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Preface

The book “Ethical dilemmas in prenatal diagnosis” is based on the contributions to 
the international conference “Ambivalence of the technological progress in 
medicine” which was held in September 2008 in Frankfurt/Main, Germany. The 
focus of this conference was on technological developments in the life sciences 
which – often tacitly – confront us with new facets of a Faustian seduction. Are we 
“playing God more and more, as some contemporary critical authors of modernity 
are claiming? Achievements in genetic research produce ethical dilemmas which 
need to be the subject of reflection and debate in modern societies. Denial of 
ambivalences that ethical dilemmas arouse constitutes a threat to societies as well 
as to individuals. The European study “Ethical Dilemmas Due to Prenatal and 
Genetic Diagnostics” (EDIG, 2005–2008) investigated some of these dilemmas in 
detail in a field which is particularly challenging: prenatal diagnosis. When results 
from prenatal diagnosis show fetal abnormalities, women and their partners are 
confronted with ethical dilemmas regarding: the right to know and the right not to 
know; decision-making about the remainder of the pregnancy and the desire for a 
healthy child; responsibility for the unborn child, for its well-being and possible 
suffering; life and death.

With this book we would like to contribute to this ongoing and demanding 
discussion from an ethical, psychoanalytical and medical perspective. The book 
presents a compilation of some of the results of the EDIG study providing an 
insight into the interdisciplinary nature of the research. In a sense, this book can be 
considered to be a continuation of the volume The Janus Face of Prenatal 
Diagnostics. A European Study Bridging Ethics, Psychoanalysis and Medicine 
edited by Marianne Leuzinger-Bohleber, Eve-Marie Engels, and John Tsiantis and 
published by Karnac Books in 2008.

Marianne Leuzinger-Bohleber, the coordinator of the EDIG study, introduces 
the subject-matter by giving a short overview of the research project. In particular, 
she highlights clinical-psychoanalytical findings and discusses protective as well as 
risk factors that may help medical staff identify couples who particularly need 
support and help during the process of having to decide on the life or death of their 
unborn child. Then Nicole Pfenning-Meerkötter discusses the management of such 
a large and complex undertaking as the EDIG research project and the challenges 
posed to the scientists involved.
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In the following chapter, Tamara Fischmann presents empirical results of the 
EDIG study, focusing on distress resulting from prenatal diagnosis and related 
ethical issues. She describes the study design and population, as well as the impact 
on women of the testing process. Katrin Luise Läzer scrutinizes the subjective 
attitudes of women towards prenatal testing by analyzing empirical EDIG data with 
a qualitative approach. She explores women’s motives for undergoing prenatal 
testing and their feelings towards the process. A positive test result is a disturbing 
experience for women and their partners who find themselves at the limit of their 
emotional capabilities. Elisabeth Hildt focuses on this difficult issue from an ethical 
point of view studying the responses given by women to the open questions about 
their decision making processes.

After reviewing developments in prenatal testing, the chapter by Helen Statham 
and Joanie Dimavicius provides important information which may help professionals 
give optimum support and care to those undergoing prenatal diagnosis. In particular, 
a number of useful Internet-based resources for professionals and couples are 
presented. Astrid Riehl-Emde and colleagues summarize some 10 years of research 
in Germany, which has focused on collaboration between different professional 
groups involved with women during prenatal diagnosis. The authors suggest that 
although there have been definite advances, there is still a need for better coordination 
of information and care for pregnant women and their partners.

Anders Nordgren reflects, in his chapter, on policy frameworks for prenatal 
genetic counselling and the implications that empirical findings, such as those from 
the EDIG study, may have for informing decisions about policy. Another facet of 
prenatal diagnosis and genetic counselling, highlighted here by László Kovács, is the 
balancing of risk versus the need for certainty. His chapter analyzes differences in the 
practical and ethical concerns of health care professionals and of pregnant women 
and he suggests that ethically sound solutions have to integrate both perspectives. 
Dierk Starnitzke’s contribution draws on his experience as speaker of the board of one 
of the largest institutions for disabled people in Germany. He discusses counselling 
with respect to termination or continuation of a pregnancy after a positive test result. 
Yair Tzivoni argues that a consideration of the unconscious in the decision-making 
process could promote a more ethical and responsible way of working through this 
process both for the person who has to decide and for the doctor/counsellor.

Regina Sommer then draws on the Aristotelian model of decision making in 
order to explain limitations in the choice a pregnant woman will make when con-
fronted with an abnormal prenatal test result. From an applied ethics perspective, 
Göran Collste considers moral aspects of decision-making by drawing on four 
interviews with women who had been confronted with difficult choices through 
the information provided from prenatal diagnosis. Autonomous decision-making  
is also scrutinized in a clinical case vignette from Maria Samakouri and collea
gues. This emphasizes the ways in which certain personality traits and past life 
experiences may influence decisions concerning prenatal testing. And finally, 
Stephan Hau poses the question ‘Different cultures – different ethical dilemmas?’ 
He highlights an ongoing public debate on ethical questions in the field of prenatal 
diagnosis in Sweden.
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This collected volume would not have been possible without the research, effort, 
enthusiasm and patience of the partners of the EDIG study. We thank all those who 
participated in the conference and who contributed a chapter to this book, as well 
as the additional authors. We are particularly grateful to Helen Statham and Joanie 
Dimavicius for their elaborated and thoughtful English editing of the manuscripts 
and for stimulating discussions.

And last but not least we would like to thank all the women and their partners 
who so willingly agreed to participate in this study and gave us so much insight by 
talking to us and by completing all those questionnaires.

January 2011	 Tamara Fischmann 
Elisabeth Hildt 
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Abstract  This chapter offers an overview of the EDIG (Ethical Dilemmas due to 
Prenatal and Genetic Diagnostics) study, a European wide interdisciplinary study 
investigating the ethical dilemmas with which women and couples are confronted 
during and after undergoing prenatal and genetic diagnostics (PND). The societal 
and institutional context, the research questions, the methodological procedures 
and the combination of empirical, clinical and interdisciplinary approaches are 
summarized. The focus of the chapter lies on the clinical-psychoanalytical findings. 
Three extensive single case studies illustrate the complex and individual personal 
experiences of the different women and couples during and after PND and coping 
with its ethical dilemmas. The chapter concludes with a discussion of both protec-
tive and risk factors. These may help the medical staff to identify couples with 
problematic psychic constellations who might need support and help particularly 
during the process of having to decide on the life or death of their unborn child.

Keywords  Ethical dilemma • Prenatal and genetic diagnostics • Protective and risk 
factors digesting an interruption of pregnancy • Psychoanalytic interviews and crisis 
intervention

1.1 � Introduction

As the coordinator of the EDIG study (Ethical Dilemmas due to Prenatal and 
Genetic Diagnostics) I would firstly like to present an overview of the scientific and 
societal context of this interdisciplinary study and secondly some of the clinical 

M. Leuzinger-Bohleber (*) 
Sigmund-Freud-Institut, Myliusstraße 20, Frankfurt 60323, Germany 
e-mail: m.leuzinger-bohleber@sigmund-freud-institut.de

Chapter 1
Ethical Dilemmas Due to Prenatal and Genetic 
Diagnostics. An Interdisciplinary, European 
Study (EDIG, 2005–2008)*

Marianne Leuzinger-Bohleber 

* Parts of this chapter were originally published in The Janus Face of Prenatal Diagnostics:  
A European Study Bridging Ethics, Psychoanalysis, and Medicine, Marianne Leuzinger-Bohleber, 
John Tsiantis, Eve-Marie Engels (eds) originally published by Karnac Books in 2008, reprinted 
with kind permission of Karnac Books.
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psychoanalytical findings from interviews with women and couples during and 
after prenatal and genetic diagnostics. Because many of the participants of the 
study are writing their own contributions in this volume, I am not going into the 
interdisciplinary and empirical findings of EDIG.

Achievements in genetic research produce ethical and moral dilemmas, which need 
to be the subject of reflection and debate in modern societies. Moral dilemmas are situ-
ations in which a person has a strong moral obligation to choose each of two courses of 
action, but cannot fulfil both. Denial of ambivalences that arouse moral dilemmas con-
stitutes a threat to societies as well as to individual persons. The EU wide study “Ethical 
Dilemmas Due to Prenatal and Genetic Diagnostics” (016716-EDIG), was undertaken 
between 2005 and 2008, to investigate these dilemmas in detail in a field which seems 
particularly challenging: prenatal diagnostics (PND). The existence of PND confronts 
women and their partners with a variety of moral dilemmas: should they make use of 
this technique at the risk of hurting the fetus by the technique itself or of being possibly 
confronted with the decision about termination of pregnancy? Once they have under-
gone PND, women and their partners may receive information about abnormalities. 
They must then confront moral dilemmas regarding: the decision about the life or death 
of the unborn child; the responsibility for the unborn child; responsibility for its well 
being when born with abnormalities and for its possible suffering. An important aspect 
is the conflict between individual beliefs and obligations and those of society’s specific 
cultures. These dilemmas have not received full attention in our societies and often 
remain latent, creating a source of distress for women (and partners) which may be a 
burden on relationships. Some couples show better coping capabilities, particularly if 
support from competent professionals is available. However, further research was 
needed to identify those with vulnerability to psychopathology as a consequence of 
abortion after PND results or of giving birth to severely handicapped children. Pathology 
sometimes does not appear until years after the decision. Our study was a contribution 
to this necessary research.

The study described existing care systems across participating centres in Germany, 
Greece, Israel, Italy and Sweden. Data was collected in two substudies, with all 
results integrated into a discourse on ethical dilemmas. Substudy (A) recruited two 
groups of women with partners where possible (with either positive or negative pre-
natal diagnosis results. Overall, 1,832 individuals joined the study). Experiences with 
PND and connected dilemmas were explored using questionnaires and interviews. 
Results have been discussed in interdisciplinary research groups. Substudy (B) inter-
viewed psychoanalysts and their long-term patients who had shown severe psycho-
pathologies as reactions to the dilemmas mentioned. Results of the study can be used 
to discuss possible protective and risk factors for women/couples undergoing PND 
and to give perspectives for training. The EDIG study offered a unique opportunity 
for multidisciplinary dialogue between ethicists, psychoanalysts, medical doctors, 
philosophers and cultural anthropologists. Furthermore, the relatively detailed inter-
views with women/couples after PND as well as the empirical findings from ques-
tionnaire data could be used by all the different authors with different disciplinary and 
cultural perspectives, as was illustrated in our first publication (Leuzinger-Bohleber 
et al.  2008a, 2008b). This volume will deepen this impression.



31  Ethical Dilemmas Due to Prenatal and Genetic Diagnostics

1.2 � Prenatal and Genetic Diagnostics – New Sources  
of Human and Ethical Dilemmas

Coping with modern technology in the life sciences and medicine (genetics, 
biotechnology, atomic physics etc.) has become a major issue for people living in 
the twenty-first century creating new chances and possibilities but also new dangers 
and ethical concerns. Probably the best-known example is the discourse on nuclear 
physics in which the ambivalence of techniques becomes visible. Techniques can 
be misused in building the atomic bomb or applied for peaceful purposes, producing 
electricity in nuclear power stations.

In the EU study summarized in this chapter we have investigated ethical dilem-
mas connected to another of these new technologies, prenatal and genetic diagnos-
tics. This is a relevant discipline in modern life sciences, which seems particularly 
challenging. In many European countries amniocentesis, for example, is a routine 
diagnostic tool for women becoming pregnant over the age of 35 years. In the last 
decades enormous progress has been made in prenatal diagnosis of genetically 
based diseases and other serious abnormalities. However, several problems have 
emerged which wait to be answered. This is especially true with respect to ethical 
dilemmas emerging in this context. We know that a positive prenatal genetic diag-
nosis creates distress for all women and their partners as they face the difficult 
decision about the life or death of their unborn child. However, the reactions of 
women and their partners to this situation vary. Although several individual, reli-
gious and social factors and different coping strategies have been described in the 
literature, further research was needed taking also into account different national 
and cultural factors within the EU research area. The EDIG study was a first con-
tribution to this discussion.

Identification of groups of women, their partners or specific partnership constel-
lations, who will react with extensive feelings of vulnerability to findings concern-
ing severe abnormalities of the fetus is difficult. According to clinical psychoanalytic 
experiences and studies, severe depressions or other psychopathological symptoms 
may be expected as reactions sometimes years after the termination of the preg-
nancy or its continuation and the birth of a severely handicapped child. However, 
some women do not suffer long-term adverse effects after termination or this stress-
ful life situation. Support from the partner, the family and professionals seem to be 
protective factors as may be more open discourses on ethical dilemmas in society. 
This study aimed to investigate and describe both protective factors and risk factors. 
Individuals or couples who are particularly sensitive should get special support dur-
ing the crisis due to positive prenatal findings.

Nevertheless, how women/couples react to this situation may depend on how 
this ethical dilemma is addressed by professionals working in the healthcare system. 
This important issue was another focus of the two substudies of the project A and B 
(see below).

The objectives of the project addressed the problems and dilemmas due to tech-
nological progress in science and technology from the individual perspective of 
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the women undergoing the process of prenatal diagnostics, their partners and the 
health professionals working with them. These objectives are highly relevant for 
bridging the gap between ethics and developments in the life sciences and their 
technologies. It focused on promoting the interdisciplinary exchange with ethicists 
and clinicians who are experts in uncovering possible consequences for psychic 
health of negotiating ethical conflicts. This primary objective was achieved by 
creating an exchange between the experts of various disciplines relevant for these 
issues, including ethicists, philosophers, clinical psychologists, psychoanalysts 
and medical doctors working in this field. Whereas the cooperation between ethi-
cists and medical doctors is already well established in the field of medical ethics, 
the intensive exchange between ethicists and clinical psychologists as well as 
psychoanalysts, as took place within the EDIG study is rather innovative. Another 
innovation was that highly theoretical discourses in ethics and philosophy have 
been connected with both detailed clinical observations from interviews with 
couples during and after decision making around PND and empirical data from 
questionnaires. This also allowed discussion of one of the most important ques-
tions of modern ethics, namely the relationship between empirical findings and 
ethical principles and standards. Large differences in the perception, assessment 
and ways of dealing with these ethical conflicts exist in different European coun-
tries (see e.g. Nationaler Ethikrat 2003). For this reason countries with different 
cultures and traditions were part of the study, including: Sweden with a long lib-
eral tradition about abortion; Greece, a country where some parts have a more 
profound religious tradition (both majority: Christians and 1% Muslims); Israel 
and Germany, because the number of terminations after problematic prenatal and 
genetic findings is extremely different between the two countries (80% in Israel 
and 23% in Germany) (cf. Raz 2004); and Italy, a country with a catholic back-
ground in a changing societal situation, for example the dramatic decrease in the 
number of children per couple). Thus, the project addressed culture specific fac-
tors and generated original findings on these relevant issues. In addition, our study 
contributed to deepening the understanding for the cultural differences within the 
EU as well as to be the first to establish shared quality standards in this field. This 
is an important step in the process of the culturally sensitive integration of 
European differences.

The most important aim of this study was to address major ethical dilemmas in 
the context of genetic and prenatal diagnosis, and through that help to create greater 
awareness of, and sensitivity to these dilemmas among various segments of the 
societies. Another important contribution was to develop strategies and therapeutic 
tools for women and their partners to help them deal with the problematic conse-
quences of their situation. A multidisciplinary approach helped to involve various 
healthcare providers, to improve knowledge transfer and to support dissemination. 
The results also are relevant for political decision makers, in the different European 
countries (as members of the national ethic committees), which have been or still 
will be included and addressed in the dissemination of the findings of our study (see 
www.sigmund-freud-institut.de).
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1.3 � State of Art of Knowledge in the Area of Research  
as Starting Points of EDIG1

1.3.1 � Knowledge Based on the Empirical Studies on Decision 
Making After PND

Our study was a continuation and in parts a transcultural replication study of the 
investigations of a research team in Cambridge (Statham et  al. 2001). Statham 
(2002) summarized the literature on women’s experiences of PND as follows:

“In the absence of prenatal screening, some 2% of babies will be born with a structural 
anomaly, in 7 out of 800 with Down syndrome, and similar numbers with chromosomal or 
serious genetic disorders. Most of these occur in healthy women who enter pregnancy with 
little thought to being ‘at risk’. In most countries, prenatal screening for such fetal abnor-
malities will be offered as a routine component of the antenatal care for women. If a diag-
nosis is made, decisions have to be made about management of the pregnancy. The nature 
of the abnormality, the gestation at diagnosis and the prevailing legal framework for 
abortion will determine the options available to parents.
  Research that investigates decision-making after prenatal diagnosis and parents’ 
psychological response after termination or continuing the pregnancy have been recently 
reviewed. The principle findings are:

– � When given a diagnosis parents are shocked and write of ‘reeling from shock, numbed 
by a sudden catastrophe’ (Brown 1989) or ‘the image of myself, alone, screaming into a 
white plastic telephone’ (Rapp 1984).

– � It is widely accepted that decisions should be ‘informed’, an informed decision being 
one in which values, knowledge and attitudes, and behaviour of the decision-maker are 
congruent (Marteau et  al. 2001). However there is little research evidence about how 
women make decisions following the diagnosis of a fetal abnormality.

– � Whatever the abnormality and whatever the decision they subsequently make, parents 
will lose what they had believed previously was a normal pregnancy (Green et al. 1992; 
Marteau and Mansfield 1998; Statham 2003). Experiencing symptoms of acute grief 
including anger, despair, guilt, inadequacy, sleeping and eating difficulties (Hunfeld 
et al. 1993) they have no choice but to make difficult decisions about the management 
and outcome of the pregnancy.

– � After a termination virtually all women show an acute grief response and psychological 
distress is high in the short-term (Hunfeld 1995; Hunfeld et al. 1993; Elder and Laurence 
1991; Black 1989; Zeanah et al. 1993; Iles and Gath 1993; Salvesen et al. 1997). For 
example, in the study by Iles (Iles and Gath 1993) 41% of study participants showed 
symptoms of psychiatric morbidity when assessed using the Present State Examination 
four to six weeks post-termination. Psychological distress declines over time for most 
women (maximum follow-up time of four years) (Hunfeld 1995; Hunfeld et al. 1993; 
White-van Mourik et al. 1992; Black 1989; Iles and Gath 1993; Salvesen et al. 1997) 
although some remain distressed up to 2 years after the termination.

– � A number of factors have been investigated as potentially predictive of lasting 
psychological distress. They can be classified into three main categories: the obstetric 

1 State of art concerning the discussions in modern bioethics: see Engels and Hildt in Leuzinger-
Bohleber et al. 2008b.
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characteristics of the termination, socio-demographic characteristics of the woman and 
her family, and characteristics of the care given to the mother. Findings across studies 
are variable and as with other perinatal losses, little can be said with certainty beyond 
the importance of social support (Zeanah 1989; Gregg 1988; Hunfeld 1995; Chambers 
and Chan 2000; and in Toedter et al. 2002; Lasker and Toedter 2000).

– � Little attention has been given until recently about parental needs when continuing a preg-
nancy after a prenatal diagnosis when care focuses on the baby.

It has been suggested that these inconsistencies have arisen because methodologies are 
poor. An alternative to the view that existing studies are not good enough is that perinatal 
grief is too complex an emotion to seek to quantify. Recent research on grief and bereave-
ment is challenging earlier models, in particular those that assume that the absence of a 
complicated process of grieving is pathological (Stroebe 1992). While earlier models 
emphasised the ‘sameness’ in individuals’ responses to bereavement, the individuality of 
the response to grief is increasingly being identified, challenging the assumption that there 
are universal stages of emotional adjustment and universal tasks of grieving that have to be 
completed (Neimeyer 1999). Rather than measuring features of grief such as ‘core bereave-
ment’ (Burnett et al. 1997) or ‘maladaptive symptoms’ (Prigerson et al. 1995) it is possible 
to use different strategies such as understanding individuals’ narratives to explore the per-
sonal impact of the pregnancy loss (Neimeyer 1999)”. (Statham 2002, p. 236).

Thus taking into account the limited empirical research on decision making after 
PND, the EDIG study has been one of the largest empirical studies to have been 
performed. Specific features of the study are that it is EU wide, is prospective and 
combines quantitative and qualitative approaches, a multidisciplinary theoretical 
perspective and a practical orientation.

1.3.2 � Psychoanalytical and Clinical Knowledge

Understanding individual narratives and their idiosyncratic conscious and uncon-
scious experiences belong to the aims of a psychoanalytic treatment. Thus, we were 
convinced that the specific psychoanalytic knowledge based on the intensive thera-
peutic experiences with pregnant women as well as with women or men who had 
gone through dilemmas due to PND could add an important and unique dimension 
to the multidisciplinary dialogue on these issues. The data gathered in long-term 
therapies with individuals cannot be collected by any other research method. 
Therefore, we wanted to systematically investigate the clinical observations of 
psychoanalysts and former patients concerning different coping possibilities with 
dilemmas due to PND.2

Many clinical psychoanalytic studies have shown that pregnancy is a central 
event in women’s life cycle, confronting them with the value and potentials as well 
as with the anxieties of women’s gender identity (see e.g. Giovacchini 1979; Pines 
1993; Stern 1995; Bassin et al. 1996; Leuzinger-Bohleber 2001).

2 The resources of EDIG only allowed us to realize this part of the study, Substudy B, in Germany, 
Greece and Sweden.
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For example, pregnancy enables a process of integrating infantile fantasies on 
ones female body and identity into a self-concept in which creativity as a female indi-
vidual may be combined with motherhood. On the one hand this process means a new 
opportunity in the life of women (and their partners). On the other hand, this may also 
be a source of danger for one’s own development. Pregnancy may bring about uncon-
scious fear of retaliatory attacks on one’s inner space and one’s fertility or confront 
women with their unconscious fantasies and impulses which often have a quality 
which psychoanalysts characterize as “archaic”. According to psychoanalytic theories 
the origin of these archaic fantasies can be found in real experiences in early childhood 
and childhood fantasizing, psychic processes in periods of the human development, 
which have been dominated by relatively primitive ways of thinking and feeling. 
According to a “simple” attempt for orientation this state of mind is “pre-ambivalent”: 
The psychic realities are rigidly split into absolute categories (differentiating between 
“good” and “bad”, “right” and “wrong” etc. see below). But because the human psyche 
does not seem to forget anything, these archaic modalities of psychic functioning have 
been perceived in the unconscious. In everyday lives of “normal adults” these archaic 
states of the mind are not mainly influencing current emotional and cognitive pro-
cesses because they are well integrated in more mature modalities of psychic function-
ing and kept in the unconscious by functional defence processes. However: in 
extreme (traumatic) situations, with some structural analogies to the original infantile 
experiences, these unconscious fantasies can be reactivated and then determine the 
current psychic realities. We think that the traumatic situation after a positive finding 
in PND is structurally predetermined to reactivate early experiences on life and death, 
which have been kept in an archaic dimension of one’s unconscious.3

To mention just one example a little bit more in detail: Leuzinger-Bohleber 
(2002, 2006) discussed her clinical observations in long-term psychoanalysis 
with women who had decided to interrupt their pregnancy. Some of these women 
suffered from severe unconscious guilt feelings even years after the interruption. 
These guilt feelings were connected to the just mentioned archaic level of psy-
chic functioning, an unconscious “truth” to be a “totally evil, condemnable child 
murderer” who never deserves to be happy again and has to fear revenge. These 
fantasies had been one of the unconscious sources of severe chronic depressions 
as well as of sleep disturbances, anxieties and psychosomatic symptoms. They 
were connected to an ubiquitous female fantasy system, which Leuzinger-
Bohleber (2001) described as “Medea fantasy”.4 The “Medea fantasy” may, as 
Freud (1908) presumed, have been an early-infantile day-dream fantasy of the 

3 By the way: this psychoanalytic thesis gets new support by contemporary neurosciences, which also 
postulates that “the brain does not forget anything…” (see Leuzinger-Bohleber et al. 2008a, 2008b).
4  The unconscious fantasy is probably still the most central psychoanalytic concept. Although 
other therapeutic disciplines, academic psychologists, cognitive and neuro-scientists talk about 
‘unconscious information processing’, too, they usually mean a different, a descriptive uncon-
scious. Above all the concept of the dynamic unconscious which assumes that human behaviour 
is unconsciously determined by repetition compulsion still serves to distinguish psychoanalysis 
from the outside and to assure common ground from the inside.
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women, in which earliest bodily experiences and primal fantasies (as e.g. on the 
primal scene, birth and death etc.) had been included and, as Sandler and Sandler 
(1983) postulated, probably had been banned into the unconscious in the 4th or 
5th year of life, becoming part of the dynamic unconscious. The content of the 
fantasy may have been rewritten ‘nachträglich’ again and again, e.g. by gender 
fantasies in adolescence as well as fantasies on motherhood and femininity in 
late adolescence. In the centre of this unconscious fantasy was the conviction 
that female sexuality is connected with the experience of existential dependency 
on the love partner and the danger of being left and narcissistically hurt by him. 
The women unconsciously fear their own sexual passion might revive uncontrol-
lable destructive impulses in a close, intimate relationship, which are directed 
against the autonomous self, the love partner and above all against the offspring 
of the relationship with him, against their own children. Thus they are uncon-
sciously convinced to be capable to kill their own children in a situation of 
extreme dependency, devaluation and narcissistic injury (see myths of Medea by 
Euripides).

