despite being aware that the pregnancy might be abnormal.

Knowing and not-knowing are temporally contextualised, and they are not
value-free. Imagining is prospectively informed about the future child, and
considering such knowledge retrospectively can show the participants that (a)
any information is transformed when it is seen within the personal and social
context; hence (b) good information gives security and bad information gives
insecurity, even though there might be the wish that it would have been better
not to know; (c) knowing something or not-knowing something is re-evaluated
when reflecting retrospectively how life has turned out.

3.3 What non-knowledge and not-knowing mean

A sociological perspective observes different ways in which non-knowledge
is recognised, defined and dealt with in various “cultures of non-knowledge”
(Bbschen et al. 2006; cf. Wehling 2001; 2006). The recognition of non-knowl-
edge is often tacit, its definitions are often indirect, and how people deal with
it is often implicit (Boschen et al. 2006: 296). When we speak of not-knowing
we always think of people who do not know certain things, whereas when we
speak of non-knowledge we have in mind the absence of knowledge in certain
circumstances. Smithson, followed by Boschen et al., defines ignorance in a
more specific way referring to knowledge that could theoretically be present
but is actually absent. In Smithson's words: “A working definition of igno-
rance, then, is: “A is ignorant from B’s viewpoint if A fails to agree with or show
awareness of ideas which B defines as actually or potentially valid” (Smithson
1989: 6). Ignorance thus implies the possibility of knowing. It is a form of not-
knowing that is theoretically regarded as unnecessary, and therefore poten-
tially reversible. We can however also fail to know, and even know that we do
not have this kind of knowledge, without implying that it would be possible to
know it.
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As we have stressed earlier, the concept of not-knowing is rather dispersed
and heterogeneous. Depending on whether knowledge or not-knowing is con-
sidered with regard to the natural sciences, medicine or social science, it is con-
strued and also understood differently. As laboratory sociologist Karin Knorr-
Cetina has pointed out, the epistemic cultures of non-knowledge differ be-
tween scientific disciplines. She studied high-energy physics and molecular
biology. While high-energy physicists actively deal with the edges and limits of
knowledge and are attentive to disturbances, distortions, errors or unexpected
events, and treat them as interesting phenomena in their own right, she found
molecular biologists to be less interested in the limits of their knowledge. In-
stead, they tend to vary the conditions of an experiment, for instance in genetic
engineering, in order to produce the kind of outcome they are interested in
(Knorr-Cetina 1999; cf. Boschen et al. 2006: 296). In more practical contexts as
well, for instance in medicine, the dimensions and types of not-knowing have
different meanings and impacts.

In order to understand what people say when they speak about not-know-
ing, we therefore need a more precisely specified conceptual basis. Boschen
et al. (2006: 296) have convincingly suggested distinguishing between three
dimensions that characterise specific cultures of non-knowledge: awareness,
intentionality, and temporal stability of non-knowledge. The authors under-
stand these terms thus: (1) Awareness means knowledge about non-knowledge.
It “spreads between full awareness of nonknowledge (we know what we dom’t
know) and complete unawareness (‘unknown unknowns’)”; (2) the intentional-
ity of not-knowing “contrasts unintended non-knowledge with the conscious
refusal of certain cognitions”; (3) temporal stability of non-knowledge means
the extent of its reducibility. It “extends from what is not yet known, but (pre-
sumably) does not present any substantial difficulties to cognition, to the en-
tirely ‘unknowable and therefore uncontrollable.” We can also use this to spec-
ify the general field and meaning of not-knowing in prenatal genetic testing,
and in particular NIPT. Each of the dimensions suggested by Boschen et al. has
degrees of intensity. Awareness can be fully recognised or be not recognised at
all; not-knowing can be unintended or knowledge can be consciously refused;
temporal stability can refer to reducible ignorance, when something is not yet
known, or it can refer to something that is entirely unknowable. We therefore
propose to place each of the dimensions in a table into three degrees of inten-
sity: strong, partial and low.
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dimensions (1) awareness or (2) intentionality of | (3) temporal
knowledge of not- not-knowing stability of not-
knowing Agent knowing
degrees field time
strong specified actor decides not something is
ignorance, clear to know, rational impossible to
non-knowledge ignorance know, ignorance is
irreducible
partial intuition, actoris ignorance is
anticipation ambivalent, disputable,
insecure unclear, uncertain
low unknown actor is unaware of something is not
unknowns, total the possibility of yet known,
ignorance knowing ignorance is
reducible

Table 2 Dimensions and degrees of not-knowing or non-knowledge.
Cf. Wehling 2006; Béschen et al. 2006; Heidbrink 2013.

The distinction between different dimensions and grades of not-knowing
provides an ordering that can, on the one hand, be useful for comparing the
not-knowing of a test such as NIPT for trisomy, with a genetic test that can do
alot more. On the other hand, specifying the particular dimensionality and de-
grees of not-knowing helps to identify different meanings of not-knowing for
non-users of NIPT, as well as for users of NIPT who wished retrospectively that
they had not used it, for example where the test has failed to detect “an issue”
and created false reassurance. It will thus become apparent that knowing and
not-knowing are not value-free. They are linked to particular feelings and atti-
tudes, which may change according to the temporal perspective, i.e. between
a prospective and a retrospective view.

The difference between knowing-what and knowing-how is important in
practical contexts for a differentiated understanding of the use and not-use of
a test in its function as access to knowledge. What is known refers to a field, a
subject, or a theme of knowledge: that something is, or is not, the case. Know-
ing how refers to using a test as epistemological access to gaining knowledge
or information about something.
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In the following, we ask how these dimensions apply (i) to the field in which

not-knowing occurs, (ii) to the agential perspectives involved, and (iii) to tem-

porality in the lives of parents and families.

iii.

The relevant field of knowledge and non-knowledge is primarily medicine
but, no less importantly, social understandings of this technology. Medi-
cally speaking, NIPT is known as a technique; thus, the knowing-how is
quite clear, and medical professionals know well what type of knowledge
can be given by particular forms of NIPT (today, chromosomal aneuploi-
dies plus a few other common conditions). NIPT has been more or less
well introduced into a number of societies, and many people have at least
a rough idea about what it means, and what the issues are. Particularly in
Germany there have been numerous discussions in wider society, e.g. the
question of whether testing should be financed by health insurance was
hotly debated in newspapers, on radio, TV and on the internet. In Israel,
however, there was rather little debate on these themes. Public opinion,
place and time influence a decision to test or not to test. The field of knowl-
edge is certainly intertwined with the agent who is knowing or not-know-
ing.

The degrees of intentionality of not-knowing refer to one or more agents
or agential perspectives who engage more or less intensively in forms of
knowing or not-knowing. Intentionality encompasses several volitional
possibilities, including the will not to know (protected by the right not
to know), the suppression or the suspension of deciding to know or not
to know, or even a general ignorance. The special focus of this chapter is
about intended ignorance, deliberate not-knowing, which is often related
to the question of accountability and responsibility because it is commonly
believed that deciding and acting responsibly requires and therefore pre-
supposes appropriate knowledge. But interviews show that this is not so
clear.

Not-knowing has a temporal dimension in the lives of those involved, inso-
far as some not-knowing is actually not-yet-knowledge that will be trans-
formed into a known within a particular timeframe at a later stage of preg-
nancy. It might be relevant to mention here that NIPT has an inherent am-
bivalence or partiality of knowing since it is not diagnostic, and a posi-
tive test result needs to be confirmed by amniocentesis. The other pole of
not-knowing as not-yet-known would be the never-known, which is a form
of non-knowledge that agents do not know about, and hence cannot care
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about. Epistemology and philosophy of science are primarily concerned
with not-knowing as not-yet-known. The transitions from one stage to an-
other cannot be explained by objective scientific criteria. On the one hand,
they “remain disputable and dependent on epistemic possibilities and re-
sources” (Wehling 2006: 146). Yet on the other, the agents’ wish or will to
know (or not to know) are influenced by scientific developments and driv-
ing forces from their families or wider society.

The question of what sorts of not-knowing relate to NIPT can, we hope, be bet-
ter understood by using table 1 of different manifestations, together with the
dimensional table 2. We can differentiate the interviews with women who said
“No” to NIPT into roughly four groups. Two groups were following routines.
The first followed religious routines, i.e. they said “No” to NIPT because their
religion prohibits abortion; a second group followed medical routines, i.e. they
said “No” to NIPT because the medical routine does not require it. Both had
what table 2 calls a “specified ignorance”. Ignorance was decisive and more
or less irreversible. Two other groups also said “No” to NIPT, but not because
they followed routines. They reasoned out of their personal position: the first
were non-users of NIPT in Germany, and Ultraorthodox women in Israel, who
declined NIPT to avoid “knowing something that would burden their preg-
nancy.” This can be seen as an instance of “rational ignorance”. In contrast, a
significant group of Israeli non-users of NIPT were secular women who sought
more knowledge about their pregnancy, and therefore preferred the more com-
prehensive and reliable invasive diagnostic tests (amniocentesis + CMA). This
amounts to “reducible ignorance”.

Some people feel that more knowledge may not just be reassuring, but also
lead to uncertainty. There is, we believe, a qualitative difference between not-
knowing und uncertainty. This difference cannot be reduced to a graduation
between uncertain and unknown knowledge. Uncertainty can be the conse-
quence of knowing; knowledge can itself create uncertainty. It is a characteris-
tic of uncertainty thatitis often attached to knowledge that concerns the future
by way of statistical probabilities and/or information about a risk that cannot
easily be translated into daily life. Uncertainty includes a “probabilistic evalu-
ation” (Heidbrink 2013: 122) of a risk process or, in our case, the manifestation
or the realisation of a genetic disposition. Thus, uncertainty might emerge not
just because of the absence or lack of knowledge, but can also be brought about
by knowledge itself. Knowing about a genetic disposition means being uncer-
tain about its concrete implications for the life of the person affected. Without
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knowing the genetic disposition, the questions about uncertainty of the future
manifestation of a disease might never come up. This connection lies within the
horizon of expectations or attention because it is bound to the limited frame
of observation and information, and also because it has no further socio-cul-
tural system of reference. What a diagnosis for trisomy 21 really means for the
life of the person and the family is not predetermined and certain. If a preg-
nant woman and her partner do not know that DS can also mean a fulfilled life
for the individual and her family, the decision to have an abortion is unsur-
prising. Yet some women or couples also choose NIPT in order to prepare for a
life with a disabled child. Evidently, once such information is known, an agent
cannot successfully pretend not to know. Thus, in distinction to not-knowing,
the choice to know cannot be reversed.

However, a lack of knowledge may also lead to feelings of insecurity, as
Ateret told us in her interview. She is a mother of two, 31 years old, religious,
works in an organisation that teaches Jewish tradition in primary schools, and
lives in an Israeli city. Ateret had all the routine tests. In her second pregnancy,
she was recommended to have amniocentesis following the result of her sec-
ond-trimester screening test. After a great deal of contemplation she decided
not to have amniocentesis or NIPT, and to put her trust in God.