One of our theses in EDIG was, that this “archaic” unconscious fantasy system 
and similar ones can be reactivated in a situation like PND where a woman has 
to decide on life and death of her unborn child, psychoanalytic hypotheses which 
we tried to clinically evaluate further in EDIG (see Leuzinger-Bohleber et  al. 
2008b, p. 151 ff.).

In this context it also seems important to consider the fact that PND takes place 
during a period of pregnancy in which many women develop an intensive attach-
ment to their unborn child which can be observed e.g. in specific fantasies, dreams 
or daydreams of these women. Therefore having to interrupt pregnancy and thus 
losing the unborn child might not only arise intensive feelings of loss and mourning 
but also severe guilt feelings. Seen from a psychoanalytic perspective the situation, 
of having to “kill” one’s fetus, thus easily can reactivate the unconscious “Medea 
fantasy” or other primitive unconscious fantasies. If these reactivations are not 
recognized and “worked through” the woman will be determined by the reactivated 
primitive (“archaic”) level of psychic functioning which might become one of the 
possible sources for not being able to overcome the psychic crisis after the interruption 
within some months but developing a yearlong psychosomatic or psychic illness. 
From a psychoanalytic perspective we suppose that such psychodynamic factors 
could be responsible for the minority of women, mentioned above who seem to 
suffer from long-lasting psychosomatic and psychic symptoms after an interruption 
of their pregnancy.

To mention just another example: For some women PND seems uncon-
sciously experienced as a possibility to “prove” that the baby was not harmed by 
one’s own destructiveness. According to Langer and Reinhold (1993) for many 
couples negative PND findings are indeed a relief and thus a chance for a less 
burdened pregnancy. In contradiction to this, Hohenstein (1998) has interviewed 
14 pregnant women with similar motivation for PND. Hohenstein found that 
their anxieties did not decrease when they received negative findings but rather 
increased. Nevertheless, all these women would undergo PND again but pled for 
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a supporting professional attitude of the medical staff including the ethical 
dimensions in the context of decisions after PND. The results yield in the neces-
sary condition of offering counselling possibilities for couples after PND (cf. 
Braehler and Meyer 1991). Ringler and Langer (1991) developed an interdisci-
plinary counselling concept for couples with the diagnoses of severe “fetal 
abnormalities”.

Many psychoanalysts have reported on their clinical experiences that some 
women suffered from severe depressions often after an abortion or after the birth 
of a severely handicapped child, despite of positive prenatal findings. As just 
mentioned, depressions were seen to be due to unbearable unconscious guilt feel-
ings (Leuzinger-Bohleber 2000, 2002, 2006). Girardon-Petitcolin (2001) describes 
how the painful choice of the impossibility and traumatic separation from a mal-
formed fetus seems to summon up the parts that are not represented in oneself. 
This process can be seen as condensed in the figure of the “dead child”, summa-
rizing the failures in the subject’s history of symbolization. It imposes the fall of 
the wonderful child of primary narcissism and creates a void that attracts “mel-
ancholiform” reactions in which the subject may be afraid of losing herself. In 
contrast, the opportunity for elaboration within the clinical setting offered 
through these situations allows – in the best of all cases – a chance for what has 
not been symbolized to be taken up once more and open the possibility for explo-
ration of other subjective potentials.

It is interesting that not all women or men in therapy who had undergone a ter-
mination of pregnancy reacted with severe psychopathological symptoms. Personal, 
idiosyncratic, resilient individuals, familiar, and social supports seem to be protec-
tive factors as well as a public atmosphere that allows open discussion of the ethical 
dilemmas. Such open discourse seems to help those couples who are in the situation 
of having to decide over life or death of an abnormal fetus (and other related ethical 
issues) to experience grief in a direct way. Thus, they might be able to talk openly 
about the difficult emotions and fantasies involved instead of having to taboo them. 
Seen from a psychoanalytic perspective, the latter case increases the risk to ban 
emotions, conflicts and fantasies into the unconscious and consequently to an 
increased risk for developing psychopathological symptoms at some point later in 
life. It also increases the probability for a regression onto the archaic level of 
psychic functioning mentioned above.

In EDIG we further studied these clinical hypotheses. The multidisciplinary 
framework of the psychoanalytical interviews offered a unique possibility to compare 
psychoanalytic and non-psychoanalytic understandings of the clinical findings as will 
be illustrated in the different chapters written by the experts in ethics in this volume.

1.4 � Participants in EDIG

Table  1.1 gives an overview of the participating scientists in EDIG, state 2008 
(remark: some of the dates have changed in the meantime).
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Table 1.1  Overview of the participating scientists in EDIG

Participant name Country Participating institution

Marianne Leuzinger-Bohleber  
(Prof. Dr. phil., clinical psychologist, 
psychoanalyst)

Germany University of Kassel/
Sigmund-Freud-Institut

Manfred E. Beutel (Prof. Dr. med., 
psychiatrist, psychologist, psychoanalyst)

Germany University of Mainz/SFI

Antje Haselbacher, (Dr. rer. medic, 
psychologist)

Germany University of Mainz

Tamara Fischmann (Dr. rer. med., 
Dipl. Psych., clinical psychologist, 
psychoanalyst, methodological expert  
for the project)

Germany Sigmund-Freud-Institut

Nicole Pfenning (psychologist) Germany Sigmund-Freud-Institut
Katrin Luise Läzer (Dr. phil.) Germany Sigmund-Freud-Institut
Samuel Fischmann (Dr. med., Gynaecologist) Germany Sigmund-Freud-Institut
Ulrike Beudt (Dr.med., genetic scientist) Germany Sigmund-Freud-Institut
Bernhard Rüger (Prof. Dr. rer. nat., 

statistician)
Germany University of Munich/SFI

Dagmar von Hoff (Prof. Dr., expert in 
cultural, gender and literary studies)

Germany University of Mainz/SFI

Axel Scharfenberg (Oeconomist) Germany Sigmund-Freud-Institute
Eve-Marie Engels (Prof. Dr. phil., Chair for 

Ethics in the Life Sciences, Faculty of 
Biology, and Interdepartmental Centre for 
Ethics in the Sciences and Humanities, 
IZEW, Spokeswoman)

Germany Eberhard Karls University  
of Tübingen

Elisabeth Hildt (PD Dr. rer. nat., Chair for 
Ethics in the Life Sciences, Faculty of 
Biology, and Interdepartmental Centre for 
Ethics in the Sciences and Humanities, 
IZEW)

Germany Eberhard Karls University  
of Tübingen

László Kovács (Dr. phil., Chair for Ethics in 
the Life Sciences, Faculty of Biology)

Germany Eberhard Karls University  
of Tübingen

Regina Sommer (M.A., Chair for Ethics in 
the Life Sciences, Faculty of Biology)

Germany Eberhard Karls University  
of Tübingen

Rachel Blass (Prof. Dr. phil., clinical 
psychologist)

Israel Hebrew University of Jerusalem

Vardiella Meiner (M.D., geneticist) Israel Hadassah medical organization, 
Hebrew University hospital

Nili Yanai (M.D., gynaecologist) Israel Hadassah medical organization, 
Hebrew University hospital

Yotam Benziman (PhD, philosophy, ethicist) Israel Hebrew University of Jerusalem
Gideon Bach (Prof. Dr. med., Head of Human 

Genetics)
Israel Hebrew University of Jerusalem

Beatriz Priel (Prof. Dr. phil., Head of Clinical 
Psychology, Track: Behavioral Sciences)

Israel Ben Gurion University of the 
Negev

Rivka Carmi (Prof. Dr. med., Head of the 
Genetics Institute)

Israel Ben Gurion University of the 
Negev

Nicolas Tzavaras, MD Professor of 
Psychiatry – psychoanalyst

Greece Democritus University of Thrace

(continued)
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Table 1.1  (continued)

Participant name Country Participating institution

Maria Samakouri, MD Assistant Professor of 
Psychiatry

Greece Democritus University of Thrace

Konstantia Ladopoulou, MD Lecturer in 
Child Psychiatry

Greece Democritus University of Thrace

Evgenia Tsatalmpasidou, MSc, psychologist Greece Democritus University of Thrace
Katsikidou Magda, MD Greece Democritus University of Thrace
Miltiadis Livaditis, MD Associate Professor 

of Social Psychiatry
Greece Democritus University of Thrace

John Tsiantis (Prof. Dr.med., psychiatrist) Greece Athens University
Stephan Hau (PD.Dr.phil., clinical 

psychologist, psychoanalyst)
Sweden/

Germany
Linköping University/SFI

Göran Collste (Prof. Dr. theol., Center for 
Applied Ethics)

Sweden Linköping University

Anders Nordgren (Prof. Dr.phil., Center for 
Applied Ethics)

Sweden Linköping University

Helen Statham (psychologist, Senior 
Research Associate, Centre for Family 
Research)

England University of Cambridge

Joanie Dimavicius (Consultant in Health and 
Charitable Sector)

England University of Cambridge

Gherardo Amadei (Prof. Dr. med., 
psychiatrist, psychoanalyst)

Italy Università Cattolica del Sacro 
Cuore di Milano

Ilaria Bianchi (PhD, psychologist) Italy Università Cattolica del Sacro 
Cuore di Milano

Diletta Fiandaca (psychologist, 
psychotherapist)

Italy Università Cattolica del Sacro 
Cuore di Milano

Edgardo Caverzasi (Prof. Dr.med., 
psychiatrist, psychoanalyst)

Italy Università di Pavia DSSAP 
CIRDIP, IRCCS S. Matteo 
Pavia

Filippo Sarchi (Dr.med, psychiatrist ) Italy Università di Pavia DSSAP 
CIRDIP

Irene Cirillo (Dr.med, psychiatrist ) Italy Università di Pavia DSSAP 
CIRDIP

Prof. Eugenijus Gefenas Lithuania University of Lithuania

1.5 � Summary of Some Clinical Findings of EDIG  
and Selected Interviews

In the above-mentioned publication (Leuzinger-Bohleber et al. 2008b) we summa-
rized seven selected interviews with women/couples after prenatal and genetic 
diagnostics as well as the procedure for performing and analyzing the interviews. 
All the interviews have been evaluated by a group of experienced psychoanalysts 
(“expert validation”) in order to guarantee that the interviews were summarized and 
condensed in a professional way. The group also helped to select those seven inter-
views, which seemed best to illustrate the broad range of possible coping strategies 
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with ethical dilemmas by different women and their partners. The narratively 
summarized interviews have been a central supplement to the findings of the quan-
titative parts of EDIG (see Fischmann in this volume) because they offer a detailed 
impression of the individual experiences that each of these women and their part-
ners have gone through, what PND meant to them, particularly if they were unex-
pectedly confronted with positive findings, how they tried to decide in this situation, 
what ethical dilemma they mentioned and if and how they felt supported or not in 
their decision and experiences etc. A unique feature of the EDIG study was that 
these interviews could be used as joint information for the multidisciplinary 
exchange. All the authors of our first publication referred to the same interviews 
(see Leuzinger-Bohleber et al. 2008b).

The summaries of the interviews could not be shortened too much because they 
need to illustrate the complexity as well as the individuality of the experiences that 
the specific woman and her partner are going through after PND. In our earlier 
publication the seven interviews represented a broad spectrum of different situa-
tions: a decision against PND (Interview 1, interview 7), situations after having 
interrupted pregnancy due to positive findings (interview 2, 3, 4, 6) and the decision 
to continue pregnancy in spite of a trisomy 21 (interview 5). In the limited space of 
this chapter we can just reprint two of these interviews and one of substudy B.

Interview 3: “ The child without a face....”
This interview from substudy A was chosen in order to illustrate how a couple 

may face a situation of deciding on pregnancy interruption even if they did not 
choose to use PND.

Mrs. C. immediately called back after her therapist told her about our research. She and her 
husband are willing to come to a hotel for the interview. In my eyes they are an attractive 
couple, both tall persons and slim. Both are academics working in different areas. While 
Mrs. C. is in the bathroom, casual small talk arises between her husband and myself. He 
talks about his work and the fact that he spends much time travelling. After a short pause, 
I once more explain the target of our survey. Both listen attentively. A long and coherent 
report by Mrs. C. follows, calm but still emotionally involved. Her husband supports this 
report attentively, in a discreet and sensitive manner.
  Mrs. C interrupted her pregnancy 5 weeks previously. Although she is nearly 40 years 
old and her husband even a little older, they decided against amniocentesis, as they were 
very aware about the dilemma they would become involved in if receiving positive diag-
nostic findings. Additionally they did not want to take the risk of a spontaneous abort, 
which happens in one in 200 cases. Both report that – in contrast to many others – they 
know what a probability of 0.5% means (Mrs. C. too, is a natural scientist). They were 
concerned about the fact that, at their age, the probability of giving birth to a disabled 
child is increased. Nevertheless they assumed that “everything is okay”, because Mrs. C. 
felt very well during the first weeks of her pregnancy. But soon they were confronted with 
a shock: During a routine ultrasonic testing the doctor told her that something was wrong: 
The fetus, so the doctor, had no face. They were referred to a further special ultrasonic 
testing: the diagnosis was confirmed. It was horrifying for the couple. In particular both 
found it dreadful that the child was shown to them on a giant screen by the doctor – with-
out a face. “Here you can see its ears; where the face should be, there is nothing…” Due 
to the enlargement it looked awful. This happened on a Thursday – on Wednesday she had 
been given information about the complications for the very first time. On Saturday she 
had the appointment for the interruption of her pregnancy. Therefore Mrs. C. was asked 
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to start intake of the tablets at once: there was hardly any time for reflection or for valedic-
tion. On Thursday she read a book written by a fellow sufferer “Expecting a baby, sudden 
end”, who had been in the same situation – which was very helpful for her. Nevertheless 
the whole experience was a “traumatic situation” (Mrs. C.): both of them were so pleased 
about the pregnancy. Both often state that they would have felt happier if the doctor had 
not noticed the abnormality on her simpler apparatus, and the consequence had been a 
spontaneous abort. “Admittedly, the child might then have been bigger, and the risk for 
mother and child might then have been higher, etc.….” “In this respect, one has to be 
thankful for the technical possibilities…” Mr. C. adds. Yet, in terms of the childbirth, Mrs. 
C. was lucky, it took only 5 h, and due to the painkillers was endurable. They told her that 
childbirth could take up to 36 h. This was a horrid thought for her. Presumably it was 
positive that the child was not so big at this time. She herself did not want to see the child. 
Mr. C took a look. He showed me the extent of his distress when telling me that he did 
not feel sure that looking at the child had been good for him. Now he has got a picture in 
his mind, which does not disappear.5 We discuss, that the confrontation may prove helpful 
for some people, because reality is often less awful than fantasy. Mr. C seems to doubt 
this. But still he could – should Mrs. C. ever want it – tell her about his perception. 
Additionally, a photo still exists, although only a Polaroid photo. They have not yet taken 
a look at it. It is still enclosed in a sealed envelope. This, by the way, is a proposal: there 
should be better cameras at the clinic’s disposal. Further the room was unfriendly and 
dowdy. Mrs. C. had wished the room to be painted in friendly colours, with a bunch of 
flowers inside etc. In addition it felt painful to hear the noises of childbirth and the crying 
of the newborns inside the maternity ward, and her child was dead. There is definite scope 
for changes: institution, staff and premises should be committed to the special situation of 
the couples in a more appropriate way.
  For Mrs. C. realising what had happened was worst when she got back home. Mr. C. 
invited her to join him on the ship to participate in an expedition to distract her, a strategy 
which subsequently turned out to be totally illusory. Physically, as well as emotionally she 
was not fit for it: the couple indicates that it came to a severe crisis, because he started 
working again, and only gave up his travelling plans, when he saw what a bad state his wife 
was in. He showed empathy in emphasising that the partner’s release from work for 1 week 
should become institutionalised in such cases – this would document that it is “not merely 
a stronger menstrual period, but the loss of a child…” Both had not paid enough attention 
to this fact. “And I was in an awfully bad state for a whole week…” Mrs. C. reports.
  It proves of great help for Mrs. C., who had lost her brother from cancer a few months 
before, that she has therapeutic conversations with me so that the two experiences of loss 
do not mingle too much. It is perceptible that she latently accuses her parents for being so 
engaged in mourning over their son, that there is no room for mourning over their dead 
granddaughter and that there is hardly any empathy for their daughter’s traumatic 
experience.
  Many times, Mr. C. tries to comfort his wife during the interview, telling her that she 
could get pregnant again – and then hopefully everything would be alright. Both seem to 
fear a second disability. They await the results of the pathological examination. They have 
no genetic dispositions in their families, she neither smokes nor drinks – but nevertheless 
feelings of guilt arise in such a situation, and they ask themselves what they had done 
wrong. However both think that the deformity could have hearkened back to a spontaneous 
mutation.
  Mrs. C. would – now that she finally is able to “work again a little”, would like to write 
a report in a journal referring to this topic – a quasi way of coming to terms with her loss. 

5 There is a big discussion in the UK currently about seeing babies – new NICE guidelines discourage 
professionals from encouraging it, though most bereavement support organisations are not in 
support (Commentary: Helen Statham).
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I express my wish that she will get the chance to deal with less distressing topics during a 
normal pregnancy. “I am a person that can abide the good and the bad beside each 
other…”
  She would like to be in touch with our survey and possibly use this as an opportunity to 
disseminate her report during the course of our congress. With the help of her report, she 
wants to help couples that are in similar situation – and this way they hope to contribute to 
an improvement of the professional handling of abortions connected to prenatal diagnostics. 
For example, dealing with the dead child was difficult: after several phone calls, they were 
informed that the child had still not been transferred to the pathology department, but still 
“was lying about somewhere…, we passed the hospital by day and by night without know-
ing if our dead daughter was there…” They did not want an individual funeral for their 
daughter, but are ambivalent about a collective funeral, which will take place months later. 
Both request more frequent dates for those funerals. To me it seems as if both fear the situ-
ation of participating in this ritual together with other couples who they do not know.
  At the end of the interview they ask whether, in case of a further pregnancy, it is advis-
able to consult the same hospital. On the one hand the premises will remind her of the 
traumatic experience, on the other hand she already knows the staff and they know her and 
her history. I advise her to discuss this with Mrs. M., her psychotherapist.

Summary of the experts’ validation:

Within the group initial associations revolve around thoughts like “technical development 
makes ‘murderers’ out of parents”; “how can one endure being pregnant with the certainty 
that the child has no face”. From that moment when technology had been implemented, the 
further course of the pregnancy seems to have been predetermined.
  The question arises why there was no free rein given to the situation; why they did not 
allow natural childbirth with subsequent death, in order to be saved from acting as 
‘murderer’. The “haste” is rooted, presumably, in the fact that the idea of carrying a face-
less child is not endurable. Had there been no intervention, as Mr. C. points out, his wife’s 
life might have been in danger. Was this medical fact, or his own terrifying fantasy? The 
hasty interruption could then be seen in this context. Massive feelings of guilt seem to play 
a role as well in the interview, so it must be assumed: “Are we guilty of the deformation of 
our child, because we have waited for such a long time and are now too old?”
Two foci emerged in the expert group’s discussion:

1. � The experience of becoming pregnant intentionally and the pleasure, joy and pride of 
expecting a baby is abruptly disrupted by the doctor’s words: “The fetus has no face”. 
For the couple an abortion seems horrifying because it means destroying the physical 
and psychological bond between parents and child. The topic of killing a handicapped 
baby is associated with this situation.

2. � The individual dynamics between the couple could have determined the way the 
situation is handled: the terrible hurry, the husband’s fantasy that everyday could con-
tinue since the interruption would just be something “like a strong menstruation”. Could 
Mrs. C.’s breakdown have been avoided if someone had taken over the holding function 
during the acute crisis of decision and interruption? (Even reading a book seemed to 
help her a bit at first).

  The group discusses possible fantasies about “the break down”: The abortion is probably 
experienced as a place where something ‘terrifying’/‘dirty’ is ejected (the child ‘without a 
face’ which had to be removed because it might endanger the mother’s body may have 
evoked anal fantasies). Afterwards the couple seem to be scared about this thought. Does 
Mrs. C. try to express these experiences when she accuses the staff: “It could have been 
handled differently, the room could have been more colourful, flowers in the room, etc.”
  At the end of the discussion the topic of the individual funeral arises. Against the back-
ground of the couple’s history, it is pointed out again that “children who could not be 
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brought into the world are treated in a dishonourable way”. Due to the collective funeral a 
massive process of dispossession, as well as dehumanisation takes place. Funerals should 
be held contemporary to the death, in terms of funerals of our dead ones, as befits the first 
cultural achievement of mankind.
  One “motto” of this interview was described: Due to modern prenatal diagnostics every-
body can be confronted with an unexpected ‘discovery’ of a severe abnormity of the fetus 
which entails a situation in which one has to decide on the life and death of an unborn baby. 
The sudden loss of joy, pleasure, bonding to the growing baby may have a traumatic qual-
ity. A late pregnancy interruption is not merely “like a strong menstruation.” For couples 
in this situation a professional ‘holding’ by staff, friends, the family, psychotherapists etc. 
might prove very helpful for coping with these burdening experiences.

Interview 5: “Now we have our little toad at home. No, no, seriously we tenderly 
call her our ‘little beetle’ because of the way she keeps her legs bent…”

In contrast to the interviews with the couple just mentioned the following couple 
from substudy A decided not to interrupt pregnancy despite the PND result indicat-
ing that their daughter would have ‘trisomy 21’. In order to give an impression of 
their experiences during the phase of decision-making and after the birth of their 
daughter we summarize here the two follow-up interviews with the mother and the 
father of the now 6-months-old trisomic child.

Interview with Mrs. E

Mrs. E. who was eager to be interviewed, talked a lot and vividly during the entire inter-
view – as she already had in her first interview with me when she was 5  months 
pregnant.
  She immediately begins to explain, that her daughter was born 6  months ago by 
Caesarean section, because “she decided to dance around on my sciatic nerve” during the 
last few weeks of pregnancy. “We are so happy”, she continues, “because B. has only a 
light version of trisomy 21 and practically no comorbidity. The only attendant symptom 
apparent is a ‘ventricle-septum-defect’ with three tiny little holes in the cardiac septum. 
One of them has closed up already on its own and the other two will follow soon”, Mrs. E. 
says reassuringly. “B. was relatively small when she was born, but she is now developing 
and growing well. She has just started to crawl and babble very sweetly”. Mrs E. imagines 
that B. will develop just like any other baby in her first year and subsequently be out-
stripped by the others. Mrs. E. is full of joy about her little daughter, something she never 
imagined she could feel: “It is so wonderful with her, we are so happy and it is such a joy 
coming home every day. She loves her father, but when I come home from work at night, 
it is me who is the most important one. Then she is practically living all over me… Papa 
is a little bit jealous… I am working fulltime again, as we had planned all along, in fact I 
was called back to work when still on maternity leave. This has been very hard. And I still 
do have days when I ask myself what I am doing with these silly people at work – why 
don’t I stay home with my little daughter instead… ? We always had agreed that my hus-
band will stay at home for the first 2 years and that I go back to work again (she earns more 
money than he and he had to change jobs anyway on account of health problems). We have 
also decided to move into an apartment in order to save money. We already rented a little 
garden next to our new apartment where our little daughter will be able to play”. They are 
well known in their village, last but not least due to their very colourful baby carriage. “Our 
daughter has been fully accepted by everyone already....” “Had you been concerned about 
this?” I ask her. “Yes, particularly regarding elderly people, e.g. our neighbour…but now she 
is like a grandmother to our daughter and just loves her.... But even if people had not 
accepted our decision: that would be their problem and not ours! We took a very conscious 
decision to have our little girl!” I ask if their decision has been questioned. Mrs. E. denies 
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this: she very actively offers information and her viewpoint even where not asked. In 
contrast to her husband who – after joining a baby crèche where parents meet weekly with 
their babies aging from newborn up to 3-year-olds – has not offered any information on the 
trisomy of his daughter to the others, but has decided to wait until the others ask. She is 
now 6 months and no questions asked so far; he is considering giving some information. 
“We both would like to prepare our daughter in case she should ever be asked why she is 
different from other children. She should then say: I just have one thing more than you; 
namely a chromosome! We hope that she will not make any negative experiences e.g. with 
other children who sometimes ask awkward questions. Parents of trisomy 21 children have 
told us that their children had been very disappointed because they were rejected for hug-
ging other children spontaneously…”. I point out to Mrs. E. that she wants to make sure 
that B. will know how to meet any obstacle, e.g. being named ‘mongoloid’. She reacts 
indignantly over that term. In her job she sometimes meets with people from Mongolia and 
“Trisomy 21 has nothing to do with Mongolia, using this term is purely discriminating!” 
She wants her daughter to identify with a motto known from an organization for the handi-
capped: ‘It is normal to be different’.
  Mrs. E. then continues to elaborate on her experiences in the clinic. She made sure to 
speak to doctors before being hospitalized to inform everybody there that she will give 
birth to a trisomy 21 child. Thus everybody was informed and empathized with her situa-
tion. They even admired her for her decision. Her daughter had to be checked in the chil-
dren’s clinic which was located in a different building from where she was hospitalized. 
“The second day after my c-section I made a sitting strike in my wheel-chair at the chil-
dren’s clinic stating that I wanted to have my baby… they finally handed her out to me and 
allowed me to take her with me. After his initial indignation the doctor eventually even 
expressed admiration – I still have very good contact with him…” In the last part of the 
interview Mrs. E. talks again about her painful experiences with the loss of her first two 
‘babies’. She had two stillbirths within 1  year. B. was her third pregnancy during that 
1 year, despite the fact that she is already 40-years-old. “We are so happy to have her …” 
On the ‘day of remembrance for stillborn children’ she went with B. to the grave of her 
grandmother (who took care of her during her whole childhood). “I stood there remember-
ing my two dead babies and thought to myself ‘I cannot even really tell B. that I am here 
because of her siblings, since if I had had one of them she would not be here’… ”. At the 
end of the interview Mrs. E. wants to know how many trisomy 21 children we have in our 
study. She is shocked to hear that B. is the only one!

Interview with Mr. E

Mr. E. comes to the interview with 6-months-old B. She sits on his lap during the entire 
hour of the interview, sucking his thumb or her comforter. He obviously has good contact 
with her. For me it is obvious that B. is a trisomy 21 child (eyes, tongue, she has difficulty 
holding her head by herself etc.). I realize that I am irritated that Mr. E. proclaims several 
times during the interview that other people do not realize that his daughter suffers from 
trisomy. “We are very, very happy with her – everything is fine…” Mr. E. says at the begin-
ning of the interview. He summarizes their experiences during the 9 months since our last 
interview. “It was the right decision. I enjoy taking care of her. For my wife it is hard to go 
to work every day – but she has to cope with this – we always planned it this way. My wife 
is often jealous that I am the most important person for B. Even if I leave her alone with 
my wife for a little while she misses me and wants me to come and see her.... B. determines 
my whole day – she has to be taken care of from 8 a.m. on all day long: I can never sleep 
longer and sometimes I don’t even find time to cook a meal for myself.” He talks about his 
daily schedule which (to my mind) seems to be quite rigid. The couple leave B. an hour to 
play by herself after she wakes up around 7 a.m. During the day they manage to feed her 
precisely every 4 h and give her a bottle at 9.30 p.m. in order to get enough sleep. The baby 
never waves to his wife (see interview above). B. is well accepted by everybody. After 
Christmas he plans to inform the other parents of his baby group about the trisomy of B. 
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“If anyone has problems with this: that is his problem and not ours”. The only problem they 
have had was with friends from the medical profession who could not understand that they 
decided against an interruption of pregnancy. “That’s it: they are not our friends anymore… 
either they accept B. as she is or it means the end of our friendship…” He then talks in 
detail how they decided to continue pregnancy. The most terrible situation was waiting for 
the definitive results of the amniocentesis because they feared it could be a trisomy 18. 
They were so happy to hear that it was “only trisomy 21” and that no severe comorbidity 
had been discovered. If B. had had severe health problems they would have interrupted the 
pregnancy. “So your motivation was on medical and not religious grounds…?” Mr. E. nods 
in approval. He then reports how they looked for a name for B. They chose one which is 
easy to write because they wanted her to be capable to write her own name later. We have 
the “goal for our daughter to be able to live on her own by the age of 20 – we don’t expect 
her to be a student or anything like that – but just to live on her own perhaps within a group 
of handicapped people…” I finally ask him directly if there are moments where he regrets 
his decision. “Well sometimes I think – did this have to happen? – but this lasts only a few 
moments. Last week, e.g., she was teething and was clinging to me for 3 whole days – I 
could not even eat breakfast. This was terrible… But afterwards I thought well she was in 
pain and then everything worked out again…” He then talks about his son from his first 
marriage whom he had to give up when his son was three because of his divorce. “With B. 
this will not happen to me again – I will see her development without any interruption … 
and this is wonderful…”. He has not told his son, who lives in a city quite far away about 
the birth of B. “He is just starting school and has some problems – I did not want to burden 
him – I will tell him later on. I only have contact to him by phone, and never see him face-
to-face …”
  At the end of the interview we talk about the study. We should inform his wife – she will 
then tell him everything, he says.

Expert validation:

The group members first verbalize their admiration for the vitality of this couple and their 
capability to cope with difficult situations. They seem to have large and stable resources 
(see e.g. the fight of Mrs. E. to get her baby out of the children’s clinic). The role reversal 
seems to have many practical advantages (economic etc., health problems of the husband) 
although some problems seem observable (e.g. that Mr. E. seems to be absorbed by his 
concern not to be fed “well enough”, which we know to be a common concern of many 
men after the birth of a child). The feeling of being happy might at the same time serve 
defence purposes (e.g. against the painful feeling of not having a ‘normal child’ or an 
avoidance of mourning) but at the same time it seems very functional in order to cope well 
with the situation. The couple seem capable of enjoying the fact that they have a child 
together (after two stillborn babies) and to experience this as happiness instead of feeling 
resentment at not having a ‘normal child’. We also discuss the fact that Mrs. E. had been a 
rejected child given away to her grandmother shortly after her birth. From this angle the 
experts estimate that loving a child could also have a deep reparative psychological func-
tion for her. With pride and amusement she talks about the fact that her parents usually only 
come to see her after a visit to their hairdresser in town. “Now they come so often that I 
doubt that the hairdresser has any hair left to cut at all… they just want to see B....”
  One “finding” of these interviews was that the decision for or against a handicapped 
child (e.g. suffering from trisomy 21) seems to be highly individual, depending on bio-
graphical factors of the parents as well as aspects of their current life situation. These indi-
vidual factors seem to be dominant compared e.g. with questions how much support for the 
handicapped child can be expected from society. There appears to be a connection between 
the capability to ‘love a handicapped child’ and handling of personal ambivalences, psy-
chological resources and coping strategies, as well as with stable and relatively mature and 
stable defensive strategies. The parents’ resources to find creative and original solutions for 
a “good enough” everyday life with a handicapped child seem to be essential.
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Interview 6 (substudy B): “Why should you risk such a burden.....PND turning 
death to life…”

The following two interviews were chosen to shed light on ‘positive’ possibili-
ties implementing PND in families with a severe genetic problem.

A psychoanalytical colleague answered our letter requesting cooperation in substudy B. He 
offered to ask a former psychoanalysis patient, Mrs. F., who had undergone PND in the 
1990’s due to a genetic problem (haemophilia) in her family. I called up Mrs. F. who agreed 
to be interviewed.

Summary first interview:

Mrs. F. waits in front of my University office for 10 min before the interview appointment; 
she is a pleasant woman, about 50 years old with short grey hair and expressive brown eyes. 
On our way to my room we start a pleasant and informal conversation about the current 
situation in German universities etc. She works with drug-addicted patients as a social 
worker.
  I ask her to tell me about her experiences with PND. She starts to tell her story in a very 
coherent and impressively communicative way: it proves unnecessary to ask her any of the 
semi-standardized questions:
  She became pregnant for the first time at the age of 19. She decided in favour of an abor-
tion “because I would not have been able to raise a child at that time.” At 23 she again 
became pregnant from her later husband and again decided to abort. “I was in such an 
instable psychological state at that time – I would not have been capable to function as a 
mother, nor would my husband. He also agreed to the abortion… I was not capable of 
really feeling close to someone else. I longed for proximity but always destroyed it myself 
e.g. by having another lover. I was in such an instable psychological state. My husband X. 
then got a job in South Africa for 2 years. Paradoxically X. felt much closer to me while 
living abroad and wanted to have a more stable relationship. I finally decided to visit him 
there…This decision was in fact quite good for me because I had to face my definitive 
relationship with X. officially. At that time I developed phobic symptoms – first concerning 
mice and other small animals, afterwards I was afraid of dogs. Finally, before leaving for 
South Africa I wanted to sign some cheques for the trip and suddenly started to tremble so 
intensively that I could hardly write… This symptom was also a problem in South Africa. 
X. observed it and told me that I needed professional help. When we came back to 
Germany I looked for psychoanalytic treatment.
  The phobic symptoms disappeared very soon. Much more important for me was that I 
‘found myself’ during psychoanalysis: I developed a stable basis within myself. When I 
was 32 I finally discovered an intensive wish to have a child. I had never thought of it 
before seriously…” “Was this due to the genetic problem in your family?” I dare to ask, 
because Mrs. B. had not mentioned this problem although she had talked about it during 
our first telephone call.
  After a short pause she starts to tell the story of her “heavy, burdened childhood”: Her 
parents, relatively poor people without much education, got married when her mother was 
19, her father 21-years-old. Their first son suffered from haemophilia. The parents did not 
know anything about this illness. The family doctor sent them to the University Clinic 
when U. was 1 ½ years old. “It probably was the way my parents were handling the illness 
which was so terrible: they could not help my brother because they just did not have ade-
quate knowledge. They both often denied the illness. And then terrible things happened”. 
The doctors fixated his one leg. Once U. was chewing gum and produced a clot of blood 
beneath his tongue. The doctors feared that this clot of blood could wander into the brain 
and kill my brother. Therefore he was shut into a room of the clinic fixed in a strange posi-
tion to keep his head straight. Not until my brother was 29 did my mother discover a spe-
cialist on haemophilia in another big German city. My brother finally got adequate medical 
treatment. He is still a very difficult person, now also suffering from AIDS (having become 
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infected by blood transfusions). He also was very envious of me and often tortured me as 
his 6 year younger sister.
  She then talks again about psychoanalysis. “It has been such an important and good 
experience for me. I really seemed to discover myself in the depths of my psyche. I had lived 
behind a kind of white screen for years not really living in the Here and Now of the present. 
Losing this basic feeling of unreality was the most important development during psycho-
analysis and enabled me to finally dare to become pregnant.” Only after her wish to become 
pregnant became real did she undertake genetic testing and discovered that she indeed car-
ries a genetically deformed X chromosome. She became pregnant very soon and underwent 
‘Chorionic villus sampling (CVS)’. Something went wrong during this medical procedure: 
She suffered serious bleeding which finally became so dangerous that she had to take medi-
cation to prevent labour. In the second interview she talks about her panic attack CVS 
because she felt helpless and at the mercy of the doctors. She felt the same when under 
medication for preventing premature childbirth. She found this situation unbearable. 
Therefore she decided to tell the doctors “to cease medication after some hours and to leave 
it to nature…” It was very important for her that the nursing staff supported her decision. 
Without medication labour started. She was narcotized and delivered of a genetically normal 
boy in the 20th week. After this procedure she wanted to leave the clinic at once: “I did not 
want my baby to be associated with illness…,” she says. She was very sad about the loss of 
her son.
  She felt well treated and supported by the medical staff. The doctors told her to wait 
6 months before trying to become pregnant again. She did – and underwent an amniocen-
tesis this time. She got a positive result.“ I had decided in advance that in this case I will 
interrupt the pregnancy. It was not such a painful experience as the first time”. She then 
described that a cousin of hers had hurt her with serious reproaches: “How can you select 
your baby like in a supermarket: This is one I want, and this one is not...... Without analysis 
I would not have been able to endure such reproaches…” I, as interviewer, support her 
while she expresses her wish of not wanting her own child to suffer so much as her brother 
had to during his whole life. “My brother was also very hurt by my decision”. It was only 
in analysis that I comprehended that for him my decision meant: “You don’t want a person 
like me to live – you kill him off!” “Thanks to analysis I was finally able to talk openly 
with him and try to explain that my decision was not directed against him as a person but 
against the illness…”
  It was very important for her that her husband shared and supported her decision. “I just 
did not want to continue the darkness of my family. Perhaps you could do better with a 
handicapped child than my parents did – but I was not sure if I personally could do a good 
job....” Her mother had warned her not to become pregnant: “Why should you risk such a 
burden.....!” she said – pregnancy can mean a catastrophe. Nevertheless she became preg-
nant again and gave birth to a normal daughter: “ It was such great joy and happiness – my 
daughter is 15 now – and has changed my whole life…” She still seems very proud that 
she had a “very normal pregnancy and an easy birth”. “After 3 h we could leave the clinic 
and cook spaghetti at home…” she reports with a bright and happy smile.
  She sometimes feels sad because she has only one child. “I finished my psychoanalysis 
because we went abroad again – this would have been an ideal situation to have another 
child but I did not dare to go through ‘the same procedure’ again without my analyst. 
Without the possibility to work through all my feelings and conflicts concerning pregnancy 
and child abortion I felt too vulnerable to go through it all again… I am so grateful to have 
one healthy child. My husband feels the same: he was also against a second 
pregnancy…”
We agree to have a second interview 3 days later.

Supervision

We are impressed by the coherency and the self-reflectiveness of Mrs. F. She talks about deep 
insights in a very personal language and way of expression; impressive is also Mrs. F.’s capac-
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ity for creativity and strength to find a ‘good life’ in spite of severe traumatisation during 
childhood. We suppose that her yearlong feeling of ‘living behind a screen’ could be due to 
her severe traumatisation and indicate dissociative states (as we often find them with severely 
traumatized patients).
  We wonder if the development of phobic symptoms could unconsciously have been con-
nected to her two abortions. If possible we would like to ask Mrs. F. in the second interview 
if she had thought about this possibility in psychoanalysis.

Second interview

The good emotional rapport between Mrs. F. and myself is resumed at once. I ask her 
if the first interview has evoked too many painful memories in her. She denies this and 
tells me that it was important opportunity for her to talk about all these experiences again. 
She then surprises me with her remark: “Maybe I am not the right person to talk with for 
your study. I had already made my decision before I was confronted with the positive find-
ings. Maybe women who never had to think of the possibility of having to decide on life 
or death of their unborn child experience the ethical dilemma in a more intensive way then 
I did…” I am impressed by Mrs. F.’s empathy and identification with the aims of our 
study.
  She now talks about her sister. After an abortion she did not become pregnant for 
5  years. She separated from her husband and fell in love with another man: she then 
became pregnant (at 37 and then again at 41). “She has no genetic deficiency – but she was 
of an age where many women choose amniocentesis. My sister refused this – she took the 
risk of giving birth to a handicapped child…” The sister has a better relationship with her 
brother then Mrs. F. “She was the third one: my brother did not feel so envious towards her 
as with me…”
  I now dare to ask if she felt guilty because of the early abortions and if – in psychoanalysis 
– they had found out that abortion was involved with the development of the phobic symptoms. 
She denies my hypothesis: “No – I felt no guilt because of the abortion. I was so much in love 
at 19 – we felt like little children, having sex without any precaution for a whole year. We never 
thought about possible pregnancy – which all sounds very childish to me now. My ex-boy-
friend thinks similarly: I am still in contact with him. He also thinks that abortion was the best 
step to take at that time…
  Nor do I feel guilt about the second abortion: my husband and I agree that we would not 
have been capable parents for a child…” We talk about the ‘Zeitgeist’ during these years: she 
was influenced by the feminist movement with its slogan: “Mein Bauch gehört mir…” (My 
belly belongs to me). Abortion was not forbidden or taboo in these groups at this time. In 
psychoanalysis they understood finally that the phobic symptoms of not being able to sign a 
cheque was unconsciously connected to the taboo to ‘demonstrate’ that she had become an 
independent and sexually mature woman – not a child anymore. Signing had the meaning of 
publicly demonstrating this truth!
  She remembers that her mother had strongly tabooed sexuality. When she used some 
lipstick in her early adolescence her mother used to say: “Are these early signs of a 
prostitute?” In her early childhood she always felt more attracted to her father than her 
mother. “My father used to smell so beautifully – I liked to sit on his lap… Even now I 
feel closer to him and feel a need to be apart from my mother. I hate her constant com-
plaining and even blaming others for her own terrible fate… I never want to be like that. 
When something bad happens to me, I always try to do something actively against it. E.g. 
when I got the news that I am a ‘transmitter of haemophilia’ I did not complain or blame 
my parents for this fate: I just thought I will have to make the best of it…” ‘Turning pas-
sivity into activeness..’ became one of her major character traits. “In analysis we under-
stood that the wish to actively do something against bad things is sometimes exaggerated. 
I can hardly bear to just wait and suffer even for a short time without going into action 
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right away…” “Did your father have a similar outlook?” “No, he was a rather anxious 
person. He worked in his father’s little firm, a terrible patriarch who decided on the life 
of my father and humiliated him publicly again and again… He died at the age of 58 
from his third heart attack.... Therefore I think I developed the active way of problem 
solving myself… I am still very proud that I left home at only 17 – to go to a school in 
another town which I had chosen all by myself, without my parents even knowing about 
my application…” We then talk about the sunny and shadowy sides of this early vital and 
extreme flight into autonomy during adolescence. Mrs. F. describes her insights during 
analysis: she also felt very much alone during these years “without a core making me feel 
at home within myself....” She already developed first phobic symptoms during these 
years.
  She again describes her feeling as living behind a screen for years during adolescence 
and late adolescence. As I ask her if this could be a defence against her fear of being 
flooded by sudden terrible traumatic events again as she had repeatedly experienced during 
her childhood, she remembers that her mother used to reproach her: “You were a child of 
very little empathy. When your brother had to be taken to the hospital in the middle of the 
night – and the ambulance came to pick him up with sirens blaring and blue lights flashing 
– you did not even used to wake up. You slept like a bear....” She agrees that these reactions 
might have been a psychological attempt to build up a protective shield against sudden 
traumatic events. “I think that my symptom of living behind a screen or looking at things 
only through a narrow tunnel – could have been the continuation of this coping and defence 
strategy of my childhood…”
  At the end of the interview she asks me if we would also be interested in interviewing a 
young woman from another genetically burdened family who has just given birth to a 
normal child after having undergone PND. She wants to ask this woman if she would be 
willing to be interviewed.
Saying goodbye, she again tells me how grateful she feels that psychoanalysis has enabled 
her to give birth to a healthy child “and to leave the darkness of my childhood behind 
me…”

Summary of the experts’ validation

All the experts agree that Mrs. F. has achieved an impressive way of dealing and coping 
with the severe traumatisation of her childhood. They support the hypothesis that for Mrs. 
F. the main achievement of psychoanalysis had been to develop her own stable core per-
sonality and to overcome the feeling of “not really living on this Earth”. The feeling of 
living behind a screen is probably connected to dissociated states documented in clinical 
work with severely traumatized patients. Thus, probably the first two abortions were not 
experienced as ‘reality’ at the time, perhaps one reason why Mrs. F. did not develop any 
guilt feelings.
  Mrs. F. gives an impressive example for the necessity of professional help in a situation 
where decisions have to be made for or against the life of an unborn child. ‘Playing God’ 
probably overtaxes the psychological capabilities of many women. Mrs. F. can describe 
how painful her guilt feelings were when deciding to abort the handicapped embryo – a 
human being like her brother. Maybe this is one reason why she likes working with drug 
addicts: “It is so touching for me to see that some of the alcoholic patients are able to stop 
drinking and become healthy again…” “You can stop drinking alcohol – but you can not 
stop being a haemophiliac…”
  Mrs. F. also described how helpful and important the medical staff and the support of her 
husband and the analyst had been for her. “Without analysis I would have never dared to 
become pregnant....” She needed professional therapeutic support in order to be able to 
separate from the darkness of her childhood and decide for a healthy child, “on the sunny 
side of life…”
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1.6 � Some Concluding Psychoanalytic Remarks on Clinical 
Findings of EDIG by Interviewing Couples After PND

Using these selected interviews with three women/couples after PND I have illus-
trated how the personal experiences and coping with the ethical dilemmas can be 
both complex and highly idiosyncratic. By listening so intensively to women/cou-
ples who had undergone PND and communicating with their experiences I also 
hoped to transmit some insights on possible short-term and long-term effects of late 
pregnancy interruption or a decision to give birth to a handicapped child. I attempted 
to summarize the interviews relatively close to the verbalization of the interviewee 
and, taking into account the methodological considerations mentioned above, have 
been careful with psychoanalytical interpretations. We used expert validation 
mainly as a possibility to try to comprehend the conscious and unconscious com-
munication of the interviewee as cautiously and correctly as possible.

In spite of the highly individual dimension of experiencing ethical dilemmas due 
to PND we would like to conclude this chapter with some general psychoanalytical 
remarks concerning our clinical findings. They are based on the exchange with 45 
women/couples after PND who have been interviewed in the Frankfurt/Mainz 
group to date. The second source consists of interviews with 16 psychoanalytical 
colleagues concerning their psychoanalytical insights gained in long-term psycho-
analyses with women after interruptions of pregnancy (mostly performed by me). 
Of course these considerations are preliminary and primarily aim at formulating 
some hypotheses on risk and protective factors for women/couples undergoing 
PND that require further investigation in the future.

For all the women/couples the unexpected confrontation with a positive finding 
of PND, the necessity of deciding on life or death of an unborn child, and particularly 
the experiences of late interruption of pregnancy were extremely burdened. For 
some of them they were even of traumatic6 quality. As already mentioned, accord-
ing to Bohleber (2000, p.798) experiencing trauma can be characterized as having 
to cope with a situation, which has the quality of “too much” (in respect of the so-
called oeconomical as well as the object relational model of contemporary psycho-
analysis). Cooper (1986) defined psychic trauma as an event, in which the capability 
of the ego to guarantee a minimal feeling of safety and integrity is suddenly over-
whelmed, evoking overflowing anxieties and a state of mind of extreme helpless-
ness. Such a traumatic event leads to long lasting changes of the psychic 
organization (see also Fischer and Riedesser 1998). From an object relational per-
spective the basic trust in a helpful, ‘containing’ and empathetic inner object is 
destroyed because this ‘good inner object’ was not capable of protecting the self in 
the traumatic situation. In all the interviews summarized in this chapter, the over-
whelming, and in some cases traumatic quality in connection to PND was obvious. 
We would expect that for some of the women/couples these experiences indeed 

6 I cannot go into the current debate on trauma here. This term is often used in an imprecise, broad way 
und thus in danger to lose its explanatory power (see e.g. Leuzinger-Bohleber et al. 2008a, 2008b).
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have the long-lasting effects of the trauma described above. But why do our empiri-
cal findings replicate the findings of other studies that for the majority of the 
women/couples the experiences seem to have the quality of a relatively short crisis, 
which can be overcome within a relatively short period of time whereas for others 
this is not the case? How can we differentiate between these two groups?