The birth was overcast by some fear. We wanted to be done with it already
and know that everything is ok. | went to the delivery room with mixed
emotions. [...] If | had the test [NIPT] and it came back normal, perhaps
I would have come to give birth feeling more peaceful and calmer and
not as fearful. (IL 2018, Ateret)

Insecurity can be caused by a lack of knowledge, like a blind spot or an abyss,
and it may or may not result in a search for knowledge. The compensation for
insecurity would be measures of protection against the dangers or the par-
ticular risks identified, but also interpersonal phenomena such as trust and
promise (or hope).

4. The reasoning behind deciding not to know:
The issue of responsibility

With regard to German and Israeli prenatal genetic practices and discourses,
the options of knowing and not-knowing become an issue of varying inten-
sity and complexity. Certainly, the questions about how we test and what we
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should know about the foetus expand the medical realm and are intertwined
with the social realm. The ob/gyn and the pregnant woman (and her partner,
her family, a rabbi, church leader, friends or other persons) may consult about
medical tests. They may have opinions about life in general and the concrete
life with a child affected by trisomy. The deliberation circles around questions
of what can be known, what should be known, and what must be known. It also
includes questions of responsibility. Generally, most interviews show the con-
viction that testing is reasonable and, hence, a responsible thing to do. This is
illustrated by Israeli woman Inbar, age 43, who did have the test and believes
that not testing was not an option:

In my case, it would have been irresponsible. Even if | weren't a single
mum [..] | don't know how you could [raise a disabled child]. It is irre-
sponsible to give birth and then reject the child. But if you are capable
of raising the child and you have the means and the energy — then very
good. (IL 2018, Inbar)

In Inbar’s first pregnancy, DS was diagnosed and she terminated. In her sec-
ond pregnancy, she had NIPT alone and, as she puts it, gave birth to a “healthy”
child. In her third pregnancy, she had amniocentesis and CMA, and another
healthy child was born. For her it was very clear: “all these tests exist in order
to prevent.” She reasons as follows for the need to know:

| see no reason to bring a child into this world when you know beforehand
that there is something wrong. It isn't a missing finger or something like
that, which you can live with. It isn't a congenital problem that can be
fixed. It is something that will never change. It would mean condemning
her to a life that is not [...]. It isn't an option in my view. (IL 2018, Inbar)

Although the word “responsibility” is not explicitly said, Inbar does opt for ge-
netic knowledge and acts in what she considers to be the only responsible way.

However, it seems too simple to necessarily bind responsibility to knowl-
edge and irresponsibility to not-knowing when discussing genetic testing. In
our interviews we found very different feelings, concerns, and attitudes of re-
sponsibility relating to the scope of genetic knowledge towards the foetus, the
family, society, culture’s values, the time to come, and where one lives. The re-
fusal to test may still involve a form of non-responsibility that is not equivalent
to irresponsibility. While irresponsibility denies responsibility for no reason
or for bad reasons, non-responsibility would be, as Schiles argues in chapter
2 on genetic responsibility, a decision that involves declaring oneself not re-
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sponsible for the realm of genetic decision-making, but nevertheless assuming
responsibility for devoted care and nurturing of a child with whatever genetic
disposition. This form of reasoning for a non-responsibility in such cases de-
nies the transformation of a general moral responsibility to care into a genetic
responsibility for a biological genetic disposition. However, even though the
decision not to test may not be seen as irresponsible, that does not mean that
it should be interpreted as a right or good decision.

Inorder to be attentive to different dimensions of responsibility that are in-
herent in women's (and couples’) attitudes to prenatal screening, we first look
at an existential or personal dimension, and then at her (or their) understanding of
the inter-generational relations, i.e. of the relationship to her future child; and we
also look at the relationships within the family as part of society. Since our in-
terviews were conducted after testing (or declining to test) they are set in a ret-
rospective context. This allows us to address temporal aspects such as feelings
in the past, during the pregnancy, and also later on. First, we briefly introduce
the three interpretative dimensions:

1. The existential dimension encompasses the personal life, feelings and atti-
tudes of the person (and her partner) confronted with the test. In the in-
terviewees’ answers they may refer to themselves, to the family, to society
in general, or to particular others. The existential dimension concerns the
woman herself with regard to her past and present, and her possible future
feelings and thoughts. How does she see her feelings and reasons about ge-
netic testing with regard to her own life?

2. The intergenerational dimension refers to the vertical structure within the
family and society with regard to the relationships between generations.
The next generation is brought into the world having been tested (or not).
How do pregnant women relate to their foetus or their future child? What
sort of “generative” bond is created? How is the responsibility between the
generations considered?

3. The social dimension denotes the horizontal structure within the family and
society. People who are with us in the world, those with whom we live and
those we have to deal with, those with whom we share particular norms
and at least parts of a value system, and those who are family members,
friends, acquaintances, simply our fellow humans. What is the social sit-
uation from the point of view of the interviewee? How do they feel about
being responsible or being irresponsible towards their family members or
further contemporaries?
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When we looked at the reasons women gave to explain their decision not to

have NIPT, we essentially found four types of most common reasons:

ao oo

Not wanting to know

Not wanting the immediate consequences of tests
Feeling ambivalent

Considering the test to be useless.

Only the first type however addresses the theme of not wanting to know di-

rectly. We will first list the four types of reasons for not testing in a rather ide-

alised manner, and then elaborate on them according to the existential, inter-

generational and social dimensions. In order to give a richer account of not-

knowing we have also included women who had a test but later wished they
had not.

a.

No testing because of not wanting to know. Some women reasoned that know-
ing the genetic information has unwanted consequences, i.e. becoming re-
sponsible for aborting a child with a disability. For the German woman
Maja, Down syndrome is no problem. Sabine would not want an abortion.
And Lisa said that, if the child had a trisomy, s/he would “be there anyway”.
These women did not want to bear this responsibility for a decision. Not
having the test because they did not want to know also includes religious
non-users who were unable to reconcile testing (and abortion) with their
conscience and religious beliefs.

No testing because of unwanted immediate consequences of tests. Some women did
not want to have the test because they felt that the “pregnancy would be less
burdened” (GE 2018, Maja) if they did not have to wait for results. Other
women, like Sabine, did not want to test because they were afraid of mak-
ing a wrong decision should the test result be a false positive, and aborting
a healthy child.

No testing because of feelings of ambivalence. Other women, like Sabine, felt am-
bivalent about testing. They would have taken the test (perhaps) if it were
covered by insurance, i.e. if it were a standard medical procedure. An illus-
tration can be found in the interview with an Israeli woman, Libi (IL 2018):
“If it [NIPT] were free — yes. I would have done it. I think the financial as-
pect is the main thing that prevented me.”

No testing because the test is considered useless. Some women said “No” to the
test because they did not see a reason for it. Hence, they saw no use in it.
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Sabine was relieved after nuchal translucency measurement in ultrasound
and considered NIPT useless since she would not have amniocentesis any-
way, and would not abort the child she had seen in the ultrasound (“five
fingers, a little leg, a nose”; GE 2018, Sabine). Another non-user of NIPT,
the anaesthetist Anina, felt great confidence in her partner, which left no
room for doubts, and hence saw “no point” in it and considered NIPT un-
necessary (GE 2018, Anina).

We now relate these types of reasons for saying “No” to NIPT to the three di-
mensions of responsibility that we have described before. We intend to detect
meanings of not-knowing that contribute to how women and couples can make
sense of their situation. If we can find such contributions, we have reason to
claim that there is a particular sense-constituting role of not-knowing and of
some of the reasons and feelings behind it.

4.1 Existential dimension

When a person refers to reasons of type (b) — not wanting to test because of
unwanted immediate consequences of testing — a defined area of potential
knowledge is excluded from the knowledge a person wants to acquire, because
they fear existential burden or harm. Heidi, a 37-year-old mother of a healthy
child who worked as an assistant in a property management company in a
small town in eastern Germany, told us that for her, not-knowing was a form
of protection from knowledge that would be harmful for her. After losing two
pregnancies, she decided to have the best possible examination in her third
pregnancy, which eventually led to the birth of her child in 2017. She took sev-
eral prenatal tests, such as ultrasound, but not NIPT (or other genetic tests).
Although her partner wanted to have the security of NIPT, she did not so they
decided against it. Her reasoning was that she did not want to be confronted
with the need to make a decision about continuing the pregnancy should the
result of the NIPT be positive. The regular special check-ups made her feel safe,
and she was glad that the nuchal translucency was “relatively fine”, meaning
they reduced the likelihood of Down syndrome. So she felt no other tests were
necessary. This is also because she would not have known how to react. Heidi
has explained it as follows:

This is, you can't just make a blanket recommendation or not. | think
every woman should know that this [NIPT] is really an examination,
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whether the child is healthy or not, that it isn't just a film show (“Baby-
Kino”). Full stop. And it’s just, that it’'s an examination whether the child
is healthy or not, and that maybe you'll face this question at some point,
even in the middle of your pregnancy: are you going to keep the baby,
or do you get rid of it? (GE 2018, Heidi)

For her, knowing a positive test result could lead to uncertainties, worries and
anxieties because of the knowledge; we have already discussed some of the as-
pects involved in the section above. Part of these are the concerns whether or
how much the baby’s health is/will actually be affected. Out of this uncertainty
within the knowledge, the wish may later emerge. And at this point knowledge
can no longer be undone; it is transformed into an existential weight.

This observation of being existentially affected is in line with a common
attitude that emerged from many interviews with Ultraorthodox women in Is-
rael. For some of them, receiving abnormal results would mean burdening the
pregnancy (reason type b), while they can do nothing about it, since termina-
tion is mostly not morally acceptable even though some rabbis give permis-
sion for it (Ivry/Telman 2019; chapter 7). Some women claimed such knowledge
would result in harming their attachment to the baby, and they did not want
to burden the pregnancy with testing. Thus, not wanting to test might not nec-
essarily mean not wanting to know. Testing means that the pregnant woman
or couple has to wait for the result, and the result may consist in another like-
lihood that may cause new uncertainties and anxieties. For some people this
waiting for information is felt as a burden and as holding off on a relationship
with the foetus.

For Tanja, a 42-year-old German lawyer, the decision-making process for
the Harmony Test and the ensuing amniocentesis was accompanied by an in-
tensive search for information. The wait for the results of the first Harmony
Test took one week, and they then came as “invalid” (“gar nicht auswertbar”;
GE 2018, Tanja). The second attempt turned out to be a 98 per cent probabil-
ity for Down syndrome. The result was communicated by telephone: “The earth
opened up beneath me.” The ensuing amniocentesis confirmed the result. All
in all, the diagnostic process was a time filled with a lot of waiting, a lot of wor-
rying, but in the end, time had “absolutely played on the child’s side”:

There is an incredible lack of time, you know. Well, it all comes down
to that, even if we now say that the prenatal testing or Harmony Test
or whatever is brought forward to the 12th week of pregnancy, and for
everyone, hmm [...] then no-one will take their time to give the women
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good advice on how to deal with a diagnosis like that. Because they
simply won't have the time any more. Then in a case of doubt it’s a
race against the clock, checking that they don't miss this 12th week, until
when, er, the indication solution is possible, you see. (GE 2018, Tanja)

Her “connection to the child was cut from the moment of the ultrasound”, i.e.
independently of the NIPT, and she describes her pregnancy then as one of the
“hidden pregnancies” (English in the original). Later on, after she had cancelled
the abortion, her belly bulged out, and she felt the child’s movements and heard
itsheartbeat. Thus, we see here that the temporality of the testing practices, the
decisions and worries, existentially influence the bodily being of the pregnant
woman.