Most psychoanalysts who have been interviewed agree on the following 
psychoanalytic considerations:

A woman (or couple) going through an extremely burdening (or even traumatic) situation 
(such as being confronted with an unexpected, shocking diagnosis e.g. “the child has no 
face…”, or having to give birth to a dead child) has to mobilize extreme forms of coping – 
and defence strategies in order to ‘survive’ the acute (traumatic) situation. For psychic rea-
sons the complexity of the situation has to be reduced radically in order to enable a decision 
(e.g. concerning the life or death of the unborn child within a few hours or days or to go 
through the birth of a dead child) and to act in this extreme situation. If these experiences do 
have a traumatic quality, then often a specific coping mechanism, so called “dissociation”, 
can be observed: The self dissociates from its emotions, fantasies, thoughts in an extreme 
way. It ‘flees’ into a different state of mind, which (on the surface) has nothing to do with the 
overwhelming emotions and fantasies evoked in the traumatic situation. The individual – at 
first sight – can function surprisingly well, is e.g. able to work and cope with everyday situ-
ations shortly after the traumatic event. But at the same time the individual has lost the inner 
connection to one’s self, its own emotions and thoughts, to the object (e.g. the partner) and to 
the “real quality of life”. This state of dissociation is often not recognized by the person her- 
or himself and not connected to the traumatic situation, e.g. with the loss of the baby etc. As 
we know from long-term psychoanalysis such dissociative states may sometimes endure for 
years and – unconsciously – determine the psychic reality of the individuals (see e.g. Mrs. 
F.). The severely traumatized persons hardly find their way back to ‘normal life’ again, and 
are not really fully living in the present again. They have completely lost touch with the 
ground under their feet. They generally don’t feel any rapport to other persons anymore and 
have lost the basic feeling of being the active center, the motor of their own lives (see also 
Leuzinger-Bohleber et  al. 2008a, 2008b). For some of the women/couples investigated in 
substudy B this seemed to have been the case: Even after years after the interruption of preg-
nancy they have not regained psychic normality. Others seem to overcome the crisis and even 
psychic states of dissociations within a relatively short period of time. While listening to them 
you get the impression that they were able to finally integrate the extremely burdened experi-
ences into their selves and identities often with the help of ‘empathetic others’, supporting 
persons in their private lives or in professional contexts. Why are experiences after PND for 
some women/couples traumatic and others just severely burdened?

In order to clarify these questions let us take into account some further consid-
erations based on the classical structural model of psychoanalysis and some 
newer theoretical approaches in psychoanalysis (see Leuzinger-Bohleber 2008c). 
According to clinical observations the extreme (traumatic) situation of suddenly 
being confronted with life and death of one’s own child either reactivates7 an 

7 In the situation of PND – in which you have to chose between life and death of the unborn child 
mostly within a very short period of time – you have hardly any open space (or what in psycho-
analysis is called “intermediate space”) in order to experience and consider the many facettes of 
your decision. The structure of this situation, having to clearly decide between “yes” or “no”, 
shows analogies to a preambivalent state of the mind, the so called “paranoid-schizoid position”. 
Therefore a reactivation of this archaic state of the mind is highly probably in this situation.
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“archaic”8 state of psychic functioning or leads to extreme regression into an 
archaic state of psychic functioning: As Freud (1926) has already described, the 
confrontation with one’s own death or the death of a close and beloved person 
(particularly one’s own child) is an overtaxing psychic situation and absorbs all 
the psychic energy at once. Death anxiety is the most extreme form of anxiety, 
which mobilizes primitive coping and defence strategies. We think of ‘primitive’ 
mechanisms like denial, splitting, projections and projective identifications etc. 
(see Moser 2009). This archaic state of psychic functioning is dominated by a 
pre-ambivalent state of the mind, which Kleinian psychoanalysts called the para-
noid-schizoid position. This state of mind is characterized by an extreme psychic 
split between ‘bad’ and ‘good’, ‘black’ and ‘white’, victims and persecutors. 
Connected with this state of mind is the reactivation of an archaic world of 
unconscious fantasies on murderers and innocent victims, witches and saints, 
devils and angels etc. The Medea fantasy, mentioned in the introduction of our 
publication (Leuzinger-Bohleber et al. 2008a, 2008b) seems to be one example of 
such an ubiquitous female (body) fantasy. Many women, deep in their uncon-
scious world, are convinced of having the potential to become the murderer of 
their own children, particularly in a situation of extreme helplessness, narcissistic 
vulnerability and overtaxing loneliness. Unconsciously they thus fear revenge 
and suffer from unbearable guilt feelings. Also (archaic) oral fantasies are often 
evoked, e.g. the fantasy of an oral conception of the baby, of having poisoned the 
fetus e.g. by smoking, drinking alcohol or having taken dangerous medication. 
The ‘fact’ that the fetus had to be ‘eliminated’ in order not to threaten the life of 
the mother, may also evoke anal fantasies (see e.g. Mrs. and Mr. C. both seemed 
to be psychically absorbed with fantasies about the “dirty, terrifying fetus” on the 
photo in the enclosed envelope, which had to be expelled. It seemed like a kind 
of reaction formation that they so urgently asked for a friendly, clean room with 
flowers etc.). In other interviews and therapies we could observe that oedipal 
fantasies had been reactivated in the context of PND. Five psychoanalysts 
reported that the disability of the fetus – unconsciously – was experienced as a 
punishment for infantile oedipal wishes. The deformation of the fetus and the 
interruption of pregnancy were – unconsciously – thus seen as revenge or a pun-
ishment for such forbidden wishes.

The regression onto this archaic level of psychic functioning with a primitive, pre-
ambivalent logic of good and bad, right and wrong – as well as the reactivation of the 
just mentioned archaic unconscious fantasies – may be some of the psychic sources 
for the unbearable quality of shame and guilt feelings. As illustrated in many inter-
views and reports from psychoanalyses, many of the patients who had interrupted 

8 “Archaic” means a psychic functioning which seems typical of an early developmental stage. It is 
often used in psychoanalysis as an opposite term to a “mature” level of psychic functioning. Due to 
the limited mental processes of such early developmental stages, we could metaphorically talk of a 
“primitive attempt” to find orientation by clearly discriminating between “good” and “bad”, “black” 
and “white”. Psychoanalysts speak of a preambivalent way of psychic functioning.
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their pregnancy seemed unconsciously convinced of being a child murderer, always 
magically expecting revenge and punishment. To mention just one exemplary case:

50-year-old Mrs. H. was seeking therapy, because she suffered from heavy depressions. At 
the age of 44 she underwent a feticide, because she was 6 months pregnant with a trisomy 
21 child. The ultrasonic test additionally showed further abnormalities (deformation of the 
heart, reduced growth, etc.). The doctors advised her to interrupt pregnancy, as there was a 
high probability the child would not be able to live. Her husband and the whole family 
supported her in this decision. Nevertheless, during psychoanalytical treatment it became 
obvious that Mrs. H. suffered from severe unconscious feelings of guilt and that she felt 
like the ‘murderer’ of her child, which is one of the major reasons for her depression. She 
was haunted by obsessional fantasies which dealt with the memory of the deadly needle 
during the feticide (she and her husband were watching, and they could see how long it 
took). She had to carry the dead child in her womb for 4 days until childbirth could be 
initialised, another source of archaic unconscious oral fantasies: Who is killing whom – the 
mother the baby or the other way around? Only when these fantasies could be worked 
through in the therapeutic relationship the depressions more or less disappeared.

From a psychoanalytical point of view9 a confrontation with one’s own uncon-
scious archaic world of a murderous self and other10 can hardly be prevented going 
through a late interruption of pregnancy in which a ‘murdered child’ is indeed part 
of ‘reality’. This outside reality is often then confounded with the ‘archaic inner 
reality’ into which the traumatized person has regressed. To get in touch with this 
state of mind and the archaic (of course unrealistic!) quality of the fantasies and its 
characteristic psychic functioning is a presupposition for overcoming regression 
both after and in acute traumatisation. This means returning onto a more mature 
level of psychic functioning where you can ‘rediscover’ and experience the com-
plexity and the ambivalences, which are always connected to PND. This is indis-
pensable in order to overcome the trauma or the extreme crisis and to regain 
psychological health. The empirical finding (mentioned by Fischmann in this vol-
ume), that women/couples who had interrupted pregnancy due to a positive finding 
of PND and who expressed their impression that “there is no right decision in such 
a situation”, might be an indicator for these psychic processes.

9 Of course we do not have the space in this volume to elaborate on the basic finding of psycho-
analysis that all infantile fantasies are kept in the unconscious. In normal, everyday situations they 
do not disturb the psychic functioning of a “healthy adult person” because they are psychically 
well integrated and kept in the unconscious by functional defence processes. But in extreme (trau-
matic) situations, with some structural analogies to the original infantile experiences (e.g. to 
become pregnant bears some similarities with being fed by another, existentially important person 
as a baby), these unconscious fantasies can be reactivated and then determine the current psychic 
realities. We think that the traumatic situation after a positive finding in PND is structurally pre-
determined to reactivate early experiences on life and death which have been kept in an archaic 
dimension of one’s unconscious. By the way: this psychoanalytic thesis is given new support by 
contemporary neuroscience research which also postulates that “the brain does not forget any-
thing…” (see Leuzinger-Bohleber et al. 2008a, 2008b).
10 Working psychoanalytically with women in such a traumatic situation often reveals, that unbear-
able own murderous impulses are projected onto the partner or the medical doctor, a psychic 
possibility to “morally fight” them as attitudes of the partner and the doctors vehemently.
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Psychoanalysts know that in extreme (traumatic) situations, where an individual 
is confronted with life and death, the personal inner psychic resources mostly prove 
to be insufficient in order to cope in a mature and healthy way with the overtaxing 
situation if one has to cope with the situation totally alone, without support by 
emotionally close persons or a supporting social environment. Therefore, all the 
women/couples undergoing late interruptions of pregnancy due to PND absolutely 
need a counterpart to their reactivated archaic inner world in their outside reality, in 
a loving partnership, the family, friends, but also in the professional medical care 
during PND in order to finally overcome the regression and to regain a more mature 
level of psychic functioning after a relatively short crisis. If such support is not 
forthcoming the crisis might culminate in a dramatic process in which the individ-
ual is in desperate need of professional help in order to cope. The therapist proves 
to be a “good real object” that helps the patient to find her way back to reality, out 
of the nightmare of inner persecutions, archaic guilt feelings, shame and despair. 
Only after such therapeutic working through is a process of mourning – and psychic 
healing – possible.

For overcoming the acute crisis not only the support from the outside reality but 
also a stable inner object world of the individual itself might be protective factors 
which enable the majority of the women/couples to regain their psychic equilib-
rium, or what Kleinian analysts call the “depressive position”, a capability to cope 
with mature ambivalences and complexities again. If “good inner objects” can be 
mobilized in the acute crisis and can be supported by the experience with “good 
objects” in the outside reality, feelings of loss, guilt and shame can be experienced 
in a more mature way and lose their persecutory quality.

The patients, who – like Mrs. H. – became severely depressed years after the 
interruption of pregnancy, often do not have such protective factors. Often they have 
not gone through stable “good enough” early relationships and thus not become able 
to develop stable inner objects, good narcissistic self-regulation, a secure attachment 
pattern as well as a functional capability to symbolize and mentalize. Often a rela-
tively archaic level of psychic functioning is dominating: guilt feelings, aggressions 
and coping and defence mechanisms thus often have an archaic quality. They often 
have gone through intensive trauma during early childhood and/or adolescence. 
Particularly traumatic losses of close relatives or even their own child often prove to 
be risk factors. These women/couples should get professional help overcoming the 
acute crises in connecting with a positive finding after PND.

Protective and risk factors, seen from a psychoanalytical standpoint, are thus due 
to idiosyncratic, biographical characteristics of one’s own inner psychic world, 
which are not easily diagnosed because they are not directly observable. 
Nevertheless experienced clinicians learn how to perceive (and afterwards to test) 
some indicators for important features in the psychic reality. These indicators for 
protective and risk factors for women/couples undergoing PND can be transmitted 
to nonpsychoanalytic persons, e.g. medical doctors and their staff.

These indicators can best be directly observed in the interaction between 
women/couples and their medical staff before, during and after PND itself. In the 
following table we summarize some of these indicators for protective and risk 
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factors: If professionals bear these protective/risk factors in mind, they might be able 
to observe their manifestations in direct interactions with the woman/couple while 
confronting them with problematic findings of PND. To give just a few examples: If 
a woman/couple can not show more or less adequate emotions and thoughts (indica-
tor for a dismissed attachment pattern) or is extremely overflowed by affects and 
fantasies (indicator for a preoccupied or desorganized attachment pattern and a lack 
of mentalization) the professional person should take a closer look and actively ask 
about additional risk factors such as traumata in the biographies of the woman/
couple, former losses etc. Another indicator for a vulnerable psychic state of the 
woman/couple could be if she (or he), after getting the problematic news, at once 
looks for someone else who could – undoubtedly – be guilty or responsible for the 
findings. This could be an indicator that the person is not capable of enduring 
ambivalent feelings and ‘mature, adequate’ guilt feelings for taking the responsibil-
ity for one’s own situation. It could also be an indicator for a dominance of primitive 
defence mechanisms as denials, splittings and projections in her/his psychic reality 
in the sense of the above mentioned paranoid-schizoid position.

Protective and risk factors, seen from a psychoanalytic standpoint, are thus due 
to idiosyncratic, biographical characteristics of one’s own inner psychic world. In 
the following table we try to summarize some of these indicators Table 1.2.

1.7 � Suggestions for Training of Medical Staff

Of course doctors and medical staff should be very careful with these hypotheses and 
try to elaborate them in more detail together with the specific woman/couple. But the 
findings of the interviews in substudy A and B very clearly show that an empathic 
and professional dialogue with the medical doctor who confronts the women/couple 
with the problematic finding is essential for the short-term as well as the long-term 
coping with a problematic finding of PND. In the best case the knowledge might help 
professionals to be ‘good real objects’ to women/couples in the traumatic situation 
after positive findings in PND. This could help them to deal with the above mentioned 
regressive processes into their own inner archaic psychic world and going through the 
inevitable crisis in a more or less productive way, asking for support from family, 
friends and professionals and thus increasing the probability to regain a mature psy-
chic level of functioning soon. Therefore, special awareness training for doctors and 
medical staff in the field of PND seems helpful and even necessary.

Of course more research is needed in order to systematically test these clinical 
findings. All of the above mentioned indicators are mere indicators, not yet ‘objec-
tive, absolutely reliable findings’. Nevertheless, we think that EDIG can be consid-
ered an important step in order to develop training programmes for professionals 
with the aim to improve concrete counselling practice in the field of PND. One of 
the aims of such training could also be that the medical staff is capable to diagnose 
those women/couple who need professional help in order to overcome the acute 
crisis due to PND.
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1.8 � Containing Functions of Culture and Society  
for Women/Couples Undergoing PND

As briefly mentioned above: The traumatic quality of the decision on life and death 
of one’s own child often overtaxes women and couples after PND. Helpful ‘good 
objects’ in the professional world surrounding them in this situation seem very 
important. But many of the interviewed women/couples also mentioned how 
important the public discourse on PND, handicapped children and, more general 
responsibility for the next generation has been for them. As will be discussed in 
other chapters of this volume society and culture seem to have a ‘containing func-
tion’ (Bion) for couples in the described traumatic situation which should express 
empathy and understanding for the extremely difficult situation modern prenatal 
and genetic diagnostics may lead individuals into, individuals who are members of 
our society and culture and who have to be supported, and not devalued or even 
condemned for their decisions. We should also not forget that economic interests 
might play an increasing role in placing direct or indirect pressure on a couple that 
decides to give birth to a handicapped child (cf. interview with Mr. E., also e.g.  
Läzer 2008). As we have discussed in our book (particularly in part IV in Leuzinger-
Bohleber et al. 2008b), the decisions evoked by PND for or against giving birth to 
a severely handicapped child touch dimensions which go beyond the responsibility 
of the individual couples and have also to be backed up by the societies.
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Abstract  Science and research today are embedded in the development of a 
knowledge society, implying that scientifically based knowledge gains more and 
more importance in our society. As the demand for scientifically based knowledge 
and progress is continually growing, and science poses new risks for society and 
raises new questions, the need for regulating and controlling scientific activities has 
grown stronger. This development towards a stronger political and societal impact 
on research implies that scientists nowadays not only have to meet specific qual-
ity criteria, formulated by the scientific communities themselves, but also external 
criteria formulated by politicians, governments and other third-party funders. The 
EDIG study, funded by the European Commission, exemplifies this development 
towards increasingly complex research in a globalized context. In the EDIG proj-
ect multiple research questions were investigated, applying a broad spectrum of 
research instruments and methodologies, while engaging in an interdisciplinary 
dialogue, in order to meet external and internal quality criteria. Graphical tools such 
as mind maps, flowcharts or concept maps may provide a useful instrument for 
researchers to meet the complexities and endeavours of current research projects. 
Such mapping techniques not only support the user in identifying and retrieving 
knowledge but they may also be used as an externalized memory. In constructing 
a map, the researcher is forced to reflect systematically on his/her knowledge, to 
elaborate on it and thereby identify possible knowledge gaps. By making the user’s 
cognitions explicit, knowledge is more easily accessible to the researcher as well 
as his/her team members, thus enhancing communication processes as well as 
intersubjective transparency.
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2.1 � Challenges in Psychoanalytic Research

An EU research project like the EDIG study poses special challenges for the 
researchers, calling not only for expert knowledge, as well as methodological com-
petences, but also for profound management skills. The EDIG study, with its broad 
methodological approach and taking into account interdisciplinary aspects and 
intercultural differences (cf. Chap. 3), illustrates the challenges that scientific proj-
ects have to face nowadays. As the Bielefeld research group around the sociologist 
Peter Weingart (Weingart et  al. 2007) describe, science and research today are 
embedded in the development of a knowledge society, implying that scientifically 
based knowledge gains more and more importance in our society. Experts and 
expert knowledge are in great demand when it comes to the formulation of scientifi-
cally based recommendations for legal, societal and political frameworks for future 
policies. Whereas scientific knowledge increasingly replaces ‘naïve’ notions, and 
thereby contributes to the development of new insights in all domains of research 
activity, it also continuously creates new problems and raises new questions. As 
research is forced to explain increasingly complex phenomena in very different 
contexts, this leads to heightened insecurity in the predictive power and possible 
consequences of scientific results and developments (as shown in this volume; 
Weingart et al. 2007).

As the demand for scientifically based knowledge and progress is continually 
growing, and science poses new risks for society and raises new questions, the 
need for regulating and controlling scientific activities has grown stronger. This 
development towards a stronger political and societal impact on research implies 
that scientists nowadays not only have to meet specific quality criteria, formu-
lated by the scientific communities themselves, but also external criteria formu-
lated by politicians, governments and other third-party funders. Therefore, when 
evaluating research grants, not only the axiomatic relevance of a research endea-
vour is taken into account, but also its technological and societal impact (Carrier 
et al. 2007).

The Sigmund-Freud-Institute, a traditional institute for psychoanalytic research 
in Germany, is also affected by this development. The EDIG study, funded by the 
European Commission, exemplifies this development towards increasingly com-
plex research in a globalized context. It took up a concern of the European 
Commission, formulated in one of their research work programmes “Science and 
Society”, located within the 6th EU Framework Programme for Research and 
Technological Development (FP6). One of their main focuses was to support a 
responsible use of scientific and technological progress, including research on eth-
ics in relation to science. Hence, a crucial criterion for evaluating research grants 
was the extent to which “[…] the proposed project is likely to have an impact on 
reinforcing competitiveness or on solving societal problems.” (European 
Commission 2003, p. 32).

However, the European Commission not only considered the practical output of a 
prospective research project but also its innovative power. A highly innovative aspect 
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of the EDIG study was to connect the expert knowledge of different disciplines, 
such as psychoanalysis, ethics, medicine as well as social sciences. Prior to 2003, 
there had been no detailed analysis of the relation between ethical reflections in the 
decision-making processes around prenatal diagnosis (PND) and psychic strains on 
the individuals involved (Leuzinger-Bohleber et al. 2008).

By the conception of such a study the consortium of researchers also reacted to 
a desideratum of the European Commission, which sought to promote the emer-
gence of structural connections, dialogues and networks within the European 
Research Area (European Commission 2003). This approach, of supporting coop-
eration between different disciplines, resulted from the perception that excellent 
research is characterized more and more by its complexity and its interdisciplinary 
nature (European Commission 2002).

Another specific characteristic of the EDIG study was its multinational approach 
with the participation of Italy, Sweden, Israel, Greece, England and Germany. 
According to the European Commission, the necessity to cooperate on a cross-
national level, within Europe but also world wide, derives from the demands that arise 
in a globalized environment. The aim of the Sixth Framework Programme was thus 
to encourage the emergence of a European Research Area, promoting the establish-
ment of common European policies (European Commission 2003). This demand was 
met by the efforts of the EDIG study to include a variety of countries, characterized 
by their diversity regarding law, policy and practice of prenatal testing.

Of course, the EDIG study also had to prove itself on a scientific-axiomatic 
level, showing its methodological soundness. Psychoanalytic research has to deal 
with the ideal of a ‘unified’ conceptualization of science and scientific methods and 
is critically observed by non-psychoanalytical scientists as well as psychoanalysts. 
Considering this background, the development of a study design, which adequately 
addresses unconscious processes and fantasies, proved to be a particular challenge. 
To meet these new challenges, Leuzinger-Bohleber, the coordinator of the EDIG 
study, in line with a view held by many German psychoanalysts, developed a spe-
cific approach to psychoanalytic research. This view is marked by its striving for 
intersubjectivity, trying to integrate and reflect different types of investigations, 
methodologies and instruments (cf. e.g. Leuzinger-Bohleber 2002, 2007; Leuzinger-
Bohleber and Fischmann 2006).

2.2 � Impact on the Research Process

As shall be shown in the following sections, these external and internal quality 
criteria and the specific approach to psychoanalytic research as outlined had a 
marked impact on the research process, increasing its complexity. The project’s 
complexity resulted from an integration of several project objectives and research 
questions, the combination of different forms of research (clinical and extra-clinical; 
empirical and interdisciplinary) and the interplay of various methodological 
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approaches, including the application of psychoanalytic and non-psychoanalytic 
instruments, quantitative and qualitative data, bottom-up and top-down-processes 
as well as nomothetic, group-statistical and idiosyncratic analyses on a single case 
level. The specific research approach thus affected the research process, including 
the theoretical preparatory work, the performance of the study, data analysis and 
dissemination (Bortz and Döring 2006).

By referring to linear models depicting the research process in the life sciences, e.g. 
one developed by Bortz and Döring (2006), the problems arising due to the complexity 
of the research approach, will be shown. Such linear models are always restricted to 
extracts of an iterative scientific process and do not meet up with the dynamic character 
of research actions. However, choosing a schematic, phase-oriented approach offers the 
advantage of depicting the complex research process in all its facets.

Usually, a research project starts with the preparatory phase, followed by the actual 
study performance, then the data analysis and finally the dissemination of study 
results. The preparatory phase for a research project itself incorporates different steps. 
In many cases it starts with a comprehensive literature review, the specification of 
relevant research questions and the development of a sound study design – including 
the specification of the type of investigation, the operationalization of the relevant 
concepts and variables as well as the population to be investigated. This is followed 
by the conceptualization of the study performance as well as the anticipation of the 
data analysis (Bortz and Döring 2006). These different phases will now be described 
in detail.

2.2.1 � Literature Review

Firstly, a research process should include a comprehensive literature review. In 
the sixties, de Solla Price, a historian of science and physicist, investigated the 
growth of natural sciences and concluded that the growth in the last two centuries 
resembles an exponential curve with a duplication period of only 10–15 years (de 
Solla Price 1974). Although criticized for his methodological approach, there is 
broad consensus that scientific activity, including the number of publications as 
an output-criterion, has decidedly grown in the last decades (cf. e. g. Kölbel 
2004; Weingart 2005).

Looking at a research project like the EDIG study, with multiple objectives, 
intercultural comparisons and multidisciplinary research questions – and in a 
field of research that attracts high scientific interest – the complexity of a 
comprehensive literature review quickly becomes apparent. This is exacerbated 
by the fact that the scientific activity, including the number of publications, has 
grown enormously in the last decades. Processing this amount of knowledge can 
easily overload individuals’ information processing capacities. Moreover, the 
interdisciplinary approach made it necessary to connect the expert knowledge of 
different disciplines.
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2.2.2 � Identification of Relevant Research Questions

Closely related to the question of literature research is the identification of relevant 
research questions. They might result from a research assignment, from practical/
societal problems that elicit the need for scientific solutions or they might be based 
on a “purely” scientific interest (Friedrichs 1990). The EDIG project was confronted 
with the high standards of the European Commission and sought to address not only 
theoretical questions but also to contribute to the solution of societal problems. Thus 
it had to keep track of multiple research questions that split into further aspects. 
Moreover, all findings had to be highlighted from an intercultural and interdisciplin-
ary perspective, increasing the number of relevant research questions further.

When looking at the research process, one realizes that it often shows dynamic 
characteristics and can be described in terms of oscillating processes, which imply 
the modification of theories, methods and data models. Overlaps, interferences, 
leaps, feedback and loops are regular processes (Hug 2001; Kromrey 2006). 
Therefore, the project planning has to be flexible enough to allow for changes and 
revision. Furthermore, interesting research questions sometimes do not emerge 
until the study has started (Diekmann 2006). Therefore, in the EDIG study, a heu-
ristic part, consisting of interviews with pregnant women and their partners, was 
included to promote the development of preliminary hypotheses on the processing 
of ethical dilemmas in the context of prenatal testing. Considering the fact that each 
of these interrelated decisions is crucial with regard to the research design, Kromrey 
(2006) recommends a careful documentation of changes, amendments etc. in the 
research process to ensure intersubjective transparency.

2.2.3 � Defining the Type of Investigation

After reviewing the current theoretical and empirical status, and having specified 
the relevant research questions, the researcher is asked to define the type of inves-
tigation which offers an adequate methodological approach to the research ques-
tion. Bortz and Döring (2006) differentiate between descriptive studies, explorative 
studies and studies which test hypotheses. The EDIG study combined all aspects: 
first, the study aimed to describe the populations in the different participating coun-
tries that use the techniques of prenatal testing. Furthermore, it was characterized 
by its combination of bottom-up or inductive with top-down or deductive processes. 
On the one hand, hypotheses were formulated, based on psychoanalytic and psy-
chological knowledge as well as existing empirical studies in the field, such as the 
investigation by Statham et  al. (2002, 2003). On the other hand, the interviews 
conducted with couples undertaking PND, as well as psychoanalysts and their former 
patients, served as a heuristic basis for formulating the first tentative hypotheses. 
Moreover, group differences, correlations, changes over time, as well as single case 
studies, were incorporated within the study design. Thus, the combination of 
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these different types of investigations caused a complex interplay of descriptive, 
inductive and deductive research processes.

2.2.4 � Definition of Concepts, Variables and Operationalization

After defining relevant research questions, as well as the type of investigation and 
study design, the central variables have to be set and operationalized. With the 
constant growth of our knowledge base, science continuously creates new scientific 
questions, forcing research to solve increasingly complex problems (Carrier et al. 
2007). Authors like Rescher (1982) argue that efforts (methods, manpower, tech-
nologies) have to be continuously increased in order to achieve the same relevant 
results. The EDIG project tried to contribute to the standard of knowledge by 
choosing an interdisciplinary approach, bringing together disciplines that had not 
previously been involved in a multidisciplinary dialogue in the field of PND – 
namely psychoanalysis, cooperating with ethics and medicine. Moreover, up to that 
point longitudinal investigations of couples undergoing PND, from the time of 
waiting for the test results up to the expected date of birth and beyond, were clearly 
missing from previous literature.

These considerations resulted in the inclusion of a large number of variables 
within the study in order to meet the relevant research objectives and questions, e.g. 
to investigate the relation between a number of predictors and different dependent 
variables. Moreover, careful operationalization was required that would allow for 
the assessment of conscious as well as unconscious processes in a methodologi-
cally sound way. In the EDIG project standardized scales were used, as well as 
multiple choice questions with given answers, open questions and interviews, 
resulting in a large pool of quantitative and qualitative data.

2.2.5 � Specification of Subjects

In the EDIG study, the population consisted of couples choosing prenatal testing 
(substudy A) as well as psychoanalysts, whose former patients reported retrospec-
tively on their experience of PND (substudy B).

2.2.6 � Conceptualization of Study Performance and Data 
Analysis

In this preparatory phase the performance of the study has to be anticipated as well 
as the analysis of data. This implies decisions about the processing of raw data 
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(e.g. of open questions) as well as choosing an adequate statistical procedure for 
data analysis. Of course, the high number of research questions and associated 
variables entail complex statistical analyses in order to investigate correlations, 
group differences or changes over time. Moreover, the question arises of how to 
relate the different data sources to each other, e.g. how material gained from open 
questions could be related to the standardized scales – a question which touches the 
aspect of methodological triangulation.

2.2.7 � The Performance of the Study

After having defined the study design, the study has to begin. As can be imagined, 
the performance of such a research project requires high organizational efforts. 
Hence, special skills in the field of project management are required, as Bulmahn, 
the former federal minister for education and research in Germany put it 
(Bundesministerium für Bildung und Forschung 2002). Collaboration with 
colleagues, which is indispensable for the realization of studies of such scope, 
presupposes efficient communication.

2.2.8 � Data Analysis

As soon as the data has been collected, the data analysis has to begin. It is a well-
known fact that research interests often stimulate the formulation of manifold 
hypotheses that, due to limited capacities, cannot be processed simultaneously. In 
such cases, the research reality makes it necessary to determine strategies for data 
analysis, i.e. to fix priorities and proceed successively. In some cases, the “data 
flood” might lead to an overload, ending up in “data graveyard”.

2.2.9 � Final Report/Dissemination

In line with the demand of the European Commission to heighten the acceptance of 
science and technology by fostering a dialogue between scientists and the public 
(cf. work programme “Science and Society”; European Commission 2003), the 
dissemination of the results was a crucial factor. By initiating a public debate on  
the topic of ethical dilemmas due to prenatal testing, the EDIG study consortium 
tried to meet one of the evaluation criteria of the work programme, namely the 
readiness to engage with actors beyond the research community and with the public 
as a whole (Council Regulations on the Rules for Participation, article 10; 
Europäisches Parlament und Rat der Europäischen Union 2002). However, the 
interdisciplinary and intercultural approach of the study made it difficult to spread 
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the results within very different scientific communities and diverse institutions, 
engaged in the field of prenatal testing, such as medical doctors, psychologists, 
psychoanalysts, ethicists and politicians.

2.2.10 � Summary

Accordingly, the delineated research approach had particular consequences for the 
overall research process, influencing the conceptualization and preparatory work, 
the performance of the study, the data analysis and the dissemination of the results. 
The EDIG study had to face challenging tasks. The growing number of relevant 
publications had to be identified in order to determine relevant research questions. 
The complex study design (longitudinal study, large study population, method-
ological triangulation, high number of relevant concepts and variables, different 
research objectives and methodological approaches) entailed methodological and 
organisational challenges. Moreover, the knowledge of the various experts engaged 
in the interdisciplinary and cross-cultural dialogue had to be integrated.

Dealing with such complexities can be challenging. The production of knowl-
edge, as realized in a research project like the EDIG study, calls for supporting tools 
to help manage these requirements. Nowadays, the quality and success of problem 
solving processes proves more than ever to be dependent upon the capacity to struc-
ture complex knowledge, to communicate and to keep it available for use.

Visualization strategies are seen as a key to the successful handling of informa-
tion and knowledge. In the last 30 years, within psychology and educational sci-
ences, a group of visualization tools have been developed which proved to be very 
supportive for knowledge management, namely mapping techniques (Jonassen 
et al. 1993; Mandl and Fischer 2000; Tergan 2004).

2.3 � Mapping Techniques

Mapping tools allow for a structured, spatial-visual representation of knowledge 
units. Mind maps, originally developed by Tony Buzan (Buzan and Buzan 1999), 
represent one form of mapping technique. When constructing a mind map, the 
central theme, represented by a word, picture etc. is placed in the middle. The main 
topics of the subject radiate from the centre like branches, which are labelled using 
primary ideas. Topics of subordinate meaning are portrayed as branches, connected 
to higher order limbs. These are labelled with secondary or tertiary ideas, building 
a structure of connected nodal points (Haller 2002). The underlying assumption is 
that the accomplishment of cognitively challenging situations can be alleviated by 
making those cognitions that form the knowledge basis explicit through visualiza-
tion techniques (Tergan 2004; Hillen et  al. 2000; Hardy and Stadelhofer 2006; 
Hillen et al. 2000; Tergan 2004). A similar yet more complex mapping technique 
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was developed by Joseph D. Novak (Novak and Gowin 1984), called concept maps. 
Concept maps include concepts, usually represented within circles or boxes, and 
relationships between concepts, indicated by connecting lines between concepts. In 
contrast to mind maps, these lines are explicitly labelled, specifying the relationship 
between the two concepts.

Mapping techniques are useful tools to promote reflection by the user. They help 
to structure complex informational settings and to relate information units, where 
necessary (Thüring et  al. 1995). Choosing a spatial-visual approach enables the 
user to take advantage of his/her abilities of spatial orientation and creation of cog-
nitive maps in order to orient in “knowledge space”. The analogue modelling of 
structure helps to capture the overall structure immediately and thereby acquire a 
first framework, which serves to orient oneself in the presented contents. This kind 
of information editing is highly relevant for comprehensive topics, as the process-
ing of complex data requires that many information units and their mutual connec-
tions are kept active in working memory. Since our memory capacities are limited, 
an external representation of information units discharges memory. The newly 
acquired resources can be used for elaboration and development of further consid-
erations (Haller 2002).

Computer-based mapping techniques have proven to be of particular use when 
managing knowledge. They allow for a link-up with external knowledge databases 
such as thesauri, encyclopaedias, databases, internet files or private files. Such link-
ups facilitate the individual organization of knowledge and information by setting 
up personal deposits (Haller 2002; Reinmann-Rothmeier and Mandl 2000; Tergan 
2004).

2.3.1 � Mapping in the EDIG Study

In the EDIG study different tools, supporting the process of knowledge manage-
ment, were applied in the different parts of the research process. In the next section 
the research process, with its associated difficulties, and the instruments used to 
address these difficulties shall be denoted.

2.3.1.1 � Literature Research

As mentioned above, the topic of prenatal testing and associated ethical dilemmas 
is well researched, resulting in a large number of publications, which easily over-
load one’s memory capacities. Moreover, the existing expert knowledge had to be 
connected (cf. Sect. 2.2.1).

To avoid memory overload and to ensure an exchange of expert knowledge, the 
knowledge had to be externalized and represented in some form. For that, we built 
up an electronic, online-literature database, comprising bibliographic information 
on publications relevant to the EDIG study. Moreover, in Frankfurt, a knowledge 
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management software was applied, called Citavi (www.citavi.com), supporting the 
user to organize and structure knowledge on one specific topic.

2.3.1.2 � Identification of Relevant Research Questions

As described before, the researchers had to keep track of numerous research ques-
tions. In order to manage these we took advantage of the benefits of mapping tech-
niques. In doing so, we followed a specific procedure. First, the various research 
questions were identified and listed, derived from the EU-application for the study 
and theoretical considerations and taking into account existing empirical studies, such 
as the “Cambridge-Study” by Statham, Solomou and Green (Statham et  al. 2002; 
Statham et al. 2003) as well as other current publications on the subject of prenatal 
diagnosis. Moreover, experts in this field were consulted on recent empirical findings 
and publication activities in this research field. Major topics comprised:

the description of the sample;––
the way prenatal testing was experienced and processed;––
the investigation of ethical dilemmas in the context of prenatal testing, taking up ––
the interdisciplinary approach of the EDIG study;
and finally, the aspect of counselling/crisis intervention, reflecting the aim of the ––
EDIG study to contribute to quality standards for counselling in the field of 
PND.

Each major branch comprised more specific research questions: e.g., when looking 
at the way, PND was experienced and processed, the questions arose:

What reasons were given for having PND?––
Which attitude towards PND proved to be characteristic for this population?––

All these aspects were then visualized by using the mind mapping technique 
(cf. Fig. 2.1).

Fig. 2.1  Mind map (excerpt) of relevant research questions in the EDIG project
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By explicitly formulating the research questions using a graphical tool for 
knowledge representation, an active process of reflection was initiated, enabling the 
user to identify and record the major aims of the study. Given the multitude of 
research questions that were relevant to the project, the visualizing technique was 
chosen as an adequate way to handle this complex information. Again, the formula-
tion of research questions requires expertise in a scientific field in order to identify 
research demands. By representing information in the form of a mind map, the 
user’s cognitive processes were made explicit and therefore accessible to other 
experts in the field. By sharing the user’s knowledge structure with other experts, 
possible mistakes or missing research questions could be detected more easily. An 
example of this is that after constructing the first map, I sent it to Helen Statham, 
who is an experienced researcher in the field of prenatal testing and asked her to 
check that no relevant points were forgotten.

2.3.1.3 � Defining Type of Investigation

As mentioned before, the EDIG study combined different types of investigation. 
Managing the complex interplay between bottom-up and top-down processes 
proved to be a particular challenge. For us, it was very interesting to relate newly 
derived hypotheses from the heuristic part of the study to other sources of data, e.g. 
to questionnaires. Therefore, the hypotheses, derived from the psychoanalytic inter-
views were rephrased as research questions and included in the map, marked as 
post-hoc-analyses. In this context, the mapping technique ought to support the 
researcher in organizing and monitoring the interplay of bottom-up and top-down-
processes and thereby ensure transparency.

We also had to keep track of correlations, group differences etc. All these aspects 
were integrated into the map, formulating research questions that address, for exam-
ple, group differences or time courses. The map suggested how to proceed with data 
analysis, for example, to first explore the data set, then look at group differences and 
then investigate correlations. Again, the mind map served the purpose to support the 
researcher and to structure a systematic approach to analysing the data (cf. Fig. 2.2).

Fig. 2.2  Structure of mind map (excerpt) in the EDIG project
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When talking about different types of investigation, one must not forget that the 
EDIG study not only looked at group statistics but also single cases. This brings up 
the question of how to combine these different approaches to ethical dilemmas – 
leading to the next point, the operationalization of concepts and data analysis.

2.3.1.4 � Definition of Concepts, Variables and Operationalization

After having listed the research questions, the researcher has to be aware of the 
relevant variables and the specification of how these will be measured, i.e. opera-
tionalizing the variables and concepts. As described before, the research questions 
were assessed by a broad spectrum of variables and operational definitions, e.g. the 
attitude towards PND was investigated by using a self-constructed rating-scale, as 
well as open questions and interviews. This aspect alludes to the topic of data tri-
angulation, which deals with the question of how to combine different sources of 
data, gained from different methodological approaches, namely quantitative and 
qualitative approaches. Authors with a constructionist background depict the utility 
of triangulation in terms of adding a sense of richness and complexity to an inquiry 
(Flick 1995; Kelle 2001).

The second step of the mapping procedure therefore included identifying the 
relevant sources of information and fixing them in the map. The possible operational 
definitions of each research question were listed using so-called annotations – notes, 
displayed in a separate window. The synopsis of different operationalizations should 
enable the researcher to highlight research questions from different perspectives for 
a more holistic and rich approach. Moreover, it should facilitate the reflection which 
source of information led to what kind of statement. And finally a more structured 
and organized approach to data analysis should be supported, which supports the 
researcher (cf. Fig. 2.3).

Fig. 2.3  Mind map annotation, listing the relevant operationalizations and statistical analyses with regard 
to the research question, “ What role does the doctor play regarding the decision to have PND? ”
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2.3.1.5 � Specification of Subjects

Having to deal with different subsamples increases the organizational require-
ments, which affects the performance of the study. Moreover, investigating group 
differences also increases the complexity of data analysis. The mind map with its 
organizational structure helped to monitor the different subpopulations and to 
account for their different analyses by calculation of group differences.

2.3.1.6 � Conceptualization of Study Performance and Data Analysis

In a third and last step, suggestions for statistical procedures are included in the 
annotations, in order to prepare appropriate statistical analyses (e.g. t-tests, analy-
ses of variance, etc.). This is the attempt to make the expert’s operational knowl-
edge explicit. Knowledge management should not only refer to explicit analytic 
knowledge on concepts but also to skills (“Können”), including heuristic strategies 
(Gruber et al. 2004). The mapping procedure, in this context, allows for the discus-
sion of the user’s operational knowledge, making it shareable and adding a group 
corrective. Moreover, it allows other, less experienced members of the research 
team to follow and reproduce the assigned steps. Finally, mapping programs like 
Mindjet allow for the organization of external knowledge resources, e.g. by setting 
links to Internet documents on complex statistical procedures or files stored on the 
personal computer, comprising files such as SPSS syntaxes.

2.3.1.7 � The Performance of the Study

Of course, much effort is needed to organize, coordinate and perform such a 
study. Graphical tools may support the conduction of the study, e.g. flowcharts, 
which can be applied to coordinate the researcher’s activity. A flowchart usually 
represents an algorithm or process, where the successive steps are depicted as 
boxes and their order by connecting arrows. They are usually applied to analyze, 
design, document or manage a process or program. By using such a graphical 
tool, the study’s procedure can be made explicit and transparent to the research 
team, facilitating coordination of the activities of team members. This chart was 
applied in another study context and proved to be helpful in organizing the 
researchers’ activities.

2.3.1.8 � Data Analysis

Due to limited personnel and time it is not always possible to explore each research 
question simultaneously. The mind map may help the researcher to set priorities 
and coordinate the analysis of data. Even if limited capacity does not allow the 
analysis of all aspects at the same time, analyses may be continued at any point 
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when all relevant research questions, associated operationalizations and possible 
statistical analyses are listed. Moreover, the evolution of new research questions 
and the performance of post-hoc statistical analyses are carefully documented for 
intersubjective transparency.

2.3.1.9 � Final Report/Dissemination

The dissemination of the EDIG study results proved to be particularly challenging, 
because very different disciplines, organizations, sections, institutions and persons 
are engaged in the field of prenatal testing – including medical doctors, ethicists, 
psychoanalysts, politicians, and support groups among others. Again, a graphical 
tool was applied to visualize the network between the existing institutions.

2.4 � Summary

Graphical tools such as mind maps, flowcharts or concept maps may provide a useful 
instrument for researchers to meet the complexities and endeavours of current 
research projects. Such mapping techniques not only support the user in identifying 
and retrieving knowledge, they may also be used as an externalized memory. In 
constructing a map, the researcher is forced to reflect systematically on his/her 
knowledge, to elaborate on it and thereby identify possible knowledge gaps. By 
making the user’s cognitions explicit, knowledge is more easily accessible to the 
researcher as well as his/her team members, thus enhancing communication pro-
cesses as well as intersubjective transparency. Of course, such techniques only 
serve their purpose if the researcher defining the map is trained properly and the 
whole research team is committed to the underlying concept. However, – as I have 
tried to delineate in this article – if they are introduced carefully with regard to the 
needs and demands of the respective research objectives, they may constitute a 
major benefit for the whole research endeavour.
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Abstract  The empirical results of the EDIG study – an empirical and theoretical 
study focusing on ethical dilemmas with an interdisciplinary perspective – are 
depicted here, focusing on distress resulting from modern biotechnology – namely 
prenatal diagnostics (PND) – and ethical issues stemming from this. Results are 
presented from the longitudinal investigation of women currently undergoing PND. 
A brief description of the study design and population is followed by an account of 
the impact on women of the testing process. The question as to what degree modern 
technologies pose a threat to the individual is raised and some possible answers 
suggested. Finally, the central question of this research endeavour, whether or not 
prenatal testing is perceived as an ethical dilemma or conflict among individual 
pregnant women will be discussed.

Keywords  Prenatal genetic diagnostics • Psychological distress • Decision making 
• Empirical findings • Ethics

3.1 � Overview

The EDIG study is an empirical and theoretical study focusing on ethical dilemmas 
with an interdisciplinary perspective. In the empirical part of the study two groups 
of pregnant/expectant couples were compared, those who received negative find-
ings from PND and those who were given positive results. Preliminary question-
naires were used to identify women and their partners who were interested in taking 
part in the study. Clinical evidence had shown that, even years after a diagnosis, 
some women (and men) sustain clinical symptoms e.g. depression. This study was 
especially concerned with identifying characteristics that are associated with the 
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risk of psychiatric illness as a consequence of the diagnostic process or the result. 
A further goal was to identify factors that might help to minimize the risk of later 
illness, for example actions that can be taken at an early time point in PND, such 
as providing comprehensive information, counselling and crisis intervention 
(see e.g. Leuzinger-Bohleber 2008).

At the centre of the more theoretical perspective is the question of how ethical 
dilemmas are perceived. Experts from the involved disciplines (i.e. Psychoanalysis, 
Ethics, and Medicine) agree that a multi-level perspective has to be taken – 
taking into account biological, social, cultural, personal, developmental and 
psychological factors – in order to gain new insights into the way ethical dilem-
mas are perceived and processed. The EDIG study has incorporated measures 
of many of these factors as well as measures of psychological and psychody-
namic variables.

3.2 � Empirical Results

Although the EDIG study comprised two parts, the part that will be the focus of this 
chapter is referred to as substudy A1 – a prospective longitudinal investigation 
of women undergoing PND. Empirical results will be presented and discussed 
after an overview of the study design and information about the study population. 
A description of the impact of the testing procedure is followed by an analysis on 
how prenatal testing relates to distress. This raises the question of the degree to 
which modern technologies pose a threat to the individual – also searching for 
predictive factors allowing to allocate possible stressors to prevent psychopatho-
logical symptoms in the aftermath of PND. I will conclude with a discussion of the 
central question of this research endeavour, whether or not prenatal testing is per-
ceived as an ethical dilemma or conflict among individual pregnant women.

Data will also be presented concerning possible predictive factors.

3.2.1 � Participants

Study participants were recruited from patients having some form of PND (either 
amniocentesis, CVS or anomaly scanning) at a private obstetric and perinatology 
practice (day clinic) or a hospital in the countries involved (i.e. Germany, Greece, 
Italy, Israel and Sweden). The women were asked to participate in the study when 
they were having the prenatal test and only those who gave written consent were 
included.

1 For further results see Leuzinger-Bohleber et al. (2008).
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3.2.2 � Study Design

All women were asked to complete a number of questionnaires, comprising stan-
dardized instruments as well as non-standardized questions used in other studies 
and ones devised specifically for this project. This chapter will focus on one outcome 
measure, the Hospital Anxiety and Depression Scale (HADS), a self-assessment scale 
developed for detecting states of depression and anxiety in the setting of a hospital 
medical outpatient clinic. The two subscales, capturing clinically significant anxi-
ety and depressiveness are also valid measures of severity of the emotional disorder, 
and therefore informative and especially useful when looking for progress through 
repeated measurement (Zigmond and Snaith 1983). We included the HADS in ques-
tionnaires at four consecutive time-points, allowing distress to be measured over the 
course of the prenatal testing procedure and afterwards. These time points are 
referred to as ‘waiting phase’ ‘decision phase’, ‘digestion phase’ and ‘follow-up’.

Figure 3.1 depicts the phases of the study.

3.2.3 � Study Population

One thousand eight hundred and thirty five participants (female and male partici-
pants) – were recruited to the study (Germany N = 864, Israel N = 303, Italy 
N = 368 and Greece N = 300). Seventy percent of women returned questionnaires 
while waiting for test results (waiting phase) 56.7% in the decision phase 43.9% when 
assimilating the results (digestion phase) and 29% at the final follow-up phase.

The populations in the different centres were comparable, with a few differences 
in socio-demographic characteristics, for example Israeli women were younger; 
Italian women joined the study earlier in pregnancy and Greek women later.