Aninterview with Adva (age 34), an Ultraorthodox mother of four children,
the third with Down syndrome, gives a reasoning that refers to the untoward
effects of testing:

| am happy | didn't know during pregnancy. Very happy. Because | think
it would have made it a difficult pregnancy. You don't know what'’s going
to happen, what’s going to come out. [..] It seems to me like a very
unpleasant experience. Both for you and the foetus, and the foetus feels
it. It feels if it is wanted or not. | think the fact that my child felt all
through the pregnancy that it was wanted, it's meaningful for the rest
of his life. (IL 2019, Adva)®

Testing would have made her pregnancy “difficult”, an “unpleasant experi-
ence”.

An example of reason type (d), mixed with (b), i.e. not wanting to know
since knowledge is considered useless, is the interview with Hodaya, a 24-year-
old Ultraorthodox mother of two children, the older one with Down syndrome:

| think it [testing] is unnecessary for our community, since we don't
have abortions anyhow, and it just provokes stress and worries during
the entire pregnancy [when abnormality is detected]. You carry fear and
depression much more. (IL 2018, Hodaya)

A similar reason was given by Anna, a 30-year-old German archaeologist who
considered herself an atheist, with two children, both born during her studies
at the university, the second child with Down syndrome. She also explained her

9 This quote has been also discussed in Nov-Klaiman et al. (2019).
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decision not to have the test in terms of the irrelevance of such information at
this stage in the pregnancy:

And we didn’t have the tests because, firstly, you can see that after it’s
born, you would still see it, and secondly, they wouldn't have had any
consequences for me anyway, | wouldn't have aborted the child, regardless
of whether it had a trisomy or not. (GE 2018, Anna)

Genetic information was not needed for this group of women because it would
not be used to prompt the decision to have an abortion. For some of them, like
Anna, it would also be useless as preparation. The impression that they were
receiving useless information is not connected to religious conviction. The rea-
sons may be manifold, but this group of women claimed that they would not
abort, regardless of the test result. Furthermore, it seems that in an existential
dimension, as understood in light of these interviews, the issue of responsibil-
ity seems less prominent.

4.2 Intergenerational dimension and the relationship with the child

Not knowing in relation to the intergenerational dimension touches several
difficult aspects, such as insecurity, which thus endangers the relationship
to the child. In the following example, Sophie-Louise was called upon by her
ob/gyn to accept her responsibility and seek information, which she refused.
For her, the abstract genetic information is different from lived knowledge
that would include the prospect of what it is like to live with a disabled child.
She felt that genetic knowledge would endanger her relationship with the
child. Instead of medical reassurance, she was looking for a more beneficial
kind of security in being accompanied and supported. Sophie-Louise is a 29-
year-old mother of two, one with Turner syndrome (6 y), the younger child
normal (3 y). She worked as an educator (Erzieherin) and lived in a major city
in eastern Germany. She was also an activist who blogged about Turner syn-
drome, and had written a book on the subject. For her, what she called “the
diagnostic voyage” began with an enlarged nuchal skin fold that was detected
in the first routine ultrasound in week 10 of her pregnancy. Because of the
suspected Down syndrome, the ob/gyn arranged a clinic appointment for
her with a prenatal diagnostician, ending the consultation, as she recalled,
with the words “You do know what Down syndrome means” (GE 2018, Sophie-
Louise)
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We may say that the ob/gyn assumed that Sophie-Louise wanted to know.
Under this assumption she was acting on behalf of her patient, in her best in-
terests. However, the physician also called upon her to take responsibility for
knowing about the possible diagnosis. Here, the physician was in line with So-
phie-Louise’s husband, who had multiple sclerosis with associated visual im-
pairments. His own disability led him not to want a child with a disability, and
he was afraid that he would become a wheelchair user and unable to care for
a disabled child. The husband here did not see himself as able to take the re-
sponsibility for a child, because he feared losing control of his own life. So-
phie-Louise told us in the interview how she remembered her decision. She
rephrased how she told it to her husband: “No, we're doing that now! It’s here
and I was so happy, and it will be ok!” (GE 2018, Sophie-Louise).

Even though she did not once use the term “responsibility” during the in-
terview, we think that is what she actually described: against her physician’s
and her partner’s calls to be responsible in the sense of having the test, she
took responsibility in another sense - responsibility for the child that comes,
no matter how it comes.

The decision that was expected or even imposed upon her by her partner
has “left traces that never went away,” although ultimately he “supported the
decision” (GE 2018, Sophie-Louise). The couple eventually split up. Despite her
initial resolution to go along with what comes, after the prenatal diagnosti-
cian told them it might be something other than Down syndrome, something
rarer, and advised her to have amniocentesis, Sophie-Louise wanted to know
everything at this point, as she explained:

| have to admit, on the one hand | wanted to know everything, but on
the other | was very, very naive and somehow, | was very sad and [..]
somehow, | didn’t feel like that, that | could have just gone home and
let things go on as they were. Because then, because there was such a —
well — a bad feeling there. (GE 2018, Sophie-Louise)

With regard to our list of possible reasons not to know, we see in Sophie-
Louise’s statement reason type (c) — ambivalence — even though in the end
she decided to know. The confirmatory amniocentesis then indicated Turner
syndrome. It was in week 20 and she personally was happy that she heard the
confirmation after the end of the first trimester, because she did not want to
face a conflictual decision about an abortion (GE 2018, Sophie-Louise: “be-
cause I didn't want to enter into this conflict at all”) — reasoning that may be
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understandable morally, but is not juridically valid since in Germany, abortion
for medical reasons after amniocentesis is permitted with no time limit.

The information that she received about Turner syndrome was “not very
humane”, as she put it, since it was essentially saying that “life expectancy is
reduced by five per cent” (GE 2018, Sophie-Louise). In our typology of reasons
for not-knowing, in her retrospective evaluation this would come under (d) -
useless knowledge. Being opposed to “prenatal selection” she said that in her
view: “I don't think [these statistics] create knowledge in a form you would
want. They open the door to so many uncertainties” (GE 2018, Sophie-Louise).
Sophie-Louise considers prenatal diagnosis in general “superfluous” and “en-
dangering the relationship with the child” (GE 2018, Sophie-Louise). The infor-
mation from prenatal diagnosis was superfluous for preparing to live with her
child, because the child was not as the literature had predicted, and diagnosis
after birth would have sufficed (GE 2018, Sophie-Louise).

However, she learned this only with time. Here we see a second facet of
the temporal dimension: knowledge that emerged later in life and thatled to a
different way of taking responsibility in a subsequent pregnancy. This is what
she did. During her second pregnancy, Sophie-Louise chose to have only mini-
mal diagnostics, underlining her “right not to know”, and wishing for a differ-
ent kind of security, through the midwife’s emotional support. Sophie-Louise
thought NIPT has a negative side-effect because it creates an expectation of
false security that everything will be fine. Furthermore, she criticises how the
testis used and how people make sense of results, in that they contain an ableist
attitude:

[..] and the test said there’s nothing there, thank God. Because | see this
hostility towards the disabled in that, because it doesn’t have to be “thank
Cod”. (GE 2018, Sophie-Louise)

Another reason that has been raised against testing was the message such an
act (testing) would send to a sibling with the condition tested for. As Ilanit, an
Israeli mother of a child with Down syndrome, put it:

Having this test (NIPT) put me in a situation of an inner conflict. Having
this test — what does it mean? What does it say about my child who
is alive? [..] What am | saying as a mother who has a child with Down
syndrome and who is thankful for that? What am | saying? That actually
I am not thankful [to have this child]? My arguments were complex. On
the one hand, it is very important to know and to prepare and to know
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what it really means. On the other hand, it puts me in a place of “what
am | really saying about my child who is already alive?” (IL 2018, llanit)

Ilanit was a mother of three, the first child with Down syndrome. She was 35
years old, religious, a PhD student. In her third pregnancy she had NIPT and
said that in the current situation, when they already had one child with DS,
termination was not out of the question if abnormality were detected.

In retrospective interviews, as we conducted them, the timing of both the
interview and the test results are important to bear in mind when we con-
sider the evaluation women reported. Women who had a negative NIPT later
mainly reported being reassured. However, although most women with a pos-
itive result reported being burdened by the result for the remainder of their
pregnancy, we did encounter the opposite scenario. For example, one Israeli
woman, who - following “abnormal” findings in the nuchal fold test — decided
to have NIPT, in the hope of getting an early answer about the foetus’ condi-
tion, without needing to wait for amniocentesis. The test detected trisomy 18.
She recalled: “It helped me make the ‘cut’ and say: ok. An abnormal pregnancy. I
must make an emotional cut and be done with it and only later [after the abor-
tion] mourn it.” She was strongly in favour of the test, even in this case which
revealed an abnormality. (IL 2017, Ilanit)

This being said, for some women it is just important to know in order to
be able to face the future, by reducing uncertainty about what is about to be
born (Lowy 2017: 1). As has been shown in the literature, reducing not-know-
ing and creating “reassurance” is the most prevalent reason for women to use
NIPT (Lewis, Hill & Chitty 2016). While for some women this would include the
option of an abortion, others just want to know without necessarily wanting to
abort in case of a positive result. Some couples would “welcome any child” (we
found several examples); thus for them not-knowing may be preferred because
knowing would not lead to an action and would be useless anyway (reason type
d).

4.3 Social Dimension: Setting the discourse

The social dimension intersects with the intergenerational dimension. We ob-
serve a rich picture regarding genetic testing and responsibility. In Israel we
observed that some women transfer their responsibility to the physician or to
the rabbi, preferring to trust their judgement. Other women “took the lead”
and had tests even though these were not recommended by their physician.
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Yet other women did not have the test despite their physician's recommenda-
tion. Both scenarios can accord, in a way, with taking responsibility for the fu-
ture child and the family. It seems that in Germany, responsibility tends to be
placed on the pregnant woman who wants to decide, and is (socially) assumed
to do so. She is supposed to take responsibility about what should be tested.
In either context, following a physician’s recommendation is not necessarily a
manifestation of refusing responsibility in an unreflective way. Likewise, since
there are very different ways of realising responsibility as well as irresponsibil-
ity, not following the recommendations can easily be regarded as either being
responsible or as being not responsible or even as being irresponsible. This ob-
servation accords with the assessment that there is no consensus on whether
genetic testing or not testing, knowing or not-knowing itself is considered to
be either responsible or irresponsible. This ethical discussion therefore needs
to take account of this.

In Israel, it is commonly perceived that responsible parents have a duty to
prevent suffering for a future child and the entire family. Since disability is of-
ten considered a source of suffering, this responsibility begins in pregnancy,
with prenatal testing. Testing during pregnancy seems a necessary tool for de-
tecting disability and for allowing the termination of an affected pregnancy
based on abnormal results (cf. see chapter 6 in this book).

To illustrate this, we quote from the interview with Efrat (age 38), a mother
of two children, the younger with Down syndrome. She had a false negative
result from NIPT:

A friend of mine was pregnant around the same time | gave birth to my
child and she decided not to do the tests, and | remember that in my
view it was “How can you be a friend of mine, see what happened to
us and decide not to perform the tests?” It was extremely irresponsible
in my view. [..] The message | receive both verbally and non-verbally is
“how could you be so irresponsible and not do amniocentesis and how
did it happen that you have a child with DS?” As if he has no right to
exist in this world. (IL 2018, Efrat)™

The question of whether the mother expresses a view that is held generally in
Israeli secular society is not the only issue here. We also want to indicate the
reproach of irresponsibility is not trivial; it is strong and affects close, familial
and social relationships.

10 This quote had also been discussed in Nov-Klaiman et al. (2019).
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In Germany, disability was not found to be connected with suffering in the
same way as in Israel. The triangle of “disability, responsibility and testing”, as
we have explained above in the chapter 6 on “disability”, has different mean-
ingsinIsrael and Germany. Acommon German rationale articulated by women
who already had a child with Down syndrome was that testing enables disabil-
ity to be detected, which is necessary for (prospective) responsible parents of
a child with special needs to prepare - both emotionally and practically. How-
ever, this is not representative of German society in general: most women who
receive a diagnosis of Down syndrome in amniocentesis decide to terminate
the pregnancy.

A majority of both German and Israeli interviewees stressed that perform-
ing prenatal diagnosis was a decision for the individual or the couple. They ex-
plicitly refused to make any recommendations or judgments. In line with this
was Laura, a German woman, who used prenatal diagnosis in two pregnan-
cies, which led to abortions in both cases, and who told us that her own family
and her partner’s were supportive of any decision she and her husband took re-
garding prenatal tests and a potential abortion, or about raising a child. How-
ever, she told us that in the second pregnancy, her ob/gyn made her feel that if
she “did not have the tests, [she] would be a bad mother” (GE 2018, Laura). She
reported the ob/gyn’s reasoning was “to be extra sure”. For those women who
experience such strong social expectations, the issue of becoming a responsi-
ble mother in the eyes of the professionals may be an important factor in their
own decision-making.

5. Conclusion

In this chapter, we explore the question of the reasoning of women who did
not want to know the genetic disposition of their foetus or who actually tested
because they had a strong feeling about the issue of not-knowing. In order
to form a better understanding of the phenomenon of not wanting to know,
we analyse the philosophical underpinnings of not-knowing and narratives of
people who have experienced a decision-making situation about genetic infor-
mation. The philosophical tradition and lay understandings privilege knowl-
edge and tend to link knowing with responsibility, and not-wanting to know
primarily with irresponsibility. Not-knowing is therefore treated as inferior,
and there needs to be a “good and convincing” reason not to know. Yet, briefly
stated, we found in the empirical study of the women who did not want to
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test or who wished that they had not been informed about their foetus’ genet-
ics, that some perceived genetic test information as overwhelming and leading
to anxiety and burdening of the pregnancy. Thus, not wanting to know does
not necessarily lead to ignorance, in the same way that wanting to know does
not always lead to certainty. The relationship between genetic information and
responsibility is strongly influenced by different feelings, such as uncertainty
and insecurity.

Since all interviews were conducted retrospectively, the theme of not
wanting to know also needs to be interpreted temporally. Time makes a dif-
ference, and the relevance of information given may change over time and
with new situations. A phenomenology of pregnancy (Bornemark/Smith 2016;
Volkle/Wettmann 2021) shows the different phases and times of waiting. What
may seem right before testing during pregnancy can appear different later
on when a test result is known, a baby born, or just when time has passed.
As explained above (Section 3.1), prospective and retrospective perspectives
are very different and produce different questions. The retrospective question
“what would I rather not have known?” cannot be posed earlier but may lead
to some of the insights we found in the interviews and have presented in this
chapter.

A conceptual analysis of not-knowing with regard to empowerment, uncer-
tainty and responsibility, which we present in the theoretical sections of this
chapter, is challenged by experiences and reflections of people who actually
grappled with these questions. What can we learn from this? Here we sum-
marise the insights that seem to us most important:

i. The philosophical conceptualisation of not-knowing has proved more com-
plex than the empirical material. We have generated theoretical categories
of different forms and intensities of manifestation of not-knowing and di-
mensions of how not-knowing is relevant. With regard to attitudes of re-
sponsibility and irresponsibility, as well as feelings of certainty and un-
certainty, security and insecurity, the empirical material has nevertheless
enriched the philosophical considerations. We suggest that particular ra-
tionales for not-knowing are more prevalent in one country than another
and, hence, reflect different philosophical premises. In Germany, the ratio-
nale was by and large a construction of responsibility involving autonomy
as individual self-determination. Prenatal diagnosis and NIPT are seen as
a decision for the individual or the couple who explicitly refuse to give or
be given any recommendations or judgments.
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iii.
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In Israel, the decision involved relational decision-making as informed by
religion, following the recommendations of rabbis and family members.
Here we found that the women either test and abort after a positive test
result, or they simply do not have the test at all and leave it to fate. Con-
trastingly, our interviewees also included secular women (including some
who rejected NIPT and amniocentesis), who explained that they are “set-
tling” for the routine (and funded) tests. In other words, without abnormal
findings from the routine tests and without a clear recommendation from
their doctor, they saw no reason to risk the pregnancy with an invasive test
or to spend a lot of money on a private test like NIPT.

Despite a common secular tendency to favour having as much information
as possible, and thus testing, settling for the routine tests is not uncommon
among secular Israelis. Rina, for instance, did not have NIPT or amniocen-
tesis.

To be honest, I'm not so sure if it was so clever or not [not to test]. |
was simply optimistic. In our family we don't have many [...]. There is
one relative who has a genetic condition, but he isn't a close relative. It
seemed to me like “nice to have”, but not something that | really needed.
[...] We already had healthy kids at home, so we saw no reason why this
time there would be a reason to test. (IL 2018, Rina)

Not-knowing has a constitutive meaning of its own and has been explored
on an existential, intergenerational and social dimension. It is not simply
a negative derivative of knowing as a lack of knowledge; not-knowing can
itself have a sense-constituting role. Not-knowing in terms of NIPT pri-
marily concerns a known unknown, i.e. a particular field that someone does
not want to know. Different feelings or reasons may accompany the refusal
of genetic testing and its information, such as the fear of having to decide
should the test result be positive. Still, some women wished retrospectively
that they had not been informed because they felt overburdened, uncertain
or insecure with the result. In certain circumstances — as was particularly
found in the German interviews — not knowing can even mean something
positive for the woman, for instance allowing a pregnancy to be experi-
enced as unburdened and full of confidence.

Some interviewees mentioned the judgment that not to test would be ir-
responsible. Yet the overall relation between genetic information and re-

341



342

Intertwining knowledge practice, epistemology and ethics

sponsibility is far more complex than assumed in an interview or in public
discourses. Our interviews show that genetic information is not always ac-
companied by responsibility, security and certainty of judgment. The issue
of the relationship between knowledge and responsibility, or of not-know-
ing and irresponsibility, is still philosophically and ethically debated. Thus,
the question of when and why is it responsible to be ignorant about (ge-
netic) information is still open.

Comparing Israel and Germany highlights the versatility of cultural and so-
cial ways of feeling, thinking and acting, and also emphasises not-knowing
as a form of responsible decision-making that avoids information (rather than
knowledge) for various reasons. While in Israel it is perfectly normal to do pre-
natal genetic testing, such self-certainty cannot be observed in Germany. The
two countries seem not to differ greatly in terms of the decision to abort after
a positive test result. When women decide against testing and do not want to
know the genetic disposition of the foetus, there are some differences in the
reasoning between Israel and Germany - yet in both countries, a woman who
refuses to have the tests may be called a “bad mother”. The focus on saying
“no” to genetic information brings out different ways of reasoning according
to their existential, cultural and social settings.
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12. Comparison through Conversation
Thinking with Different Differences

Yael Hashiloni-Dolev, Aviad Raz, Christoph Rehmann-Sutter, Christina Schiies

We have used NIPT as a lens to investigate the social practices of prenatal di-
agnosis in two distinct but culturally and historically related places. We com-
pared the two countries we chose, Germany and Israel, to develop a better un-
derstanding of the plurality of perspectives and social realisations of genetic
responsibility in reproduction. Some of the patterns we found were similar,
while others were strikingly different. This final chapter discusses some of the
meta-issues that we encountered and that we find important for clarifying the
comparative methodology, on the basis of how we used and problematised it.
We will therefore not “do” more cross-cultural and transnational comparisons
in this chapter, but will use some examples from comparisons mentioned pre-
viously, in order to reflect on their methodological, epistemological and ethi-
calimplications. Some of the thoughts are aimed at transnational comparative
work in general, but others have emerged specifically from this special pair of
countries on which we focused — Israel and Germany - and on the understand-
ing and the features of their very special relationship that made our work so
fascinating.

One of the things we have learned and want to emphasise particularly here
is that “comparison” alone has, for a series of reasons, proved insufficient. We
shall explain why. The chapter argues for an idea of “conversation” as a wider
approach that includes comparisons of different sorts and on different levels
but goes beyond merely comparative work. It should not just observe what is
common and what is different, but bring the two countries (and some of their
representative groups and voices) into a mutual and ongoing process of learn-
ing and dialogue. Learning from each other includes commenting and ques-
tioning, and being in conversation with one another. (This, as the introduction
says, is also the main purpose of the book as a whole.)
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In the first part, we elaborate on the concept of “conversation” that we have
in mind and explicitly relate it to comparison as a research strategy, distin-
guishing it from cross-cultural comparative methodology. A series of different
methodological approaches to comparison in social anthropology are relevant
here, and they need to be briefly reviewed in this context. In the second part,
we start from some personal experiences that caused productive friction and
made us think more distinctly about what we are doing while conducting the
project. In the last part we reflect on the meaning of “differences” and of “differ-
ent differences” that arise when the questions asked are not the same on both
sides, but contextually adapted to make sense in one national context or the
other.