As one main objective of the EDIG study was to explore ethical conflicts and 
dilemmas in the context of a confirmed genetic and prenatal diagnostics, the study 
population was subdivided into two groups. Women in group A (N = 82) had 
received a positive test-result and those in group B (N = 598) a negative result.
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3.2.4 � Distress – A Uniform Experience for All?

In our study, distress – as measured by HADS-D (Depressiveness) and HADS-A 
(Anxiety) – takes different courses during the process of PND. For those women 
with a positive result there is a marked average increase in scores for depression 
and anxiety after they were told the result. Thereafter there was a marked decline 
in the level of distress reported by those women with a negative result. It is striking 
that scores on the HADS remained non-clinical throughout, suggesting that any 
ethical dilemma, which we hypothesized women might experience in the aftermath 
of a conspicuous PND-result, does not evoke lasting distress but rather a short and 
severe episode of anxiety and depression.

However, standard deviations (SD) of scores on the HADS-D and HADS-A 
ranged between 4.22 and 4.96 for anxiety (mean = 8.43) and 4.58 and 5.18 for depres-
siveness (M = 6.56). This large variance in the data suggests that distress takes very 
individual courses and this is illustrated with the following three case-studies.

All three women had the same initial scores for both anxiety and depression 
scales, but anxiety and depression developed in completely different ways, which, 
we suggest, was related to the personality structure of the women:

Case Study 1
Mrs. H is 39 years and had tried for a long time to become pregnant. She had 
two early miscarriages (5th and 12th week) prior to this pregnancy. When she was 
told that there was a suspicion of a chromosomal disorder (increased nuchal trans-
lucency) she was very distressed because she feared that she would lose this baby 
as well. When the final PND result confirmed the chromosomal disorder to be a 
Trisomy 21 she was very relieved because she could now choose to have this baby. 
Her scores declined between the waiting and decision phases. If the diagnosis had 
been Trisomy 13 or 18 the child would not have been viable. The expert validation 
(cf. Leuzinger-Bohleber et al. 2008, p. 156 ff) of the interview suggested that Mrs. H 
is a very determined person, leaving no room for other options than the one of 
which she is convinced. This coping mechanism seemed to help her cope with her 
ambivalence. She had decided to be happy because Down syndrome is – as she 
put it – ‘a special and livable condition’.

Case Study 2
Mrs. K is a 36-year-old woman, who was expecting her second child. First-
trimester-screening showed low AFP-values and she was advised to have amnio-
centesis to clarify the suspicion. The final PND result showed that her unborn baby 
was suffering from Trisomy 18 and she was told that his life expectancy was 
between a few days or, at the most, a few weeks. She decided to terminate her 
pregnancy and, as she put it ‘my son was stillborn’ in the 22nd week of pregnancy 
and buried a month later’. After the termination, she speaks about the rollercoaster 
of feelings she has had afterwards: ‘This all cannot be true. My head tells me that 
the decision was the right one for all of us. However, one question always remains, 
namely what would have happened if we had decided to let our little one decide by 
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himself on his day of death…’. The amount of distress that these thoughts caused 
her expresses itself in the high scores on the depression-scale (HADS-D: 12) during 
the digestion-phase suggesting a depressive mode of processing what seems to be 
a subject of guilt. After the termination she was engaged in an intense mourning-
process, regularly visiting the grave. Her anxiety scores remained clinically high 
until the digestion-phase – 6 weeks after testing. Because Mrs K did not wish to be 
interviewed, our hypotheses are drawn only from the information we have from the 
questionnaires and thus are more tentative.

Case Study 3
Mrs. J. is 28  years old and pregnant with her first child. The First-Trimester-
Screening showed a suspicion, which was confirmed following amniocentesis. 
Turner syndrome (i.e. molecular detection of Karyotype 45XO) was diagnosed, 
which Mrs K interpreted as ‘her baby being a female without ever being able to 
become a woman’. ‘I was told’ she says ‘that I can either have the baby, give it up 
for adoption or abort it’. She decides to have a termination, which she had in the 
15th week of her pregnancy. She returned to work very quickly – only a week after 
the termination. In the digestion-phase, she states that ‘her decision was the right 
one for her and their life, but she feels guilty sometimes’. These guilt feelings do 
not appear to cause a depressive reaction (HADS-D) but anxiety rises almost into a 
panic (HADS-A decision >14). Her returning to work very quickly after the termi-
nation could be an indicator for a manic defense, trying to deny what really hap-
pened by turning to everyday life as if nothing has happened. What supports this 
assumption is her saying when asked if there is anything about her current circum-
stances that is difficult for her she says: ‘Only that, after a follow-up visit at my 
gynecologist, where he told me that not everything has been evacuated in the curet-
tage, … I asked myself if everything is really removed or do I have to have another 
curettage’. We assume that this could indicate a worrying fantasy that part of a dead 
body is still in her that could turn against her. She gives further support for this 
assumption during follow-up saying that she has ‘recuperated well and everything 
has healed well again. Apart from that, I have I allowed myself to enjoy life still a 
little bit. Now I am pregnant again’. She continues in the next question (how do you 
feel at the moment?) ‘Good, except for the fear of a sick or handicapped child’. 
Later in the same questionnaire she says when asked how she feels about the ter-
mination now: ‘Now I have doubts about the diagnosis. I sometimes ask myself if 
they really diagnosed it correctly, if I have killed this child even though it was 
healthy? I am unsure.’ Her anxiety remains on a mediocre level.

As illustrated here, the cases are very individual and show great variation – 
psychologically as well as in the empirical data. A cross-sectional analysis (means of 
HADS-D and -A) of the data of these three cases would not have revealed this range 
of reactions. On the contrary these single case studies show that the generalizing 
assumption that biotechnology per se imposes distress does not withstand a closer 
inspection. It is rather the situation of each woman with her particular background 
and personal characteristics that determines the amount of distress experienced and 
her way of coping with it.
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3.2.5 � Ethical Aspects

The following part focuses on the ethical part of our study. At the beginning of this 
research endeavour, the ethicists posed some ethics questions they wished to inves-
tigate empirically. Such a study had not previously been undertaken. The empirical 
researchers, with backgrounds in psychoanalysis and medicine had first to clarify 
and understand the terms used by the ethicists. Secondly they had to develop constructs 
which could serve as means to elucidate appropriate responses. So first, some 
elucidation to the subject in question will be given. This will be followed by some 
empirical results.

3.2.5.1 � Ethical Dilemmas

An ethical dilemma is defined in the Cambridge Dictionary of Philosophy (2001) 
as a situation where an agent has a strong moral obligation or requirement to adopt 
each of two alternatives, and neither is overridden, but the agent cannot adopt both 
alternatives.

The knowledge of risks of pediatric disorders and disabilities, and of the possi-
bilities that PND offers, increasingly leads to difficult situations in decision-making 
(German Society of Human Genetics 1993). It raises questions about which type of 
knowledge can be acquired through PND and the consequences associated with it. 
The test result itself can bring an end to overwhelming worries; it may allow, in rare 
circumstances, the opportunity for prenatal therapy after the detection of a fetal 
abnormality; or more frequently it can allow the option to plan postnatal care of a 
baby with abnormalities. However, it can lead to knowledge which is in itself is a 
burden, that the baby will have serious abnormalities with no possibility of treat-
ment of the diagnosed condition (Honnefelder 2000), thus often leaving termina-
tion as the ultimate choice. Baldus (2006) describes in her investigation of women 
who were confronted with a trisomy 21 test result where even those who were quite 
decided on their values experienced a serious decisional conflict no matter what 
their choice was – termination or carrying to term (cf. Leuzinger-Bohleber et al. 
2008, chapter 3.2 and chapter 3.5). The following section describes how partici-
pants reacted to positive diagnoses, giving a unique insight into what participants 
were confronted with when facing this decision.

Eighty-two women in subgroup A were told of positive findings 55 women 
(67%) decided on termination. Some pregnancies were terminated after the diagnosis 
of lethal abnormalities and others where the baby would be viable.

Which Conditions Should Be Eligible for Termination and When?

In society, there is a discussion about situations in which termination of pregnancy 
should be allowed. In the follow-up-questionnaire, participants were asked about 
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the situations for which they thought termination should be available. Strongest 
support for the availability of termination was indicated when a ‘woman’s life was 
in danger’ (overall 92.1%) followed by if ‘pregnancy resulted from rape or incest’ 
(overall 82.8%) and if the ‘infant had a chromosomal disorder’ (overall 72.6%). 
There were no significant differences in attitudes between women who had received 
a positive result from PND and those who had not. All women were less supportive 
of the availability of abortion after a prenatal diagnosis of mental (64.7% in favour) 
or physical (43.4%) disabilities. Even among the 25 women who had been given a 
positive result, only 12 of those who terminated their pregnancy (48%) agreed that 
abortion should be available in the situation when a child would be born with a 
physical disability. Women who continued pregnancies were less likely to support 
the availability of abortion. There were some differences between women in differ-
ent countries. In Germany three quarters of women (74.9%; N = 104) agreed that 
abortion should be available up until the 12th week of pregnancy with only 2.2% 
(N = 3) supportive of the availability of abortion after the 6th month of pregnancy. 
In contrast Israeli women are the most liberal regarding the availability of late ter-
mination, with one quarter of participants supportive (see Fig. 3.2). Greek women, 
representing a mixed population of Christians and Muslims, had the most conserva-
tive attitudes towards late abortion.

Israel

Israel

82,1

17,9

2,2

2,223,5

22,9
28,2

35,3

74,9

69,6

41,2

1st - 3rd month
4th - 6th month

7th - 9th month

Italy

Italy

Germany

Germany

Greece

Greece

Fig.  3.2  Month of pregnancy until which termination should be allowed (Greece N = 28; 
Germany N = 139; Italy N = 46; Israel N = 17)
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�Ethical Issues – Attitudes Towards the Developing Fetus and Acquisition  
of Human Dignity

In this study we have sought to understand ethical issues from the perspectives of 
women who had recently given birth or terminated a pregnancy. At the follow-up-
phase two questions were posed: what they consider the developing baby (fetus) to 
be and when they think the developing fetus acquires human dignity. A range of 
response options were given and women responded to each saying how much she 
agreed with the given statement.

In general, participants thought a developing baby or fetus was ‘a growing baby’ 
with 96% of women with a negative result and 79% of those with a positive result 
indicating much or very much. Similarly 84% of women with a negative result and 
82% of those with a positive result indicated that the developing baby/fetus was 
‘a human being’. However, this was a difficult question for women to answer, as can 
be seen from that 38 women (14%) with a negative and another 7 (21%) with a posi-
tive result answered this question by stating that they thought the developing fetus to 
be a “human being” and also said that they thought it to be “biological material”. This 
highlights the dilemma women are in.

In answer to the question about the acquisition of human dignity, only 38% of 
women (93) with negative results and respectively 40% (12 women) with positive 
results indicated that a developing baby acquires human dignity ‘at conception’. The 
remaining response options were a gradual evolution from ‘development of certain 
functions’, to being ‘viable on its own’. Sixteen women with a positive PND-result 
(62%) and 176 women with a negative PND-result (73%) thought the developing fetus 
acquires human dignity when it is ‘viable on its own’. Fifteen women (56%) with a 
positive test-result thought it acquires human dignity when it ‘developed certain func-
tions’, whereas 104 of those with negative PND results (51%) thought this. Finally, 55% 
of women (17) with positive findings and 71% (166 women) of those with a negative 
result thought that a fetus acquires human dignity ‘with birth’. To summarize: while the 
majority of both groups of women – those with a negative and those with a positive 
result – agree that the developing fetus is ‘a growing baby’ and a ‘human being’, women 
with a negative test are more likely to indicate that a developing baby acquires human 
dignity when it is ‘viable on its own’ and ‘with birth’. Women with a positive result 
tended to choose when it is ‘viable on its own’ and when it ‘develops certain functions’, 
i.e. the baby acquiring human dignity at an earlier developmental stage.

3.3 � Summary

The empirical data reported here derives from the prospective part of the study 
(Substudy A) studying ethical conflicts and dilemmas in the context of genetic and 
prenatal diagnostics.

This longitudinal study confirms previous findings (Iles and Gath 1993; Salvesen 
et  al. 1997; Zeanah et  al. 1993) concerning distress as a consequence of 
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intentional termination. The assumed ethical dilemma, which women experience 
in the aftermath of a positive PND result, does not evoke lasting distress but rather 
a short severe outburst of anxiety and some degree of depressiveness. Distress as 
measured in our study showed great variance, pointing to the individual courses it 
takes for different women and questioning the assumption that biotechnology per 
se imposes distress. Our empirical data suggests it may be personality characteris-
tics of individuals that determine the amount of distress experienced and ways of 
coping. This is an aspect that should be taken into account when counseling during 
the process of PND. Similarly, with respect to screening tests, our data suggested 
(cf. Fischmann in print) that participants were preoccupied by an anticipated PND 
result, clouding the distress caused by the previous suspicious screening result. 
Again, the data suggest that a false alarm does not have a distressing effect per se, 
but depends on the individual and her processing capacities (i.e. defense mecha-
nisms) as a negative test result brings the wished for relief and anxiety diminishes 
thereafter, although other studies in the literature suggest ongoing residual anxiety 
(Green et al. 2004).

Within our study we observed 82 women with positive PND results. Of these, 
55 women terminated pregnancies (67.1%), some after the detection of viable 
abnormalities.

As for ethical issues, over three-quarters of our participants thought the develop-
ing baby to be a human being that acquired human dignity when it becomes a viable 
being on its own. Worth mentioning here is that women with positive PND-results 
had more of a tendency than women with a negative PND result to consider the 
fetus to be biological material. It is possible that the experience of having received 
a distressing test-result may affect ethical attitudes. It was not possible to compare 
cultural differences among women with positive test results because of low num-
bers overall. A comparison of women with negative results in different countries 
revealed highly significant differences regarding acquisition of human dignity 
(cf. Fischmann in print). Here Italian women were more likely to indicate that a 
developing baby acquires human dignity with conception, whereas the other partici-
pants reported the view that human dignity is acquired with birth and when the 
growing fetus can live on its own. 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. All this data elicited in our Study reflects some of the cultural 
differences concerning ethical questions that may be found in these countries.

3.4 � Outlook

Investigating ethical conflicts in PND was the first aim of the EDIG study. What 
are possible ethical conflicts in prenatal diagnostics? A conflict arising from PND 
may be the dilemma of a pregnant woman when confronted with a problematic test 
result. This will put her into a position where her wish to become the parent of a 
mentally, cognitively and bodily healthy child is confronted with a result suggesting 
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something different. The decision to terminate or opt to live with a severely 
disabled child may be a conflicting experience, raising unconscious murderous 
fantasies with possible long-term impact, depending on the protective defences 
available to her. Reasons why parents come to their specific decision is determined 
by the parents’ compassion and perceptions of suffering with their future child, his 
agony as predicted by his expected impairments, and his or her quality of life. 
However, quality of life is difficult to define, as it is experienced, lived and judged 
differently by each and everyone.

From an ethical point of view, biotechnologies evoke both a shift of natural 
borders and a crossing of natural borders, sometimes transforming biotechnology 
into a technique of selection, forcing those affected by it to make decisions. As 
Engels (Leuzinger-Bohleber et  al. 2008, p. 255) says, there is “no choice not to 
choose”. Moral conflicts and dilemmas may arise from the “simple” decision to 
have or not to have PND or for or against an abortion. To give just one example, an 
individual’s autonomous decision to have a disabled child may conflict with a lack 
of tolerance for people with disabilities in society. This touches our self-concept 
and moral identity, making it sometimes impossible to come to a decision that will 
not collide with societal principles. Autonomous decisions by women about their 
bodies and what they will allow to grow in it collide with different religious and 
philosophical views on the moral status of the fetus.

Even those who are not religious will be influenced by those views. The question 
of when a fetus is considered a human being, with all the rights of human beings 
already born, will necessarily come into play when having to make decisions.

From a Jewish legal point of view, avoiding or mitigating suffering has priority 
when conflicting ethical interests are considered, making abortion, and even late 
abortion, an option; the mother’s life has priority – she is already born – over that of 
her unborn child. But, according to the same Jewish law, abortion is considered 
obsolete if chosen out of fear or concern of what the child might have to endure dur-
ing life, as life quality is one of the “secrets of God” and not ours to decide upon.

In Christianity the question of ensoulment is at the centre of considerations on 
the status of the fetus or of abortion. The Vatican has a twofold argument against 
abortion. One argument is the one of uncertainty of ensoulment from the moment 
of conception, risking killing an ensouled being through abortion. The other argu-
ment is about potentiality, i.e. the potential to become ensouled is there from the 
moment of conception and should not be violated. This being the predominant 
Christian view, some moral theologians hold against it arguing that although the 
death of a fetus at the earliest stage of development remains a loss, sometimes abor-
tion is justified if no “human relationship” can be expected after a severely disabled 
infant is born. Those theologians demand that the question of what kind of life an 
infant will have should be at the core of decisions on abortion and not the existence 
or non-existence of vital life signs. This stands in marked contrast not only to the 
Vatican but also to Judaism (South Africa).

The Islamic view also accentuates ensoulment, according the fetus with human 
rights although at a somewhat later time-point than Christianity and Judaism – 
namely at 120  days after conception as opposed to 40  days after conception. 
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Abortion in Islam is allowed after implantation and prior to ensoulment in cases of 
juridical or medical reasons – mainly if the mother’s life is endangered.

From a utilitarian point of view the woman is more central to the debate. Refusing 
a woman an abortion might have more morally intolerable consequences than infan-
ticide or abortion. The comparison between the use of contraceptives and abortion 
is made in utilitarianism, clearly making a pro-abortion argument ultimately to avoid 
suffering and frustrated desires. There are only two reasons favoring continuation of 
a pregnancy with a massively disabled fetus and that is if the termination would sad-
den the parents or someone would happily adopt such a child.

From a deontological point of view, some hold the position that the fetus lacks 
any rights to life as long as it lacks consciousness, while the mother already is in 
possession of this consciousness entitling her to a right to autonomy, which implies 
a right to abortion.

Depending on which of these views is adopted, decisions on PND or abortion 
will be made differently and it can be anticipated that coping with the decisions 
made will also be influenced by it. One can assume psychosomatic reactions espe-
cially where specific expectations in PND are frustrated. As PND is supposed to 
diminish perinatal mortality and morbidity, pregnant women and their partners 
expect PND to diminish their insecurity of pregnancy and make their dream of a 
healthy child become a reality – or at least to reduce their anxiety that their future 
child would not be healthy. Psychoanalytically the expectation that PND will con-
firm the health of the unborn baby can be interpreted as fending off anxiety and 
guilt-feelings, which protects the pregnant woman in her current endangered ability 
to relate during a “tentative pregnancy” for the price of misjudging reality. In case 
of a negative test result, this scheme will be gratified, but it will result in shock 
when the test result is a positive finding. Serious decisions will have to be taken, 
the time of hopeful expectation ends abruptly and confrontation with the subject of 
life and death is inevitable and guilt-feelings will play a major role. At the time 
when a decision has to be made, a relationship to the fetus is usually established 
and as Alexander (1998) showed, couples feel guilty about the death of their baby 
that they have decided upon or that they had brought about.

Our empirical data on decision-making showed that health professionals are 
involved in the decision to have PND or not by counselling and not by being the 
ones making the decision, thus assuring women and their partners an autonomous 
decision. Hence, the procedure of PND is valued as a relief and accepted by the 
majority of participants as part of pregnancy, and welcomed for the additional 
information it provides. Nevertheless, our data also showed that prenatal testing 
represents an incisive experience, changing the view of pregnancy, where a strong 
feeling of relief is associated with a negative result and associated with increased 
uncertainty when the test result is positive, making participants strive for even more 
information. A positive result evokes distress in the form of a short but severe out-
burst of anxiety and some degree of depressiveness. The form this distress expresses 
itself is very individual, depending on the personal situation as much as on person-
ality structures ultimately determining the ability to cope. Once a positive test result 
is established two thirds of participants in the EDIG study decided to terminate 
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their pregnancy. Crucial for their decisions were such aspects as quality of life of 
their baby, but also of their own life when envisaging their life with a disabled child. 
This result informs ethicists on what is important to women when deciding on such 
sensitive issues as termination of pregnancy. It seems that women are concerned 
with issues which are much more in touch with reality, like “quality of life”. They 
do not seem to consider societal reactions to their decision; neither are they influ-
enced by religious beliefs, nor the expected amount of social support. On the other 
hand, the anticipated quality of life of their unborn baby is not an entirely valid 
argument to approve abortion, the “ranking” within this category goes from chro-
mosomal disorder – where about 70% agree that this is a good reason to justify 
abortion, – to mental disability (about 65%) to physical disability (about 40%). The 
vast majority of women endorse abortion if the woman’s life was in danger (90%), 
or if a pregnancy resulted from rape (80%) – unknowingly – supporting a Jewish 
legal point of view. Women’s right to autonomy surprisingly is not an argument of 
equal value to support abortion. Only about 40% agreed that termination should be 
available to women who do not want to have a child and only 17% said that abor-
tion should be available to a woman who cannot afford to raise a child. This insight 
on decision-making in PND shows the influence of personal experience on ethical 
issues. Although cultural influences were identifiable in the arguments women 
made their decisions were apparently made according to their personal situation.

This information is important for care giving and counselling matters in PND. In 
this respect another result of our study is of interest as it revealed that women who 
were confronted with a positive test result experienced this ambivalently and some-
times even traumatically. Women who decided to terminate their pregnancy after 
having been informed of a positive result had significantly more intrusive thoughts, 
were hyper aroused and more showed avoiding behavior afterwards than those who 
decided to continue their pregnancy. Furthermore our data showed that women who 
experience feelings of guilt, consisting of self-blame for not having done enough to 
avoid the loss of the fetus and a sense of personal failure will more likely have 
depressive reactions, and will be more anxious regarding future pregnancies. In 
other words, this experience could be a starting point for a pathological mourning 
reaction. Considering this, it is important to give adequate counseling and care to 
those involved as a preventive measure of a pathological mourning reaction.

The identification of predictors of distress was another major aim of the EDIG 
study. Finding such predictors after a problematic PND result may help to optimize 
the process of PND. The provision of optimal surroundings and care giving may 
help reduce distress and enable coping mechanisms which may help minimize 
clinical symptoms as a consequence of a disturbing test result in the aftermath of 
PND. Our data showed that those who were content with the decision made – no 
matter whether they decided to continue with their pregnancy or terminate it – 
showed less signs of depression and anxiety a half a year after having made the 
decision In other words, if we know how satisfied a woman is with the decision she 
made we may be able to anticipate how likely she is to develop clinical symptoms 
at a much later time-point – namely after she has acted upon her decision. One 
consequence of this should be that within the counselling procedure in PND special 
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attention should be paid to the information given prior, during and after PND, as 
the better informed women feel the less clinical symptoms they will develop. 
Furthermore, our presumption that an empathetic and sensitive health professional 
will put the woman’s mind at ease with the decision she has made thus relieving her 
distress proved to be a valid one (for further details see Fischmann in print). This 
particular way of care giving may help women to digest their experience better and 
prevent them from developing depressive or anxious symptoms.

Thus, picking up an actual political debate on late abortion in Germany, our 
results strongly indicate that counseling and providing relevant information before, 
during and after PND is pivotal. Most political parties in Germany agree on this and 
have unanimously agreed that prenatal counseling procedures have to be improved. 
What is still controversial is the question of a compulsory 3-day time period for 
consideration between diagnosis and action. Our questionnaire-data indicate that 
women were not engaged in many discussions prior to testing nor in contemplating 
the possible actions to be taken after a positive test result, ultimately leading to a 
quick decision. The majority also reported that they felt they shared the responsibil-
ity for their decision. At the same time the better informed they felt the less 
depressed and anxious they were in the aftermath of PND, as they would accept 
more the decision they made. These finding strongly support psychosocial and 
genetic counseling before and during PND as it may help to prevent clinical symp-
toms in the aftermath. It does not necessarily indicate a compulsory 3-day waiting 
time. Interpreting our clinical material from interviews with women after they made 
a decision suggests a different view. Here, women reported that they felt left alone 
with their decision and we often found that they reported that they had quickly 
jumped to a decision. Time to contemplate that decision would seem necessary 
psychotherapeutically. Going into action is a form of defence that erroneously 
promises quick relief; in the aftermath though this leads to many conflicts if the 
decision made was a wise one.