1. On philosophical conversation
1.1 From multinational comparison to transnational conversation

Multinational comparative research on prenatal testing and screening is a
well-established and growing field. Several recent studies report how NIPT
has been introduced in different healthcare systems; how it is offered in ma-
ternal care; what counselling needs it has generated and what resources are
available; how it is regulated, financed, and discussed publicly. They include
Perrot/Horn (2021) on England, France and Germany and Ravitsky et al. (2021)
on Australia, Canada, China and Hong Kong, India, Israel, Lebanon, the
Netherlands, the United Kingdom, and the United States. We ourselves have
previously published a comparison between Israel and Germany (Raz et al.
2021), and an explicit comparison of NIPT policies in these countries is part of
this book (chapter 2). It is certainly important to know how a new technology
such as NIPT is spreading around the world, and what challenges it raises
in different sociocultural, legal and economic contexts. Such investigations
are an important step in advancing the ethical and policy debates about
NIPT in different countries. However, the approach taken in multinational
comparisons is also limited, and its limitations are linked to methodological
challenges. In cross-cultural comparisons certain general themes or axes
for comparison must be defined in advance and applied to all the countries
compared, if a comparative picture is to be produced (top to bottom). Some
nuances will be lost, in particular those which are more important in a sin-
gle context, because they cannot produce general comparative themes. And
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deeper investigations into the background of the themes being compared are
often impossible.

However, comparative researchers do not usually have all their compara-
tive questions at the outset. Particularly if a smaller number of countries (two
or three) is involved, some comparative themes can also be identified later on
in the analytical process. These can then represent views from all the countries
involved, instead of comparing the situation in one or more countries “abroad”
with the situation “at home”. Estrid Sgrensen (2010) has described this pro-
cedure as a “multi-sited comparison”. In her view, comparability is not given,
“due to intrinsically comparable characteristics, but because comparability is
established through interaction with the research object” (43). “Inside descrip-
tions” of the special topic of comparative research need first to be produced.
However, as Sgrensen insists, they are “not a result of the researcher’s perspec-
tive or interpretation, but of mutual involvements or intra-actions” (44, our em-
phasis). The researcher defines a common quality of the objects of compari-
son, a tertium comparationis, according to which they are then compared. Tran-
scending the special constellation of ethnography, as a relationship between
“away” and “home”, and instead of having only one movement from home to
away, in a multi-sited comparison researchers have “spatiotemporal overlap-
ping and varying involvements in field sites” (54) between multiple sites at mul-
tiple places that are each simultaneously both “away” and “home”. The ques-
tions for comparison originate at diverse sites, bringing the contexts into a set
of perspectives from all sides. A classic statement by George Marcus (1995: 55)
sees the inside description, the tertium comparationis, and thirdly the ex-post
approach as essential for a multi-sited comparison: “[T]he ex-post approach
means that we cannot prior to the study define the tertium comparationis of a
multi-sited ethnography.” This approach has to be found across and bottom-
up during the study and needs to be based on multiple inside descriptions.
Ethnographic methodology is inductive and often richer than a comparison
according to a set of predefined themes of interest, such as attitudes to dis-
ability or equity of access to NIPT. And, as Sgrensen has clearly pointed out,
ethnographic descriptions are notjust observations “of something” but are true
productions that are generated in intra-active procedures together with ac-
tors in the field(s). Indeed, in the steps that lead to “inside descriptions”, i.e.
descriptions from the internal perspective of one side that form the basis of
comparisons, communicative interaction and social construction are already
involved, and researchers need to be aware of this. In an ethnographic study,
bioethics, as it is done in a location, is part of the field; in our interdisciplinary
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study we have been observers and interpreters, as well as participants in the
discourses that we were studying. This generated a rather complex epistemic
situation that we needed to reflect on critically.!

Based on our experience of the NIPT study of Israel and Germany, we want
to make the conversational elements of comparative research even stronger.
Our interest was not solely ethnographic, even though ethnographic and qual-
itative work was part of what we did. We were also interested in the philosoph-
ical perspectives that can provide an understanding of the underlying ethical
conflicts in the practices we studied. We were therefore not solely interested in
descriptions and comparisons between descriptions, but were always engaged
in the field as well, in our roles as philosophers and ethicists contributing to
the discourse.

In order to clarify the most important implications of this, we start with
the simple picture of a comparison. Comparison is, as Condillac has written,
basically a double attention.” The comparative mind is attentive to one thing
while looking at the other; and then it is attentive to the other thing while look-
ing at the first. One’s attention moves back and forth. Differences may appear
between two coins for instance, or two paintings by the same painter, with-
out knowing the tertium comparationis in advance. Similarities also appear in
the same way. A comparison — if this simple explanation is valid - is then es-
sentially a judgment about similarities and differences between two or more
things that are considered comparable. The tertium comparationis is a result of
the double attention that observes some differences and sees similarities. In
Serensen’s considerably more nuanced approach to comparison in ethnogra-
phy, this observation is focused on an interactive process between observer and
the observed — “intra-action”, as she calls it. But the aim of a comparison is still
a judgment about similarities and differences in certain regards between two
or more sites of interest.

Countries, societies, even groups of people or traditions are however not
like coins or paintings that can be set next to each other. The resulting com-

1 The discourse about methodological reflexivity in comparative social anthropology
has produced a rich literature in the last two decades. The term “comparative methods
in anthropology” is used in radically new ways that, as Richard Fox and Andre Gingrich
have stressed in the introduction to their collection (Gingrich/Fox 2002), today reclaim
a variety of qualitative methodologies. See also Candea (2018), Scheffer/Niewdhner
(2010).

2 Monnin (2004 : 231) cites Condillac (1795) : “La comparaison nest donc rien d’autre
quune double attention.”
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plexity and the infinity of possible comparative points of view and the impos-
sibility of straightforward comparisons is an insight that is frequently stressed
in the anthropological literature about comparison. One popular quotation is
this phrase by Evans-Pritchard from 1963: “There’s only one method in social
anthropology, the comparative method — and that’s impossible.” Comparing
countries, even with regard to a technology such as NIPT, is basically impossi-
ble, since the meanings attached to a technology in a given socio-cultural con-
text can be so different from the meanings attached to the same technology in
another socio-cultural context that it is difficult to see how the “same” technol-
ogy is contextualised differently in different countries. The meaning and prac-
tice of technology (such as NIPT) is not the same in both sites. We are then
comparing the incomparable, as if the sameness of the technology and of its
description in biomedical language produces a similarity and comparability of
its socio-cultural meanings. These meanings are of special interest to cross-
cultural comparison.

While comparative judgments are supposed to bring out existing simi-
larities and differences, a conversation involves commenting on one another,
questioning each other and challenging each other’s views, with the aim of
perceiving the familiar in one’s “own” place less unquestioningly. The familiar
becomes unfamiliar, the unquestionable becomes questionable. The process
of turning the familiar into the unfamiliar is an achievement that takes con-
versation partners beyond their own horizons of beliefs and certainties. A
conversation is therefore necessarily an ongoing process, not something that
can be done once and for all. A conversation has to be continued, since new
points of view can always emerge.

We can conceive of “conversation” in an even wider sense. It is a form of a
dialogue that makes it possible to thematise those aspects which are not re-
ducible to the views of one of the conversational partners. In a true conver-
sation, new aspects can emerge that neither of the partners knew before. A
conversation is essentially a creative process, not just a descriptive or an ana-
lytical endeavour. Therefore, the conversational approach is more congenial to
the aims of philosophical understanding and ethical reflection than the ethno-
graphic. It can however include and involve ethnographic material and ethno-
graphic insights, and also anthropologists as reflective persons who do reflex-
ive anthropology.

3 Quoted in Needham (1972: 364), in Scheffer/Niewohner (2010: 8) and in Candea (2018:
29).
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1.2 Conversation explained

We now want to give a more concrete explanation of “conversation”. What did
we as researchers actually do and experience when we entered the empirically
complex, yet philosophically inspiring and challenging interdisciplinary and
transnational collaboration of discussing NIPT in a transnational philosophi-
cal and cross-cultural study between Israel and Germany? How can we under-
stand our own approach, the experiences that accompanied it, and how are
these experiences tied to the interpretations we offer? Looking back at about
five years of collaboration here, the first thing that comes to mind is that in or-
der to make the project work we ourselves needed much conversation, some-
times about very practical things such as the bus system in Jerusalem, how to
get around on Shabbat, or what shoes to wear in Germany’s wintertime, but
also on other, deeper levels of culture or politics. Who is the poet or politician
after whom this street is named? What do her poems tell us about the Israeli
(or German) views on the world? We noticed that the notion “conversation” cap-
tures many aspects of our project that go beyond research practicalities. Here
are three aspects of conversations that reach deeper:

(1) Conversation became a doing in the sense that there was a lot of exchange

about the research questions, the study design and the methods among the
researchers who worked on the project or participated in our workshops
and conferences.
It should come as no surprise that being in an interdisciplinary and inter-
national team meant that first impressions, methodological habits, feel-
ings about communication and what each individual may consider “nor-
mal” could not be taken for granted. Thus, conversation helped us to work
together and to follow up on our task of understanding and comparing our
findings and thoughts about our own practices and ways of thinking. Dur-
ing this process, we came to realise that our ways of “seeing the world” have
something to do with where we are situated and where we live.

(2) Conversation became a form of self-reflection that provoked us into ques-
tioning the standpoint of our own research approach and our own social
and cultural horizon that might be blinding us to the overall picture, i.e.
the details hidden in presuppositions or prejudices regarding oneself or
the Other.

(3) Conversation became a method of interaction with the Other; however, “own”
and “Other” cannot be always clearly distinguished. Israel and Germany are
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entangled in an overlapping history; texts by Israeli and German, Jewish
or non-Jewish philosophers, ethicists and sociologists are encountered in
transnational discussions, which are in turn influenced by Anglo-American
discourses. Traditionally, the tie between Israel and European nations/cul-
tures is strong, as Levinas argues in A I'heure des nations (1988), a collection
of essays about Talmudic texts, about thinkers of the Enlightenment, and
conversations about Judaism. From him we learn that it is special to the
Jewish ethic-religious heritage that when people stand up to it they live
the riddle of otherness. The riddle of otherness means acknowledging the
other in her otherness before using reason to formulate a judgement; it
means also accepting, perhaps stillwondering, about the fact that the other
in this cultural context is not the “radical Other”, but one who is always also
in oneself, yet remains both a stranger and someone familiar. In a project
about the beginning of life, prenatal diagnosis, and concerns about off-
spring and the family, the question about the other human is always an is-
sue. Let the other be the future child, the family members, or the colleagues
in their disciplinary, perhaps cultural otherness. Being a researcher, being
human means even more to owe a justification to the other and to take on
responsibility for her.

In our project the bi-national tie, the tie between others, is built by way of ref-
erence to Jewish thought, by readings of Western literature, and by practices as
a matter of course — and this holds for people from both Germany and Israel.
Thus, conversation can never mean just conversing between nations. Whatever
people do, whether they are Israeli or German, researchers or future parents
concerned with prenatal diagnosis, their practices are never just German or
just Israeli. Every person is situated, every belief is situated. This situation re-
mains ambivalent, as we felt throughout the period of research.

The conversations were transnational insofar as they took place between
people who live in their respective cultural and social contexts. In conversation,
the narratives of the people concerned, i.e. those who had been interviewed,
were part of the transnational setting. Conversation requires someone to be
given avoice in order to describe a decision or explain a feeling. These descrip-
tions and explanations by the interviewees or by other people spoken to in the
project thus gained a life of their own and created a conversational space. They
brought in comparisons and made them possible, but they also brought ele-
ments that might not be easily comparable as well.
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These three basic dimensions of conversation have been meaningful
both for our interdisciplinary work and towards developing a transnational
perspective.

1.3 A word about the tasks of philosophy

A word is necessary about the role of philosophy in an interdisciplinary team.
Our interdisciplinary team consisted of empirical social scientists, bioethicists
and philosophers (with multiple roles). While the people doing the empirical
work focused primarily on conducting and interpreting qualitative interviews
with users and non-users, experts and biopolitical activists, the philosophers
in the team did conceptual work in a historical and systematic perspective.
Philosophers question the main concepts involved and issues that are taken
for granted, e.g. parenthood, responsibility, or the status of life. They explore
these concepts with regard to the history of ideas, questions about their mean-
ing conditions and their relationships with each other. Thus, the philosophers
tried to understand how the practices of prenatal testing in Israel and Germany
were constituted and became meaningful in terms of, for instance, our under-
standing of the selfand others, or the body and society; and they re-read the in-
tellectual heritage of Jewish and German philosophy as well as current bioeth-
ical publications on the project’s topic. Since the project involved researchers
from different disciplines as well as from different countries and their respec-
tive historical and socio-cultural horizons, the researchers’ impressions, per-
spectives and reflections about comparing were also located on different levels
of analysis.

One of us (Schiies) participated explicitly as the philosopher in this project.
In this position she experienced the ambiguity that arose from actually having
two roles. For one thing, she worked as an embedded philosopher, yet she also
remained faithful to her independent philosophical existence that allowed her
to work on the themes that provoked her attention and urged her to reflect
upon them regardless of any promises to what the project might deliver.

This ambiguity is of a different kind than the ambiguity between subjec-
tivity or objectivity, which has been discussed by thinkers in the existential-
phenomenological tradition such as Georg Wilhelm Friedrich Hegel, Jean-
Paul Sartre, Simone de Beauvoir, and Maurice Merleau-Ponty. Rather, the
feeling and situation of ambiguity come with the role and status that philoso-
phy, as we understand it, must have in an interdisciplinary project. The term
“embedded philosophy” means being in collaboration and conversation with
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other scientists and trying to intervene by aiming for conceptual clarification,
by probing, sometimes even twisting the questions, by critically assessing
assumptions and methods, and last but not least by reflecting about the re-
lations between the different disciplines. Overall, an embedded philosopher
does not gain knowledge about the science, but tries “to participate in resolving
problems that scientists raise or encounter in their work” (Pradeu/Lemoine/
Khelfaoui/Gingras 2021: 2—3). Thus, an embedded philosopher participates
in gaining knowledge within the concreteness of the project’s theme and the
disciplines in question: in our case, the social sciences.

If we understand philosophy as an intellectual and communicative prac-
tice in this very specific sense of embeddedness, it becomes possible for the
philosopher to understand the methodological and concrete procedures of the
social sciences from the inside. These considerations do not lead to only doing
philosophy about something, but also to philosophy within the frame of the
social sciences and daily practices of the project. Philosophy is itself actively
involved in the process of developing social theory, not only in order to under-
stand how social theorists work methodologically and what they are doing, but
alsoin order to interact with social scientists and to improve sociological inter-
pretations and understandings. In this project, such work very concretely in-
cluded suggesting questions for the semi-structured interview guide, partici-
pating in feedback sessions with the interviewers, and discussing the methods
of interview analysis and interpretation. In classical terms, none of this may be
considered as the business of philosophy; but philosophy has always used ex-
amples from concrete life as well.

A philosophical existence, as Hannah Arendt famously phrased it in her in-
terview with Giinter Gaus, amounts to a striving to understand what things
are: “I want to understand.” We can call this approach critique by reflection. It is
a never-ending task because in all different historical, social or cultural con-
texts it exposes questions or concepts that seem questionable, unclear or sur-
prising. The material of philosophy that is put to reflection concerns our re-
lation to ourselves, to the Other, and to the world. That is, it is about finding
presuppositions and conditions of human conduct — thinking or acting — and
their criteria of validity. In short, philosophy is “concerned about the question:
how do we think what” (Schiies 2008). How “something” is thought or dealt
with is described and reflected both in its necessary generality and its utmost
concreteness. Philosophical activity may lead to the destruction of certain con-
cepts and facts by revealing their underlying preconditions. In this ambiguous
enterprise, philosophy sometimes does good service, but it can also become a

355



356

Intertwining knowledge practice, epistemology and ethics

disturbing factor that might not always be “useful” in the context of a defined
“study”.

Occupying these two roles (Schiies), and seeing her in both roles, was never
boring; indeed, at times it was a real struggle. One of these productive strug-
gles had to do with the status of the fait accompli. It often seemed that the in-
terpretation of interviews was supposed to show the attitudes of the intervie-
wees and to explain how they described their practice. In this context the re-
searchers believed that the narratives and the acts they described might reveal
a sense that is already there. A philosophy of human conduct that is focused
on findings and interpretation may be called, to quote Merleau-Ponty (1988:
181), a retrospective philosophy. To do this is not necessarily wrong. But on the
other hand, the art of philosophy is to intervene in the present. A philosophy of
intervention must regain a way of thinking that shapes the present in advance of
the claims of empirical science, market drivers, or biopolitical forces. There-
fore, the philosopher cannot be satisfied with interpreting how interviewees
make sense of their practical dilemmas in prenatal diagnosis.* The philosopher
needs to question further and must not take a position; philosophy is an activ-
ity of both — a science and a form of life.

1.4 Philosophy in a transnational perspective

In this project we are concerned with transnational and cross-cultural perspec-
tives insofar as each participant — researcher or interviewee — is understood as
amember of a state, as well as of a particular cultural and social setting. During
our work it became clear that a comparison of the practices of different cultural
and social settings can open up different possibilities and realities that reflect
back one’s own self-certainties. We learned to see our own realities differently
through the gaze of the other. We sometimes noticed an unease with regard to
this other reality, or rather what we take as our “reality”.

Thus, comparisons and the conversations about the Other not only reveal
interesting details about Israeli or German practices but also aspects of one’s
own position on the themes of life and reproduction in Israel or Germany, on
Jewish tradition, on practices of family life, on German feelings about histor-
ical responsibility, on underlying concepts of the body, and so on. These dis-
coveries would accord with the difficulty in actually defining what Jewish or

4 Rehmann-Sutter et al. (2012) made a similar point about “ethics” in relation to “em-
pirical” ethics.
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German philosophy is in modern times (beyond a superficial nod to Kant or
Rosenzweig). Certainly conversation, understood as a kind of mindset or atti-
tude, may take place in face of the other but also by reading the different sorts
of texts that may inspire a hermeneutic dialogue with the reader.

Doing philosophy in this project also meant learning about Jewish
bioethics, and re-considering German bioethics, or Anglo-American bioethics,
and questioning the aspirations of a “global bioethics” (ten Have 2016). Due
to historical exchanges between scholars of countries and regions, such as
the long tradition of Jewish scholars living and working in Germany who
ultimately were forced to leave because of the Nazi regime and who continued
their work in the USA, in Israel or elsewhere, there is no clear-cut distinction
between these different currents of doing philosophy or ethics. However, there
are different styles of thinking and different prerequisites for what counts as
good reasons, or how much a decision must rely on feelings, social habits,
or strong reasoning. Some Israeli and German thinkers introduce religion
into ethics, but how this is done, in a Jewish or a Catholic sense for example,
shows a huge difference. It turns out, as Shai Lavi (2010) describes in his
article about “the paradox of Jewish bioethics in Israel”, that a traditional
conservative view of life and family can cohere with the extensive use of the
most modern biotechnology. Thus, what we learned is that certain positions,
such as conservatism or liberalism, can be related to science and technology
in very different, even opposite ways.

It soon became very clear that a comparative analysis between prenatal ge-
netic practices in Israel and Germany must distinguish between the different
levels on which these practices can be approached. Not all of them concern phi-
losophy, and strictly speaking comparison between countries is not a philo-
sophical matter. In contrast to a cross-cultural comparison, a transnational
comparison does not compare nations as holistic entities. Rather we compare,
firstly, the practices and ways of thinking of those who live in these different
countries and who happen to be differently situated historically, socially and
culturally. Secondly, in the transnational perspective the national affiliations of
the people and their cultural and social situatedness cannot always be clearly
distinguished on the basis of their positions and narratives about their deci-
sions and feelings about prenatal genetic practices. Thirdly, we took seriously
the meaning of the prefix “trans” in “transnational” — “across” — and, as ex-
plained above, considered conversation part of our methodological approach.
Conversation is understood as listening and talking across borders. There are
still different possible ways of comparing.
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On the level of policy, a comparison seems more straightforward, since
health governance and regulations in the healthcare system are national (see
chapter 2). When it comes to the level of attitudes, experiences or justifications
of the people concerned, we analyse, for instance, an interview with an Israeli
woman. But how much will her narrative really tell us about Israeli practice?
We often observed that some of the narratives could just as well have been told
in the other country’s social and cultural context. Yet we discovered tendencies
and also ways of acting and justifying that were surprising or enlightening. On
the third level, we may consider different ways of thinking and judging. Here
we see an ambivalent tension between the local situation in which a judgment
is held to be convincing, and the claim of generality in the understandings in-
volved and in relying on certain ways of justification.

Overall, there was a lot to learn together: different understandings of the
beginning of life and of human entanglement with biotechnology are always
fascinating. It was also striking that Israeli and German women’s different rea-
sonings may accord with the same practice, but the same reasonings may lead
to different practices. For example, we can point to the simple fact that the
number of women who use NIPT is very similar in both countries, but in Ger-
many some women hesitate to find out the foetus’ genetic disposition for tri-
somy, while in Israel some women do not want to use NIPT because this test
cannot do enough and they want to know even more. Another example: in both
Germany and Israel, women care greatly about feeling secure in their preg-
nancy. But for most Israeli women testing provides security, because they feel
that they are doing everything to avoid suffering and to protect the family;
whereas many women in Germany feel that testing means times of uncertainty
and waiting.

Only by bringing the whole conceptual context and historical, social and
ethical horizon into the picture, can the social and philosophical understand-
ing of prenatal practices of genetic diagnosis have a chance to emerge, but at
the same time such a broad picture might dissolve the concreteness of a com-
parative analysis. Thus, we needed the different ways of conversation and the
ongoing practice of understanding.