From these findings, I would strongly advocate the development of counselling 
guidelines for health professionals. These should combine the expertise of different 
disciplines. I would also advocate a 3-day time of consideration before acting on the 
decision made, but would not necessarily make it compulsory as this would put 
much pressure on the decision-making process. A good example for counseling 
procedures is already realized in the Integrated Genetic Counselling Model in Italy. 
This interdisciplinary onsite liaison-model consisting of gynecologists, geneticists 
and psychotherapists with regular clinical meetings could be easily implemented by 
coordinating the existing health care professionals and counsellors. As a result of the 
EDIG study, such a liaison-model has been initiated in Germany between Prof. Dr. 
E. Merz and his team of gynaecologists at the Hospital Nordwest and psychoana-
lysts of the Sigmund-Freud-Institute led by Prof. M. Leuzinger-Bohleber. Relying 
on our clinical experience within the study, the finding of the clinical interviews 
clearly showed that an empathic and professional dialogue between the medical staff 
conveying a problematic finding and women/couples is important for the short-term 
and may support long-term coping. The knowledge gained in the EDIG study can 
help professionals to be ‘good real objects’ to women in the traumatic situation after 
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positive findings in PND. The list of protective and risk factors – one result of the 
study – could be a starting point for training medical staff by raising their awareness 
of possible outcomes enabling them to refer patients to psychoanalysts when indi-
cated. Once this is established a liaison between medical staff and counselors/thera-
pists should be implemented with regular clinical conferences. Within such a liaison, 
the trained doctor is provided with feedback preparing him to communicate the 
diagnosis in a sensitive way, acknowledging his medical competence while provid-
ing him with resources to cope with the patient’s grief. He can refer the patient to 
psychological support if he finds this necessary, based on his knowledge of risk fac-
tors. Such a liaison model will help the patient to encounter a containing and holding 
atmosphere relieving her of pain as she can separate and project her unconscious 
emotions onto the care givers enabling the patient in the process to recover ejected 
emotions and integrate them to the self in a more complete manner.
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Abstract  Over the last two decades, enormous progress in prenatal diagnostic 
techniques has enabled us to visualize human life before birth. This would pre-
viously have been unknown to the mother and may affect the way in which she 
processes the pregnancy psychically. This chapter deals with the “qualitative con-
tent analysis” (Mayring, Qualitative Inhaltsanalyse, Grundlagen und Techniken, 
Deutscher Studien Verlag, Weinheim, 1988; Mayring, Qualitative Inhaltsanalyse, 
in Flick et al. (eds) Qualitative Forschung, Ein Handbuch, Rowohlt Taschenbuch 
Verlag, Reinbek bei Hamburg, 2000) of three open questions answered by 336 
German women in the EDIG study. The first two questions should access the 
women’s motives and feelings: “Do you have thoughts, fantasies and wishes about 
your developing baby?”, “Have you talked to anyone about what you would do if 
an abnormality was detected? What did you talk about?” The third question was 
administered after the women had received the negative test result: “Could you 
describe to us how you feel now?”

Keywords  Prenatal genetic diagnostics • Psychological distress • Qualitative 
content analysis

4.1 � Introduction

Over the last two decades, enormous progress in prenatal diagnostic techniques has 
enabled us to visualize human life before birth and to predict some aspects of the 
life, health and disabilities of the baby. On the one hand this creates medically 
sophisticated knowledge and expertise, on the other hand pregnant women are lay-
persons without such expertise. Without technical support the pregnant woman’s 
perception of her unborn baby is limited to introspective feelings, experiences, 
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observations and her own fantasies. She – herself – doesn’t know what is going on 
in her womb, whereas prenatal diagnostics visualizes what otherwise would remain 
unknown to her. These new technical possibilities might affect the way pregnancy 
is experienced psychically.

Studies during the past 20 years on the psycho-emotional effects of prenatal diag-
nostics almost unanimously show the distressing effect these tests have on women 
(cf. Cox et al. 1987; Sjögren and Uddenberg 1989). Regardless of the type of testing 
done these studies showed that prenatal diagnosis causes distress for pregnant women 
during the testing procedure (Sjögren and Uddenberg 1989) or has a negative emo-
tional impact (Pauli et al. 1990). More recent studies (Kukulu et al. 2006; Leithner 
et al. 2008) confirm that prenatal diagnostics increases anxiety and distress and can 
even distinguish between high-risk patients who are more prone to psychic distress or 
who have a higher probability of an abnormal test result, and patients who don’t show 
any of these risk factors. Leithner et al. (2008) as well as Kukulu et al. (2006) and 
Cederholm et al. (2001) strongly suggest that counselling should be offered to high-
risk patients and families. Kowalcek et al. (2001) studied 324 pregnant women before 
and after prenatal testing and concluded that prenatal diagnostics is accompanied by 
psychic distress and can lead to dramatic decisional conflicts – regardless of the type 
of prenatal diagnostics, invasive or non-invasive testing.

These findings underline the fact that pregnant women do experience emotional 
distress before and after prenatal testing. Therefore it is important to find out more 
about the perspectives of the women and their motivations. This chapter deals with 
the following questions: How is prenatal diagnostics represented mentally and emo-
tionally? What do pregnant women think and feel about prenatal diagnostics? Why 
do they make use of this technology? This paper tries to describe prenatal diagnostics 
from the point of view of pregnant women and by doing so tries to contribute to a 
deeper understanding of the psychological impact of prenatal diagnostics.

4.2 � Method

The investigation presented in this paper is part of the European study “Ethical 
dilemmas due to prenatal and genetic diagnostics” (EDIG) (cf. Chap. 3; Fischmann 
et al. 2008; Leuzinger-Bohleber et al. 2008). One aspect of interest was women’s 
attitudes towards prenatal diagnostics. The findings of the standardized questions 
and items exploring women’s attitudes are presented in Chap. 3. In addition to 
standardized questions, open questions were included in the questionnaires, and it 
is the findings from these questions that will be presented here. But why did we use 
open question and what kind of method was applied?

Wanting to find out more about the individual meanings and fantasies of women 
undergoing prenatal diagnostics we used the questionnaire data of the EDIG study 
to investigate the inner psychic world of the study participants. In order to tap the 
partly unconscious fantasies it seemed to be more appropriate to ask open questions 
instead of standardized scales which predetermine the possible range of given 
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answers (e.g.: I strongly disagree = 0, I disagree = 1, Neutral = 2, I agree = 3, I 
strongly agree = 4).

Thoughts and feelings that go beyond that format cannot be expressed. Open 
questions are characterized by their wider scope, and they do not impose such limi-
tations. Open questions provide enough space to the participants to state their own 
observations, thoughts and feelings. Therefore answers to open questions may con-
tain more information and more diverse meanings than standardized questions. On 
the one hand the researcher has the opportunity to learn more about the inner psy-
chic world of each participants; however, the researcher has to interpret and repre-
sent the comments made by the individuals.

The analysis presented here comprises the following steps. First, the researcher 
has to identify qualitative categories, which integrate and condense the answers in 
such a way that the content is still represented. The next step is to limit the number 
of categories, to enable the researcher to quantify the distribution of answers.

A bottom-up method, called “qualitative content analysis” developed by Phillip 
Mayring (1988, 2000), enables the researcher to generate categories out of the 
given answers to open questions, while allowing quantification of such categorized 
data. In order to ensure objectivity and reliability of the procedure a systematic 
approach and the validation of the derived categories are crucial. When analyzing 
the open questions we adhered to Mayring’s recommendations:

Material was digitized keeping it anonymous. Often the given answers com-
prised only short remarks allowing for different interpretations. As researchers we 
agreed to analyse only the manifest meaning (and not the latent meaning). Based 
on these considerations we, a small research group of four junior scientists, coded 
the answers by systematically comparing and grouping the statements. This clas-
sification procedure led to qualitative categories which were controlled and, where 
necessary, adapted by an expert group (including amongst others Tamara Fischmann 
and Nicole Pfenning-Meerkötter). Next, all given answers were classified into these 
categories (validation of categories by an expert group – control method 1).

Secondly we chose illustrative and typical examples out of the wide range of 
answers for each category. The categories with their assigned references were handed 
over to two independent raters who used them to allocate the given answers to the 
respective categories. Based on their allocations we calculated the distribution of 
given answers to the different categories (in percentages) and the rater’s agreement 
(Cohen’s Kappa; cf. Cohen 1960; Wirtz and Caspar 2002; control method 2).

This chapter presents an analysis of responses to three questions. The first two 
encourage the women to tell us about their motives and feelings, namely:

	1.	 Do you have thoughts, fantasies and wishes about your developing baby?
	2.	 Have you talked to anyone about what you would do if an abnormality was 

detected? What did you talk about?

These questions were asked after women had undergone amniocentesis and 
were waiting for the test results. The first was an attempt to identify the main con-
cerns of the women. The second addresses the potential problems and conflicts that 
could arise when confronted with a positive result after amniocentesis.
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The third question was asked after women had received their test result:

	3.	 Could you describe how you feel now?

This question is focusing on direct feelings and reactions after receiving the test 
result.

4.3 � Findings

Three hundred and thirty six German women completed a questionnaire while 
waiting for amniocentesis results and almost all women (98.3%) had an amnio-
centesis. Two hundred and nineteen women answered the first question, and 230 
the second. The third question was answered by 274 women after test results were 
available.

The findings are presented in tables which show the categories, examples of 
typical comments coded in each category and the number and % of women who 
gave answers coded within each category.

4.3.1 � First Question: “Do You Have Thoughts, Fantasies  
and Wishes About Your Developing Baby?”

All but eight women (96.4%) expressed the wish that their developing baby would 
be healthy and develop normally (categories 1, 2, 3, Table 4.1). Their wish for a 
healthy child was the most important consideration.

Differences in responses were in terms of how the issue of health and well-being 
of the child was discussed. Category 1 summarized the statements of those 68% of 
women, who gave words like “healthy”, “health” and “normal” or “normal develop-
ment”. Typical comments were: “I wish for a healthy child for our family”, or: “that 
my child will be born healthy”.

The second group comprised those 25.7% of women, who in addition expressed 
the wish that their baby should have certain traits or attitudes. They not only wished 
for a healthy and normally developed child, but they also mentioned aspects like 
“fortune” and “contentment” or “happiness” in the child’s life. One woman wrote: 
“I wish ‘our’ baby good luck, happiness and health and that it keeps developing 
normally in a quiet and relaxed atmosphere with happy ‘parents’!” Moreover, traits 
and characteristics are fantasized and could be understood in term of a strong and 
positive bonding with the child. One woman answered the first question regarding 
fantasies in the following way: “Yes, of course I have. I hope that it develops ‘nor-
mally’ in my belly, will be born healthy and that it develops ‘normally’ and turns 
into an intelligent and lovely human being”.
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Six women expressed concerns about the health of their child because of their 
own poor health condition (category 3). One example was: “Of course I hope that 
it is healthy and that my bad health condition does not harm my baby”.

Four other women had previously experienced traumatic events such as miscar-
riages and these women expressed concerns related to these experiences, for 
example: “I wish for a healthy child. I am very scared, because I already had a 
miscarriage. It’s hard to get involved with my baby”.

In summary, the findings of the first question are that all women reported con-
cerns about the health of their unborn baby. It is however important to bear in mind 
that the question was posed in the context of a study of prenatal diagnosis. For that 
reason one could assume that the wish for a healthy child is an essential motive for 
women to undergo prenatal testing.

Table  4.1  Responses to question 1: “Do you have thoughts, fantasies and wishes about your 
developing baby?”

Cat Categories Typical examples

Frequency Frequency

N in %

1 Addressing the 
health status 
and normal 
development 
of the child

“only healthy”, “Health!”, 
“that my baby will be born 
healthy”, “that it develops 
normally”, “a healthy child”

149 68.0

2 Addressing wishes 
concerning the 
child’s well-being, 
showing a strong 
and positive 
bonding with the 
child

“that it becomes healthy, intelligent 
and very beautiful”, “I am 
thinking about him very often, 
almost all the time…”, “I wish 
for a child, that has no serious 
illnesses. I want him to have a 
happy childhood and a lot of 
time to develop”.

56 25.7

3 Addressing anxieties 
and concerns that 
show a strong and 
positive bonding 
with the child

“that my bad health condition does 
not harm my baby”

6 2.7

4 Addressing anxieties 
and concerns that 
are more linked 
to the mother, 
her partner or 
experiences

“that my partner and I get along in 
the new situation”, “I am very 
scared, because I already had 
a miscarriage. It’s hard to get 
involved with my baby”

4 1.8

5 Residual category If the answers could not be 
allocated to any of the 
categories 1–4

4 1.8

Valid data 219 100

Rater agreement for two raters: Cohen’s Kappa = 0.55
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4.3.2 � Second Question: “Have You Talked to Anyone About 
What You Would Do If an Abnormality Was Detected? 
What Did You Talk About?”

Two hundred and thirty women, 60% of those who completed the questionnaire, 
answered this question. Based on a satisfactory rater agreement (Cohen’s 
Kappa = 0.69) Table 4.2 shows the following five categories of response:

Thirty-six women preferred not to think about the possibility of an abnormal test 
result or they were worrying about it all the time but still couldn’t make a decision 

Table 4.2  Responses to question 2: “Have you talked to anyone about what you would do if an 
abnormality was detected? What did you talk about?”

Cat Categories Typical examples

Frequency Frequency

N in %

1 Addressing the 
possibility of 
termination 
of pregnancy 
independent of the 
grade of disability

“I thought about whether 
I should have the baby 
at all!”, “We decided to 
terminate the pregnancy”

126 54.8

2 Addressing the possibility of 
termination of pregnancy 
dependent of the degree  
of disability

“at what grade of disability and 
what degree of probability 
I would terminate the 
pregnancy”, “not to have 
the child, if it was seriously 
disabled”

21 9.1

3 Indecisiveness, imprecise 
statement, repressing the 
test result with a tendency 
towards optimism

“We haven’t decided yet”, 
“what if”, “we decide, when 
we will have the test result”, 
“I very much believe that 
everything will be ok”

36 15.7

4 Addressing the future life and 
possible consequences, 
anxieties and uncertainties

“I asked other parents for their 
opinions and experiences”, 
“Who will care for the 
child, when I am too 
old. I would be forced to 
place it in a foster home”, 
“uncertain future for the 
child and the family”

41 17.8

5 Addressing the possibility  
of continuing pregnancy

“We would accept a disabled 
child”

4 1.7

6 Residual category If the answers could not be 
allocated to any of the 
categories 1–5

2 0.9

Valid data 230 100

Rater agreement for two raters: Cohen’s Kappa = 0.69
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(15.7%, category 3). They postponed their decision to a later time point (e.g. “We 
haven’t decided yet”) or their statements expressed no opinion (e.g. “what if”). 
Several women adopted a very optimistic attitude, like the following woman: “I 
very much believe that everything will be ok”. All women in category 3 seemed to 
share a tendency towards avoiding a possible conflict by adopting a very optimistic 
stance or by refusing further considerations.

The majority of the women (83.4%) raised the issue of possible disabilities and 
anticipated that a decision might have to be made (Categories 1, 2, 4, and 5). The 
possible decisions, as well as the decisional processes, varied among the pregnant 
women:

One hundred and twenty six women (54.8%, category 1) reported that they 
would consider a termination if a disability was detected with a typical comment 
being: “If an abnormality was detected, a termination of pregnancy would take 
place”. This group of women, although speaking hypothetically, seemed to be very 
certain of their decision.

A second group of women (9.1%, category 2) reported a clear tendency towards 
a termination of pregnancy, but gave a more differentiated view on possible dis-
abilities. In their view the decision towards a termination would be based on the 
severity or type of the disability, for example: “We will not have a seriously dis-
abled child” or: “termination if mentally disabled. Otherwise we would not have 
done the test”. Here, the decisional process seemed to be more differentiated. 
Overall, 147 women (63.9%) were predisposed towards termination in the case of 
an abnormal test result, a similar proportion to those who responded to the direct 
question – that they would “terminate a pregnancy if there is something wrong with 
the baby”. (cf. Chap. 3.)

A fourth group of women reported their concerns and fears about having to 
make a decision (17.8%, category 4). They reported thoughts about their 
future life with a disabled child. For example, one woman reported: “I talked 
to a pregnant colleague. A serious defect was found when she was 13 weeks 
pregnant. She helped me a lot with her experiences”. Another wrote: “Birth 
yes/no?; proper care for disabled child?; future prospects for the child, social 
integration; change of the personal environment of the parents”. Other women 
reported concern about the impact on their family life and existing children: 
“That I am responsible for the unborn child as well as for my first son”. 
“What does it mean to have a disabled child? Who will care for him? What 
can we offer him? Am I egoistic? What is the effect for partnership/family?” 
These 41 women gave answers that appeared to show a decision process that 
was still open and reflective about prenatal testing, with thoughts about future 
anxieties identified.

Four women (1.7%, category 5) reported that they would consider or had 
decided to continue the pregnancy. Prenatal diagnostics are perceived as a means of 
preparing for the birth of the baby.
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4.3.3 � Third Question (After Receiving the Negative Test result): 
“Could You Describe How You Feel Now?”

The third question reported here was asked of women after they had received their 
test result and all women (N = 274) expressed their relief after having received the 
negative test result. (This analysis (cf. Table 4.3) only includes data from women 
who received a negative finding).

Most women (94.9%) are relieved and happy (categories 1 and 2). The majority 
expressed their relief and happiness in a direct manner. A typical answer was: 
“Good, happy and relieved.” Most women did not mention their feeling during the 
waiting phase. What one could conclude is that all anxieties and psychic strains are 
merely implicitly expressed by using terms such as “relieved” and “happy”.

Table 4.3  Categories and frequencies with respect to question 3: “Could you describe how you 
feel now?”

Cat Categories Typical examples

Frequency Frequency

N in %

1 Happy and relieved “Very relieved and happy 
about the result”, 
“Relieved that my child 
is healthy! I am very 
happy and can prepare 
for the birth, because 
now I know the sex.”, 
“I have never thought 
it could be a negative 
finding, nevertheless 
the test makes me feel 
secure.”

194 70.8

2 “Now let’s start off!” “Now 
I look forward to the 
baby” after having gone 
through days of sorrow 
and anxiety

“Big relief, now I really 
feel pregnant.”, “Happy, 
happy, happy. Great, it is 
a fantastic feeling. I am 
totally relieved. I’ve gone 
through weeks of sorrow 
and anxiety.”

66 24.1

3 Relieved and happy, 
however, feelings 
of uncertainty, 
disappointment, 
disillusionment remain 
to some degree

“Very happy because the 
result is ok. Naturally, 
some uncertainty remains 
as the whole pregnancy 
up to birth is risky and 
very exciting”

13 4.7

4 Residual category If the answers could not be 
allocated to any of the 
categories 1–3

1 0.4

Valid data 274 100

Rater agreement for two raters: Cohen’s Kappa = 0.73
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A similar tendency might apply to women of category 2 (24.1%) who conveyed their 
uncertainty and anxieties by accentuating the term “now”. “Now” let’s start off. “Now” 
they are looking forward to the baby. Some examples: “Big relief, now I really feel 
pregnant”, “Happy, happy, happy. Great, it is a fantastic feeling. I am totally relieved. 
I’ve gone through weeks of sorrow and anxiety” (cf. Katz Rothman 1986; Chap. 5).

A third group of women (category 3; 4.7%) expressed feelings of relief, while 
still reporting feelings of uncertainty. A typical answer was: “Yesterday I felt 
relieved and relaxed. Today I think that ‘by accident’ my cells were analyzed 
instead of the child’s cells. I have to talk to my doctor about this and the probability 
of such a mistake.” The test result could not reassure her. Thus, although relief and 
happiness were the dominant response, a few women continued to worry about the 
pregnancy and the health of the unborn baby.

Concerning psychic distress, these results could be summarized and illustrated 
as following. Different studies have shown that prenatal diagnostics leads to 
increased levels of distress (cf. Cox et al. 1989; Sjögren and Uddenberg 1989; Pauli 
et  al. 1990; Cederholm et  al. 2001; Kowalcek et  al. 2001; Kukulu et  al. 2006; 
Leithner et al. 2008). Our data suggests that some women experience very intensive 
feelings of distress and worry connected to the testing procedure until they received 
the negative result. To give an example: “I feel very relieved; the enormous tensions – 
which in retrospect had developed unconsciously and became conscious only after 
having learned about the result – fell off my mind and my body.” Several times 
women referred to a German idiom: “Ein dicker Stein fällt vom Herzen” – “A heavy 
stone falls from the heart” which can be translated as: “It took a load off my mind”. 
By this metaphor, the women expressed how burdened they felt during the phase in 
which they waited for the results. Some women even started to cry when they 
received the test result – a psycho-physiological expression of relief. One woman 
directly addressed the connection between her distress and her tears: “I am relieved 
and very happy, however, the last weeks of distress also made me feel exhausted 
and worn out. When I read the letter, I cried; I am still close to tears.”

Some women uttered their gratitude. Two examples: “Simply relieved and 
indeed very glad and grateful!” or: “I cried for joy. I am so happy. Incredible. I 
thank God with all my heart.”

All quotations can be read as reference to the distress the women experienced in 
the waiting phase after an amniocentesis.

These presented findings and quotations underline that pregnant women might 
experience intensive and idiosyncratic feelings of distress during the prenatal pro-
cedure. Therefore medical health professionals should acknowledge the possibility 
of the emergence of such feelings of distress.
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Abstract  This chapter will focus on ethical aspects and decision-making conflicts 
in prenatal testing that arise in the case of conspicuous test results. In order to gain 
some insight into the women’s experiences when confronted with a conspicuous 
test result, we studied their answers to the open questions in the questionnaires of 
EDIG substudy A. After giving a short introduction to the open questions some of 
the responses will be presented. The focus will be on an aspect which plays a crucial 
role in the overall experience: the women’s attitude towards the fetus – and the way 
women talk about the fetus. The results of the EDIG study will then be discussed 
against the background of Barbara Katz Rothman’s concept of a “tentative preg-
nancy”. Afterwards, some implications for the ethics debate will be discussed.

Keywords  Ethics • Prenatal testing • Qualitative research • Tentative pregnancy 
• Termination of pregnancy

Prenatal testing is a multifaceted biomedical technology. For pregnant women there 
is the option to undergo prenatal testing in order to find out whether the fetus carries 
a certain abnormality. In most cases, prenatal testing serves to reassure pregnant 
women with an inconspicuous test result indicating that no genetic or structural 
variation has been found in the fetus. The various methods of prenatal testing can 
be considered, on the one hand, as medical procedures which offer valuable options 
based on the test result. On the other hand, however, in prenatal testing, pregnant 
women are confronted with decision-making conflicts which are particularly seri-
ous when a fetal abnormality is detected. In the case of a conspicuous test result, 
indicating a serious non-treatable fetal condition, women and their partners have 
the option to decide on whether to continue or terminate the pregnancy. These are 
very complex and onerous decision-making conflicts for the individuals involved, 
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raising manifold practical and ethical issues (Statham 2002; Hildt 2002, 2008; 
Leuzinger-Bohleber et al. 2008).

In the European research project “Ethical Dilemmas due to Prenatal and Genetic 
Diagnostics” (EDIG), questionnaires and interviews have been carried out in order 
to explore the experiences and decision-making conflicts of couples during prenatal 
diagnosis and the associated ethical dilemmas (cf. Leuzinger-Bohleber et al. 2008). 
The emphasis of the following contribution is on the situation experienced by 
women who received a conspicuous test result. Women’s answers to open questions 
in the EDIG study questionnaires of substudy A are particularly helpful in this 
respect for they directly reflect their experiences and decision-making conflicts.

In what follows, after a short introduction to the EDIG questionnaires, some of 
the qualitative results of the EDIG substudy A will be presented and discussed. The 
focus will be on the women’s attitude towards the fetus, in particular on the way 
women talk about the pregnancy and the fetus.