1.5 “Thin" and “thick” morality reconsidered

Based on this transnational philosophical perspective, and in view of Michael
Walzer’s distinction between a “thick” and a “thin morality” (Walzer 1994), we
can better explain what we mean by conversation that goes beyond compari-
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son. Walzer was looking at the differences between moral arguments that we
use when talking to our fellow citizens and moral arguments when we are talk-
ing to (or about) citizens of foreign countries. When we are addressing others
in our own country — we could replace “country” by “socio-cultural environ-
ment” as well — we use, as Walzer has called it, a “maximalist” view of morality
that is “thick from the beginning, culturally integrated, fully resonant” (1994:
4). A maximalist conception of morality is full of contextual meanings that can
be understood, or may even be necessary to understand and to address if one is
to be respected as a competent participant of the respective realm of moral dis-
course. When addressing others in another country or in a foreign socio-cul-
tural environment, we instead use a “minimalist” conception of morality. We
refer to universal values, because we expect the others also in their own “thick”
context to understand what they mean. A minimalist morality is therefore nec-
essarily “thin” and consists only of those elements that can be understood across
the differences of national traditions, while the explanation and application of
thin morality within a tradition involves the “thick” morality, including tradi-
tion-specific experiences and narratives.® Let us look at an example:

In NIPT, a minimalist, thin approach would, for instance, merely mention
the principle of autonomy and would explain its functioning and criteria. That
is, such an approach would explain the right of the pregnant woman to de-
cide about prenatal testing and to receive all the relevant information, and it
may also refer abstractly to condemning discrimination against children with
disability and special needs. A maximalist, thick explanation of morality, how-
ever, would look at the perspectives of the persons affected, or those living with
disability who are faced with the concrete situation of decision-making and
who are embedded in a particular historical, social and cultural situation. Re-
searchers interested in a thick understanding would thus investigate how the
principles of autonomy and its practice are historically and socially embedded.
In our transnational project, the identification of a “thin morality” or “thick
morality” with regard to one’s own and the other country’s practices is well sup-
ported by conversation.

The point of a philosophical conversation between scholars in one country
and those in another is to embark on a journey that aims is to understand
essential parts of the others’ moral practices in a thick sense. This involves
learning about the historical, political and cultural particularities, to be able to

5 Walzer borrowed this idea of “thickness” from Clifford Geertz (1973); see Walzer (1994,
xiii).
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comprehend and appreciate the ethical concerns and the sense of injustice in
the other context. Conversation, however, also involves more than just under-
standing; it also means entering into an argumentative deliberation. Walzer
was seriously engaged in social criticism, which he sees not only relevant as
“internal” criticism but also across what he has called the “spheres of justice”.
In philosophical conversation about bioethical matters — such as prenatal
diagnosis and the many issues connected to it — the social criticism learned
in the other sphere can be brought home and lead to a more attentive view of
things that may have appeared “normal” and remained unquestioned in one’s
own country. Also in this regard, philosophical conversation reaches beyond a
purely comparative research: its ambition is to do joint moral work from the
view of the other, moral work both at home and abroad.

We believe that this resonates in some ways with Amartya Ser’s point that
in order to see injustices better we all need to be influenced by the opinion
of foreigners (Sen 2009). Being critical of a “transcendental position”, Sen
refers in a transnational perspective to the approach of an “impartial spec-
tator”, which can be seen as an alternative of a social contract. The device
of impartial spectator does not amount to a “view from nowhere” or a “view
from above”; it invites us to imagine what someone from the position of the
outside would think or do. Sen presupposes here that the impartial spectator
has no personal preferences of their own in the matter of investigation. For
our project comparing the social realities of prenatal genetic practices in Israel
and Germany, it is interesting to consider the option of a distant perspective
that may allow us to see more impartially what is going on in our own society.
In order to see our sentiments from a distance, it is a great help to have such
a “conversational” perspective that includes the imagination of this impartial
spectator.

By trying to understand how a particular practice is assessed in another
country, or in other countries in the world, conversation allows for an interested
and engaged comparison. Its aim is to look at one’s own customs and habits

6 See part Il of Walzer (1994) with references to his earlier works. However, we do not
fully follow Walzer’'s communitaristic intention in the “Spheres of Justice”. For him
justice is determined by the concept of community that is constituted by a common
language, history and culture, which generate a collective consciousness and common
institutions and sensibilities. With this approach, the concept of justice is fundamen-
tally relativistic. Walzer’s approach has a critical potential but fails when it is applied
to judging the unjust practices of other countries, i.e. the Indian caste system would
be as just as a democratic system.
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from the perspectives of others who themselves may not actually be looking
critically at us. The conversation includes these interacting perspectives of in-
terest, and the engagement includes the sphere of the in-between (Waldenfels
2006: 109f.). The sphere of the in-between cannot be reduced to either one’s
own or the Other’s but its establishment in conversation may allow insights
into each other’s practices that were not possible without it. It may bring out
differences or similarities, but even more so different understandings about
the differences. Hence, different differences.

Alluding to the notion of “difference” is essentially intended to avoid two
blind alleys that are sometimes used politically to marginalise or denigrate
people. The concept of difference is used in very different cultural, political
or epistemological fields, and sexist or racist practices are often behind it. In
our study we take the notion of difference as a concept of reflection to help
us to understand the “other” in their otherness but also in their similarities,
in terms of their practices of reproduction and use of prenatal diagnosis.
There are epistemological and moral risks here: relativism and universalism.
Clearly, both positions stand in opposition to the intention of our research:
the former leads to a (perhaps even degrading) view of “THEY do it this way”
and, hence, nothing more can be said politically or ethically; and the latter
amounts to a disregard of or refusal to acknowledge any concrete historical,
cultural or social embeddedness of human practices. Conversation and sit-
uating the differences and similarities in context and perspective would not
be possible with either of these. The concept of “different differences” means
that indicating some differences, for example about the use of NIPT, may in
fact be understood in different ways. That is, a difference between two social
practices still allows for the possibility of having the same understanding of it
or, actually, a different understanding of the difference. Conversation may bring
this out because it transforms the individual perspectives of the participants,
and each participant is involved in an ambivalent way by being absorbed in the
conversation and by being someone on her/his own. Of course, we all have our
personal interests, motives of engagement, and moments of surprise.

2. Personal reflections

If we now describe some personal experiences and reflections as researchers,
we consider them as experiences that have to do with differences and simi-
larities, but also with proximity and distance. An ethnographer may believe
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that visiting a foreign country means being far away, hence at a distance; yet
strangely enough, what is very different may also be very close. The stranger is
your neighbour, Emmanuel Levinas would say, showing us that it is humanity,
the face of the Other, that brings us this proximity.

Very different situations or practices can therefore be surprising. But they
can also bring about a feeling of proximity. What we have learned is that differ-
ence and similarity might not cohere with feelings of distance and proximity.
There are types of behaviour that are quite familiar to some of us, such as the
way some (German) teachers look down on their pupils, or a kind of bureau-
cratic order that we know well and can handle but that still gives us a feeling of
distance.

Each of us had some productive frictions, more or less dramatic moments
when differences became surprising. Friction becomes productive when it
turns one’s own reaction or response towards a situation into a question and
an urge to think, observe, or investigate deeper in the “phenomenon” that
became questionable.

2.1 Carrying a foetus diagnosed with anencephaly to term
(Yael Hashiloni-Dolev)

I wish to share a major moment of discomfort I experienced in my fieldwork.
When interviewing in Germany, one of the prenatal genetic counsellors told
me a story about a German Catholic woman whose foetus was diagnosed, in the
middle of the pregnancy, with anencephaly, a condition that means the baby
can survive only a few days after birth, with zero hope of any kind of recovery.
Although this woman was fully entitled to have an abortion (not because of the
foetus’ condition, but because it posed a threat to her mental state), she decided
not to. As a religious Catholic she explained to the counsellor that it was very
important for her to carry the pregnancy to term, to give birth and hold the
baby in her hands, baptise it, and have a funeral.

My emotional reaction was strong. Here I am in Germany, a country and
a culture I think I am quite familiar with, yet the story I hear is shocking, ex-
otic, and in a sense hideous to me. My first response is great sadness, but also
great discomfort and alienation. I am judgmental, as I find it frightening and
repulsive to carry to term a baby that is doomed to die, and to prepare for let-
ting it die in your own arms. I think of my own pregnancies, and of this very
frightening situation.
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The story haunts me. When returning to Israel I meet women who had ex-
perienced late selective abortions/stillbirth. Their stories about rapid termina-
tions, often without seeing the aborted foetus, and never with any formal good-
bye ceremony or formal grieving, troubles me. I start comparing both ways of
handling this painful event, which obviously have to do with religious beliefs
about when life begins and with the concept of the afterlife. I see disadvan-
tages in how such a situation is dealt with in Israel, especially in the sense of the
womerr’s psychological ordeal. What was familiar and “normal” becomes some-
what strange, and the “strange” is now understood differently. Although the
story the German counsellor told me is atypical even in Germany, as a marginal
case it helps me draft the borders of my field of research, and gaze from one
culture to another less judgmentally and more contemplatively. It is clear that
the emotions evoked in me are cultural and not simply personal or dependent
on my private experience as a pregnant woman and a mother. Reflecting on my
own experience and emotional reactions helps me to become a better sociolo-
gist, as I can move back and forth between the two cultures and understand
their effects on the experiences and decisions of the women I wish to under-
stand.

2.2 Elephants in the room (Christoph Rehmann-Sutter)

In the first year of the Israeli-German project on NIPT, I gave a Masters course
at my University in Litbeck for psychologists on ethics and trauma. With a
group of students during the Winter semester I read and discussed Dan Bar-
On’s extensive interview study on the memories of the Holocaust through
three generations of victim/survivor families in Israel and three generations
of descendants of Nazi perpetrators in Germany (Bar-On 1989; 1995). Reading
these interview transcripts and comparing them was a tough experience for
all of us. The interviews showed how family memories of the Shoah still affect
people in Israel and Germany very deeply, even in the third generation, which
is the older generation of those currently alive. However, they see the atrocities
from the victims’ and from the perpetrators’ perspectives, which makes them
see very different difficulties in their lives in both countries. Bar-On, who died
in 2008, was a renowned peace researcher, promoting personal story-telling
as a method for peacemaking and peacekeeping. He held the David Lopatie
Chair for Post-Holocaust Psychological Studies at Ben Gurion University at
Be’er Sheva, which happened to be exactly the place where our project was
affiliated. This was an unplanned coincidence.
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Victimhood as well as the Holocaust are, in different ways, defining ele-
ments of the Israeli identity. Meanwhile historical responsibility and the bur-
den of guilt are central elements of German postwar identity, although in dif-
ferent ways in the German Democratic Republic and in the Federal Repub-
lic of Germany, until the Wiedervereinigung in 1989. These differences between
East and West Germany became strikingly evident in another three-genera-
tion study that was conducted in German families, which we also read in the
seminar and which made a deep impression both on my students and myself:
“Opa war kein Nazi” by Harald Welzer, Sabine Moller and Karoline Tschuggnall
(Welzer et al. 2002). The authors tracked stories in family members’ accounts
of remembered events during the time of the Nazi regime and compared how
they have been retold in each generation and were substantially transformed
in families over the three generations. This impressive study shows that each
generation in German families has the atrocities in view, but in a different way.
They all have their distinct motifs that are characteristic of the first, second and
third generations, which influence how they wish to see their present role in
society and their tasks in life that need to be undertaken.

Of course prenatal diagnosis has nothing directly to do with these diffi-
cult memories. But this must be lurking in the background in many differ-
ent ways. How is the history of eugenics incorporated into German memories,
and how is the building of a new state of Israel incorporated into Israeli ones?
Is there no relation at all to prenatal diagnosis, or can we see traces of a per-
fectionist ideology in Israel’s body politics? In German public discourse about
prenatal diagnosis, references to Nazi eugenics and “selection” are abundant
(Rehmann-Sutter 2021). Our Israeli team members explained to us that Max
Nordau's ideas for body perfectionism around 1900 need to be seen in a con-
text: they echoed eugenic ideas that were present in Europe and other coun-
tries at the time, including the USA, UK, Sweden, Germany and even Switzer-
land (which is my home country). The two countries that we had selected - Ger-
many and Israel — are connected in a tragic way, and the reason why they are
connected is not completely unrelated to the topic that we intended to study. I
needed to reflect about my own perspective as a member of the German team.

I realised that here I really was confronted with the “elephant in the room”
of any Israeli-German study that intends to look at biopolitics. It is actually two
elephants, a different elephant in Israel than in Germany. This must be thema-
tised somehow in any study comparing Israel with Germany, as we have now
tried to do in this book. In a way I was trapped in this too-big issue. We could
not deal with it adequately in our four-year study of NIPT. However, I realised
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that in order to see more clearly and to understand the “thick moralities” (to
use Walzer’s term again) on both sides, I needed at least to look at this issue
and to ponder it. Otherwise it would have distorted my vision. When working
on the ethics and politics of repro-genetics in Israeli and German cultures, this
past is not dead, and can be obtrusive. Yet it is all very complicated.

2.3 Normality can be surprising. Facing the silence (Christina Schiies)

Being interested in issues concerning the beginning of human beings, I very
soon noticed that most women in Israel just self-evidently have genetic test-
ing during pregnancy. I wondered about their urge, even for those below the
age of 35, to have the foetus tested. The question seemed not to be whether to
test but rather what sort of genetic testing they should choose. Thus, I realised
that Israel’s prenatal practice is implemented in society as normal procedure.
Overall, I am not particularly shocked by medical life and death issues: seeing a
severely ill newborn dying in his mother’s arm may be one way of dealing with
severe health problems, or the idea of the abortion of a foetus which may be
understood as selection of life or the reasonable right of a woman can be the
other; both ways seem to me quite understandable as long as they remain on
the individual basis. And I also noticed that in parks, for instance, in restau-
rants or in the street, the atmosphere and relationships with children seem to
be a lot more relaxed, open and affectionate in comparison to what I was used
to in Germany. Voila! — without having started to consider the projects’ ques-
tions themselves, I was already in a mode of comparison about what seems
“normal”. What also startled me in the public sphere was the presence of the
military and the men and women carrying weapons in everyday life. Of course,
I had already heard about this and knew that the weapons are carried by young
people who are doing military service. Emotionally, the image of weapons in
public was surprising, if not shocking - but I got used to it quite soon. Yet,
men and women carrying weapons in the streets did not allow me to forget
that Israel is always in a state of emergency, in defence mode. This fact is not
only due to the Shoah, but also to the present political situation. For me, the
fact that I am from Germany with its history, is very present.

In Germany, “Never Again” is emphasised. It remains ambiguous what ex-
actly is meant: Never again war, Never again crimes against humanity, Never again
crimes against Jews — there is some room for interpretation (e.g. Sznaider 2017:
ch. 2, ch. 4). In Israel, too, as I quickly learned, remembrance is important and
the “Never Again” is emphasised. One day, I heard the voices around me fall
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silent, people stopped in consternation. This ritual is expressed physically. In
April of each year, a two-minute siren wail reminds everybody of yom hashoah,
Holocaust Remembrance Day. The Jewish people suffered the crimes of the
Shoah - this must be remembered. Presumably, we are dealing with a plural-
ity of understandings of “Never Again”, both in Israel and in Germany. I feel
a great shyness, almost awe, at the task of undertaking a comparative project
about testing and selecting life in the face of these complexities.

I remember a discussion about one of the leading German intellectuals,
Jiurgen Habermas, who was invited in 2012 to give the annual Martin Buber
Lecture in Jerusalem. In an interview, the Israeli daily Haaretz asked him for
his opinion on Israeli politics. In his answer he agreed that “the present situa-
tion and the politics of the Israeli government require a political kind of eval-
uation,” but this is not “the business of a private German citizen of my genera-
tion.”” Somehow, at least from a German perspective or from my perspective —
aperson who hasjust formulated a kind of hesitation to judge Israeli politics or
practices — this answer is understandable. Yet the fact that a public intellectual
who was considered the founder of discourse ethics withdraws into the private
realm here contains a political message. Commenting on the interview, Omri
Boehm refers to Immanuel Kant’s insistence that “understanding” needs “pub-
lic use of reason” and the demand that the individual should transcend private
commitments to a “standpoint of everybody else” and have the courage to think
“aloud” (Kant 2013; Boehm 2015). Even though I think it is surely not always
sensible to speak up or to engage in the process of judgement — regardless of
whether one does or does not believe in the discourse of “universal human rea-
son” — I also believe that taking refuge in a private position produces a silence
that is eloquent (Schweigen, das beredt ist). Habermas is silent as a German: he
can speak up about a huge variety of subjects as a social philosopher, but when
turning to Israel’s politics he can only be silent as a German. Before, I was cer-
tainly aware of this problem but I was not aware of its profoundness. It comes
as no surprise that people, philosophers or poets become mute in the face of
atrocities and human suffering. Or those who are excluded or not heard may
remain silenced. But should we always be silent, or only speak as German or
as Israeli? Hannah Arendt holds the thesis that “if one is attacked as a Jew, one

7 Noa Limona (2012): Interview with Jiirgen Habermas. Haaretz, 10 August 2012. https:
/lwww.haaretz.co.il/magazine/1.1797148; Omri Boehm: The German Silence on Israel,
and Its Cost, The New York Times, 9 March 2015 (https://opinionator.blogs.nytimes.c
om/2015/03/09/should-germans-stay-silent-on-israel/), accessed 12 March 2022.
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must defend oneself as a Jew. Not as a German, not as a world-citizen, not as
an upholder of the Rights of Man” (Arendt 1994: 12). In this perspective the “as”
makes sense; but a researcher, an intellectual or academic might try to over-
come the constraints that lie in a reaction provoked by being “as” a German, as
someone being nationally impregnated. Saying this does not mean that scien-
tists and their studies are not situated and embedded in a particular history
and society. However, taking refuge in the private and remaining silent means
remaining in a state of anxiety and also refusing communication. Realising
this means for me to live the research with the ambiguity between remaining
a silent listener and a speaker as well as a writer who feels challenged by the
tension between one’s own and the Other’s, history and presence.  hoped and
still hope these are good conditions for conversations.

2.4 How to Sail a Boat (Aviad Raz)

In the spirit of auto-ethnography I would like to highlight some of the signals
of the conversation that in retrospect can be used to connect the dots. Just as
the metaphor of conversation became embodied in the everyday intricacies of
our teamwork, we spoke at the beginning of the project about the challenges
of dialogue as sailing a small boat together — where each team member needs
to balance their weight against the others, and if someone leans out too heav-
ily or abruptly this might compromise the whole boat. We/I even played with
the notion of the sailing boat for a while as a potential project logo, presented
for example in a PowerPoint slide that I showed in our second workshop (see
figure 1). This slide, captured here in its final form, is actually a multiplicity
of images in a collage of layers, each layer appearing on top of the other in a
manner that visually and symbolically represent the conversation between the
different layers and researchers involved in the project.

When the slide presentation begins, the first figure depicts the foetus,
shown in the womb, surrounded by maternal blood, with an arrow pointing to
the site of placental DNA. This is the first layer, focusing on the biology of NIPT.
Then, with another click, the names of various commercial companies offering
NIPT appear. This is a second layer, that of the commercialisation of NIPT,
which has also become a driver of its globalisation. The following layer adds
the flags of Germany and Israel, for the international comparison of policies,
as well as symmetrical figures of a pregnant woman and a doctor, representing
the socio-empirical level of interaction. Finally, three pictures are added to the
collage, representing different manifestations of culture-specific reactions to
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NIPT. There is the famous “Don’t Screen Us Out” poster from the UK disability
advocacy campaign against NIPT, a picture from a demonstration in Germany
against PraenaTest, and a picture of a modern Orthodox Jewish-Israeli couple
holding a baby with Down syndrome. Each one of these pictures tells a story
that is of course only part of a much larger cultural and philosophical puzzle.
They all have various political undertones, which could be potentially spelled
out or remain hidden. At the very outset of the project, we thus confronted the
urgent need to be conversant in various fields, each with its own terminologies
and expertise. This is evidently a well-known challenge in any interdisciplinary
collaboration. The last part of the collage in the slide was the sailing boat, a
centrepiece that is supposed to hold together all the other pieces and layers of
the puzzle. The boat carries the acronym of the project, PreGGI, standing for
“Practices of Prenatal Genetics in Germany and Israel”.

- “poNY
- SCREEN ..

Figure 1 PowerPoint slide showing the layers of the PreGGI project with the sailing boat
logo, 5 March 2018, project workshop in Tel Aviv with invited experts.

Throughout the project we participated in sailing this boat. Sometimes it
was plain sailing, smooth and uninterrupted. The sociologists, philosophers
and bioethicists had to learn how to be crew members. At other times, it felt
like sailing against or close to the wind, with productive frictions that needed
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to be overcome so that the boat could sail on. An illustration of this conver-
sational work can be seen in a PPT slide designed as a summary of an interim
workshop (fig. 2). Already halfway through the project, the slide again presents
the layers of different comparisons: policy, empirical-social, phenomenology,
intercultural and philosophical. The order is both intended and arbitrary. Yet
the fact that the philosophical comparison comes at the end of the list, while
policy analysis is at the start, is intriguing - as well as open to question and
interpretation.

Comparative Analysis and Conversational Study
comparison policy analysis:
between IL/ G « official script

* Comparative data
 cultural context of decoding difference (disability and advocacy

empirical social analysis:
* cultural script (also in regard to official script)
* social practice ‘doing’, attitude, matter of course
conceptual study
conversation + enfolding central concepts, values and norms
in between IL—G ~+ detecting presuppositions of cultural script and social practice
Phenomenology and critic
* delineating the scientific and experience
* exploring the genealogy of meaning structures and relationships

in-between = space

Intercultural philosophical approach
« Tradition, history
* Tendencies, future

biopolitical philosophy and biopolitical theology

philosophy of technique and STS

Figure 2 Summary slide entitled “skizze comparison conversation” composed at the end
of a workshop, 16 March 2019 (IL= Israel, G = Germany)

In the project’s third year, the metaphor of conversation was already half-
routinised and semi-institutionalised, epitomised as the organising platform
for the final/semi-concluding conference of the project (11-12 December 2019),
defined as a “socio-philosophical platform for conversations” to initiate and
support intercultural, philosophical and discursive conversations between dif-
ferent participants, mainly but not exclusively from Israel and Germany. And
now, finally, we are conversing over the book’s pages. I am moved by the per-
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sonal and individually different nature of the conversation. The sailing boat has
anchored; long live the conversation.
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