5.1 � The EDIG Questionnaires: Open Questions

In the EDIG substudy A, questionnaire studies have been carried out in Greece, 
Israel, Italy, and Germany (cf. Fischmann et  al. 2008; Chap. 3 in this volume). 
Pregnant women who attended a medical doctor or a clinic for prenatal testing were 
asked to participate, i.e. to fill in several questionnaires at several time points: when 
they first visited the medical doctors for prenatal testing (screening questionnaire), 
when they waited for the test results (waiting period questionnaire, WaitP), within 
3 weeks after testing (decision phase questionnaire, DeciP), and 6 weeks after test-
ing (digestion phase questionnaire, DigeP). In addition, there was a follow-up-
questionnaire (Foll) which was sent about 8 months after the test result, i.e. after the 
end of the pregnancy. The questionnaires comprised open and closed questions and 
used standardized instruments. In the EDIG study only those women who underwent 
prenatal testing participated. The EDIG study does not cover the pre-testing phase, 
nor does it cover the views of women who chose not to use prenatal testing.

In what follows, the focus will be on the answers that women who received a 
conspicuous test result gave to the open questions. Typical open questions are: 
“Could you describe how you feel now?” (DeciP); “What are the factors you are 
considering when making your decision?” (DeciP); or “Is there anything you would 
like to say about the way in which your own experience has affected your views on 
prenatal diagnosis?” (DigeP+Foll). In addition, there were several open questions on 
professional support (DigeP+Foll). So, with regard to the open questions the women 
were free to write their own answers and by this to express their own ideas.

The analysis carried out here is confined to the data obtained in Germany. Data has 
been obtained from women and their partners who visited gynaecologists and clinics 
in Frankfurt, Mainz and Offenbach. In Germany, 864 participants (women and their 
partners) were recruited. Most of the women underwent amniocentesis. Whereas 
most participants received an inconspicuous test result, there were 22 women who got 
a conspicuous test result. Fourteen of these women responded in detail to the open 
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questions and their answers are taken into consideration in the following discussion. 
Four women continued their pregnancy, whereas ten decided to terminate their preg-
nancy. Terminations were carried out following the discovery of conditions such as 
Trisomy 21, Trisomy 18, Turner’s syndrome, or multiple organ abnormalities, detected 
by ultrasound scanning. Among the four women who continued their pregnancy, two 
women continued with a Down syndrome baby, one woman continued after having 
received the result “teratoma in the tailbone” (“Steißbeinteratom”), another after having 
received the test result “Hygroma colli” (accumulation of fluid in a cyst).

It is important to stress that the analysis carried out here based on the open EDIG 
questions is purely qualitative research. The answers comprise those considerations 
which women wrote on their own initiative. This does not indicate that the aspects 
they gave are the only ones that are relevant to them, nor does it indicate that those 
women who did not give an answer to the questions did not engage in intensive 
reflections on prenatal testing. Thus, the answers merely hint at the aspects consid-
ered important by the women; they are in no way exhaustive.

In addition, the data consists of the subjective views of a small group of women 
who participated in the EDIG study in Germany and who gave their comments to the 
open questions. The results are in no way representative. This is particularly true for 
the very small group of women who received conspicuous test results. Furthermore, 
there is a bias insofar as there is a special subgroup of women who – for one reason 
or another – are motivated to comment at length on the questions. Those women for 
whom the issues raised in the questionnaires are not of so much interest, those who 
feel embarrassed or those for whom the decision-making conflict is extremely dis-
turbing most probably did not answer the open questions. Needless to say we can 
only discuss the answers we actually received. That is why those women who gave 
detailed answers are considered in a disproportionate way. In spite of these limita-
tions, however, the answers obtained are of enormous relevance to us since they help 
us draw a picture on the experiences of the women involved.

5.2 � How Do Women Who Received a Conspicuous  
Test Result Talk About the Pregnancy and the Fetus?

When a conspicuous test result indicates serious fetal health problems a  
very problematic situation arises: women have to decide on the life of the fetus. 
They have to decide on the future course of their pregnancy which was, – most 
probably, – highly wanted before receiving the test results. How do these women 
perceive the fetus? How do they talk about the fetus?

There is no uniform view. Instead, women clearly differ in their answers. Some 
women may perceive the fetus in a rather neutral way as is suggested by the following 
answer to the question: “What have you been told about the options that are 
available to you?”1

1 Answers translated by E. Hildt.
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I can get rid of it [the baby], I can keep it or I can give it up for adoption. (DeciP)

Other answers point to a quite intense relationship with the fetus as can be 
inferred from the way women write about the fetus and the overall situation. For 
example, when talking about the termination of her pregnancy, one woman writes

On Monday 16.4. the amniocentesis was carried out, on Wednesday 18.4. I received the test 
result, on Friday 20.4. our child was born. (DeciP)

Sentences like these suggest the birth of a child and not the termination of a 
pregnancy. Only the context in which the woman describes the situation indicates 
that in this case, there has not been a normal birth, but the termination of the preg-
nancy. The woman talks about the fact that her child was born, she does not talk 
about a fetus, and does not mention that the child will not live. The perspective the 
woman takes is one on her (future) child, and not a rather neutral view of a fetus.

In addition, some women have given a name to their fetus, such as “Liliput” or 
“Lis”, and by this talk about their fetus or future child in a personified way. The 
phenomenon of naming can be seen from the waiting phase questionnaire 
onwards.

It seems that at least some women have established some – albeit partial – sort 
of interpersonal relationship with the fetus, as is suggested by the following:

I underwent amniocentesis simply because for some weeks I had problems with my part-
ner. I couldn’t imagine bringing up a disabled child as well as my 5-year-old son all by 
myself. And contrary to my expectations I promptly received a Trisomy 21 result. 
Inconceivable! Disaster! A black day! I am sorry for my little Lis but I have to go through 
with the abortion. I hope she will forgive me! (WaitP)

The woman reports that she had an amniocentesis only because of problems 
with her partner, and that she unexpectedly received a Trisomy 21 test result. Then 
she talks about little “Lis” and her plan to have an abortion. She hopes “Lis” will 
forgive her. In these sentences the woman not only expresses feelings of guilt, of 
being sorry for what she will do to the fetus, but she also enters a kind of moral 
discourse with her fetus, her little “Lis”. In this, she assumes the fetus to be a person 
who – hopefully – will forgive her for what she has done to her.

Another woman writes in the digestion phase questionnaire about her decision 
to terminate the pregnancy after having received a Trisomy 18 test result:

The mind still says that the decision was the right one for all of us. Nevertheless sometimes 
the question arises what would have happened if we had decided to let our little one decide 
about his time of death… (DigeP)

She says that she knows that the decision to terminate the pregnancy was right. 
However, instead of talking about the situation in an impersonal, neutral manner as 
may be expressed by phrases like “let nature take its course” the woman sees the fetus 
in a personified way. The idea to let “our little one” take the decision on when to die 
implies the context of informed consent and surrogate decision-making and reflects 
the idea that it might have been better to let the person involved decide on his own 
when to die. So, the woman does not consider the fetus to be a mere object, but she 
considers the fetus to be a person who – in a certain way – is able to take decisions.
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In the follow-up questionnaire, the same woman gives an account of the funeral 
that has taken place after the pregnancy termination:

We buried our Joshua in a nice wooded cemetery nearby on a burial ground for stillborn 
children up to 2,000 g. Only my husband, our ‘eldest’ (3 ½ years old) and a hospital clergy-
man attended. The clergyman found very fair and comforting words for us, so we have 
good memories of the burial. A small granite plate with the name decorates the little grave. 
We are glad to have the grave as a place of refuge. (Foll)

She speaks about the religious committal service they had for Joshua, the grave 
and the gravestone; she also says she is glad to have a place of refuge, the grave. 
Religious committal services, a grave with the name written on a gravestone – all 
of these are clear indications of the loss of a beloved human being.

The answers cited above indicate that some of the women do consider – at least 
implicitly – the fetus to be some kind of person or moral agent. They have estab-
lished some – albeit partial – form of mother-child-relationship during the preg-
nancy. It is not a neutral biological entity they decide on, but a person they enter 
into moral discourse with. In view of this individual relationship, in the case of a 
conspicuous test result, the decision-making conflict is an extremely problematic 
and ambivalent situation. For the women, to decide on life and death of their fetus, 
their future baby they got intensely involved with, is a very hard decision.

The ambivalence of the situation is directly expressed by the following sen-
tences, where the woman complains about her doctor:

Personally, I did not like a statement made by our gynaecologist (directly after the amnio-
centesis). She said that, while waiting for the test result, we should distance ourselves from 
the pregnancy, from the baby, and pretend not to be pregnant!! I told her that I will not give 
up my baby just like this and that in fact I plan to do exactly the opposite! (DigeP)

Whereas the doctor suggests mentally embracing the pregnancy only after 
receiving an inconspicuous test result, the pregnant woman stresses the reality of 
her ongoing pregnancy and her relationship with her fetus. While the woman talks 
about her baby, the doctor relies on the concept of “tentative pregnancy”, assuming 
that it would be better to wait for the test result before preparing for the future child. 
The concept of “tentative pregnancy” which has been coined by Barbara Katz 
Rothman (1993) will be discussed in more detail.

5.3 � The Concept of Tentative Pregnancy

The concept of a tentative pregnancy has been developed by Barbara Katz Rothman 
in her very influential book “The Tentative Pregnancy: Prenatal Diagnosis and the 
Future of Motherhood”, first published in 1986. In this book she describes the influ-
ences of amniocentesis and similar technologies on the way women experience 
pregnancy and motherhood and she critically reflects on the future of motherhood. 
One of her main theses is that prenatal genetic testing encourages not only women 
but society as a whole to consider children to be products of conception that 



80 E. Hildt

undergo quality control; that prenatal genetic testing enormously influences 
mother-child-relationships insofar as pregnant women – before receiving an incon-
spicuous, negative test result – tend to consider their pregnancy as a “tentative 
pregnancy”; a pregnancy which they fully embrace only after they have come to 
know that “everything is alright” (Rothman 1993).

Some results of the EDIG study also point in this direction. Within the EDIG 
study questionnaires, most of the participants who received an inconspicuous test 
result in some way or another expressed their relief about the test result. In the case 
of an inconspicuous test result, after a period of uncertainty and inner tension the 
women feel relieved by the test result. Among them, some women addressed ideas 
that are very similar to the concept of a “tentative pregnancy” coined by Barbara 
Katz Rothman. The women did this spontaneously, i.e. without having been stimu-
lated by a specific question relating to the “tentative pregnancy” concept. For 
example, in the Decision Phase Questionnaire, after having received an inconspicu-
ous test result, some of the answers to the open question “Could you describe how 
you feel now?” reflect this concept:

Very, very relieved! It’s a load off my mind. The gloomy feeling of the last few days is 
disappearing slowly, at the end I slept badly. Now I finally want to enjoy the pregnancy, get 
involved in the pregnancy, be happy – things about which one can read a lot and which 
were very distant from me up to now. (DeciP)

[I feel] confirmed in my positive foreshadowing and relieved. Now I can tell others about 
the pregnancy, without reservations (such as ‘if everything goes well’/‘let’s await the test 
results’). (DeciP)

I am very relieved; before the tests I didn’t allow myself to get involved with the baby, I 
didn’t tell third parties about the pregnancy which I did directly after the testing. (DeciP)

With these sentences, the women describe the influence of prenatal genetic test-
ing on their way of experiencing the pregnancy. They report on their emotional 
reservations before receiving an inconspicuous test result. Some women did not tell 
their family or friends about being pregnant before receiving the negative test 
result.

This suggests that at least some women are very reluctant to embrace the preg-
nancy and to tell others about their pregnancy before receiving a result that indi-
cates that “everything is alright”.

5.4 � Relationship and the Tentative Pregnancy Dilemma

Before knowing the test result, women who undergo or plan to undergo prenatal 
testing can be considered to be a rather homogeneous group – even if of course the 
women differ enormously in their individual risk factors and motives for choosing 
prenatal testing. For they represent the group of women who opt for prenatal testing 
in order to get more detailed information on the fetal health status. After having 
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received the test results, however, there are clearly two different groups: Whereas 
in general, women who received an inconspicuous test result feel relieved and con-
tinue their pregnancy in a reassured state, for the women who received a conspicu-
ous test result, the situation is totally different and highly dilemmatic.

Overall, the answers the women gave to the open EDIG study questions clearly 
underline the ambivalence that goes along with prenatal testing. In general, for the 
women who choose to undergo prenatal genetic testing a strong dilemma arises 
which Barbara Katz Rothman has characterized as follows (Rothman 1993, p. 6):

[The technology of amniocentesis and selective abortion] asks women to accept their preg-
nancies 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 fantasize about the baby, 
to begin to become the mother of the baby, and yet be willing to abort the genetically dam-
aged fetus. At the same time. For twenty to twenty-four weeks.

In some way or another, each woman who undergoes prenatal genetic testing has 
to face this dilemma and the resulting inner tension. On the individual level as well 
as on the societal level it cannot be denied that prenatal genetic testing gives sup-
port to the idea of what has been called a “tentative pregnancy”.

This dilemma is clearly reflected in the above answers given by some of the 
women with inconspicuous test results in the EDIG study. Some report having 
experienced some sort of “tentative pregnancy”, of having been able to fully 
embrace the pregnancy only after having obtained an inconspicuous test result. For 
the women, prenatal testing challenges the pregnancy experience in order to leave 
the option available to terminate pregnancy. For most women, i.e. for the vast 
majority of pregnant women who receive an inconspicuous test result, this period 
of doubt is the price for getting reassurance.

Furthermore, the EDIG results underline the intensity and the moral dimension 
of the decision-making conflict for the women involved in the case of a conspicu-
ous test result. The women have to decide on the life of the fetus, after having 
established some – albeit partial – form of mother-child-relationship and while 
perceiving the fetus in a personified way. The answers given by the women with 
conspicuous test results indicate how women get emotionally involved with the 
ongoing pregnancy and consider the fetus to be their future child. For the women, 
prenatal testing leads to a very disturbing situation in which they are torn into two 
directions. On the one hand, there is the idea of “tentative pregnancy”. On the other 
hand, it is of course strongly counterfactual to expect a pregnant woman not to 
identify with her ongoing pregnancy. In the case of a conspicuous test result, these 
basic perspectives have to be directly confronted, leading to serious conflicts when 
women have to decide on the course of their wanted pregnancies.

In addition, with regard to women’s view on the fetus, the results point to the 
central relevance of relational aspects for the women involved. This is in sharp 
contrast to the ongoing and very controversial scientific debate on the moral status 
of human embryos and fetuses, which is characterized by positions relating to the 
right to life, human dignity, and aspects such as continuity, potentiality, identity or 
proportionality.
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In the ethics debate on the moral status of human embryos or fetuses, the embryo 
or fetus is typically seen as a separate entity. This differs enormously from the con-
text-related way in which the women involved express their experiences. In none of 
the answers the women gave to the open questions of the EDIG questionnaires, were 
these theoretical concepts and arguments ever mentioned. It seems that for the 
women, they are too abstract a category. Instead, for the women, relational aspects 
play an important role, i.e. the relationship with the fetus and future child. It is by way 
of these relational aspects that they reflect some of the moral issues involved.

In view of this, it is necessary to better include relational aspects in the debate 
on ethical issues in prenatal testing. Such a strategy aims at taking the women’s 
point of view into consideration. This may help to more directly support the women 
in the enormous decision-making conflict they experience.
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Abstract  This chapter reviews developments in prenatal testing. The changes in 
the range of tests that are available, perspectives on testing and the option of termi-
nation after a positive prenatal diagnosis are addressed. Caring for women under-
going prenatal diagnosis is a demanding task for health professionals. To enhance 
informed choice and support to women and their partners, health professionals 
must first be aware of their own values regarding sensitive issues in providing infor-
mation about tests and the outcome of pregnancies after a diagnosis. The chapter 
details the process of testing and identifies particular times when parents have spe-
cific needs – making a decision, undergoing a termination, continuing a pregnancy. 
It also considers the resources necessary for professionals including their own need 
for training and support. Finally it identifies a number of online resources available 
to professionals and parents that can give further information and support.

Keywords  Health professionals • Prenatal testing • Standards of care • Support 
groups

6.1 � Introduction

The EDIG study has explored the experiences of pregnant women (and their 
partners) who have undergone prenatal diagnosis during 2006–2008 in a number of 
countries across the European Union. In this chapter we would like to reflect on our 
personal observations and experiences during the EDIG study. These reflections are 
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in the context of what we know takes place within the United Kingdom (UK) and 
our experiences, over more than 20 years, with parents undergoing prenatal diag-
nosis and with professionals working in the field. Our reflections are informed by 
the broader literature on parents’ experiences of prenatal diagnosis, decision-making 
and living with the consequences of the decision that was made, whether to termi-
nate the pregnancy or continue, but this chapter will focus on issues for health 
professionals working with women. The EDIG study data presented so far 
(Fischmann et  al. 2008) has related to individual and personal factors and their 
relationship with aspects of coping with their situation, but parental experiences are 
also mediated by how they are cared for by the variety of health professionals 
involved during the process of prenatal screening and diagnosis. The chapter will 
begin with a brief review of developments in techniques of, and attitudes to, prena-
tal testing (summarized from an earlier report, cf. Statham 2002).

6.1.1 � Developments in Prenatal Testing

The technological possibilities for the prenatal diagnosis of fetal abnormalities have 
grown enormously since the early 1900s. At that time, X-rays could detect some 
structural abnormalities (Case 1917, cited in Resta 1997). The discovery of the Barr 
body allowed human male and female cells to be distinguished (Moore et al. 1953) 
and by 1956 it was possible to collect amniotic fluid from pregnant women and to 
determine the sex of fetuses using cells from that fluid (Serr et al. 1955; Fuchs and 
Riis 1956; Makowski et  al. 1956; Shettle 1956). This raised the possibility that 
women with a family history of sex-linked disorders could be offered information 
about their unborn baby and could potentially use that information to make repro-
ductive decisions. A mother who was a carrier of haemophilia was reported to have 
undergone a therapeutic abortion following amniocentesis and the identification of 
a male fetus in 1960 (Riis and Fuchs 1960).

Other developments at that time included LeJeune’s discovery that Down syn-
drome was caused when individuals had three copies of chromosome 21 (LeJeune 
et al. 1959) and the ability to culture amniotic cells so that the numbers of chromo-
somes in dividing cells could be counted. Amniocentesis became safer, by 1966 it 
was possible to analyse human chromosomes from amniotic fluid (Steele and Breg 
1966) and some European countries began to permit legal abortion, e.g. Sweden.1 
The option of termination of pregnancies found to have abnormal chromosomes 
was realised in the late 1960s (Nadler 1968).

Current practice in prenatal testing, focussing on methods of screening for Down 
syndrome and structural malformations, methods of invasive testing and cytogenet-
ics has been reviewed comprehensively by Bui and Meiner (2008) in an earlier 
publication detailing the EDIG study.

1 Cf.: http://www.un.org/esa/population/publications/abortion/doc/sweden.doc (Accessed 12 April 2011).
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6.1.2 � Attitudes to Prenatal Testing and Abortion

Statham (2002) has previously discussed early professional attitudes to prenatal testing 
and the way in which it was linked with abortion. Prenatal diagnosis was initially 
offered to a small number of women who were at high risk of conceiving a baby with 
a fetal abnormality (either because of a family history of genetic disorder or a previ-
ous affected pregnancy) because only a few physicians could undertake the invasive 
procedure of amniocentesis safely and few laboratories could culture the amniotic 
samples. Given that physician time and laboratory skills were scarce valuable 
resources, prenatal testing was initially offered only to high-risk parents for whom 
‘management decisions would be changed by the data obtained ’ (Evans et al. 1993), 
i.e. it was conditional that there was a prior commitment to abortion if an abnormality 
was confirmed. The way in which early positive diagnoses and terminations were 
managed suggested that a termination for abnormality was seen as a solution to par-
ents’ problems (Statham 1992, 1994). The baby with an abnormality was seen as a 
problem and the solution to that problem was to take the baby away. These attitudes 
impacted upon the way in which women who were undergoing prenatal diagnosis and 
subsequent termination were cared for. There was little understanding of parents’ 
experiences although it was clear in even the earliest reports of parents’ feelings that 
however much a baby with an abnormality might have been ‘a problem’, the decision 
to terminate was difficult, the experience harrowing and the psychological impact 
significant (reviewed in Statham 1992, 1994; Statham et al. 2000).

Over the last 40 years abortion has become available legally in most Western 
countries2 and there has been a widespread introduction of a variety of prenatal 
diagnostic tests during antenatal care (Bui and Meiner 2008). Alongside this 
increasing availability of tests and the opportunities for women to undergo a termi-
nation of pregnancy, changes in the attitudes of both those offering tests and those 
undergoing the tests have led to different experiences. These changing attitudes 
derive from different perspectives in two particular areas.

First, as prenatal testing became more widely available, a new ethos was devel-
oping around genetic counselling that it should be non-directive. Decisions should 
be made by the individual being counselled after the counsellor has given full infor-
mation (Wertz and Fletcher 1989; Kessler 1992). This view began to influence 
attitudes towards how decisions should be made after prenatal diagnosis, particu-
larly among professionals haunted by fears of accusation of eugenic practices. Any 
link between a decision to have prenatal testing and a prior commitment to termi-
nate the pregnancy became unacceptable (Wertz and Fletcher 1989) as it became 
more accepted that the decision to have a test could be no more than that, and deci-
sions based on the result of that test could only be made once the results were 
available. As we will discuss below, ‘non-directiveness’ in counselling presents 
challenges, both for the counsellor, and for the woman making decisions about tests 
and termination. These require sensitive handling by competent professionals.

2 Cf.: http://www.hsph.harvard.edu/population/abortion/abortionlaws.htm (Accessed 12 April 2011).
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Secondly, attitudes towards perinatal death were changing. Bourne (1968) had 
suggested that stillbirths might have psychological effects on women and their 
doctors – until that time, women were discouraged from seeing their baby or of 
fostering any memories of having had a child. Kennell et al. (1970) then described 
the reactions of parents to the loss of a new-born infant and it was recognised that 
they were similar to those described by Parkes (1965) following the death of a close 
family member. Kennell et al. (1970) reported changes in the way they as profes-
sionals cared for parents after a baby had died, including separating bereaved parents 
from mothers with healthy babies and improving communication between hospital 
staff so that all in contact with the parents knew about the death of the baby. Once 
neonatal deaths were seen as bereavement, it followed for other perinatal deaths, 
especially stillbirths and then miscarriage. Eventually, termination for abnormality, 
the pregnancy loss that parents themselves choose, was recognised as a bereavement, 
largely as a result of the work of the parent support groups associated with this type 
of pregnancy loss. The different parent support groups have been important in high-
lighting the similarities and differences in the losses and associated distress.

Care for parents has developed, in part, based on what parents have reported that 
they found helpful and unhelpful. There has been little evaluation of these patterns 
of care which have face-validity and were introduced quickly by staff eager to 
ameliorate the distress they recognised in parents. Parkes (1995) has argued how-
ever that it is unethical to introduce services for the bereaved that are not well-
founded and evaluated. However, whilst care has not been evaluated, UK experience 
within organisations such as Antenatal Results and Choices (ARC) suggests that 
parents now find the care they receive to be supportive.

6.2 � Prenatal Testing and the Possible Outcomes

In the absence of any prenatal testing, about two percent of babies will be born with 
a structural or chromosomal anomaly, or a serious genetic disorder. Although a 
small number of women enter pregnancy at increased risk of conceiving such a 
baby, most anomalies occur in the pregnancies of healthy, low-risk women (RCP 
1989). Prenatal testing gives women the opportunity to find out if their baby has an 
anomaly. Diagnostic tests can confirm the presence or absence of the anomaly but 
these tests are often expensive and come with risks, e.g. of miscarriage after amnio-
centesis. They will usually be offered to, or chosen by women who are at high risk 
when they become pregnant, e.g. because of maternal condition such as diabetes 
(Carrapato and Marcelino 2001; Smoak 2002; Wong et al. 2002), women who need 
teratogenic medication for a chronic condition such as epilepsy (Fairgrieve et al. 
2000; Holmes et al. 2001; Lowe 2001) or because they have a known history of a 
genetic disorder in the family.

Screening tests are cheaper to perform and do not put the pregnancy at risk and 
are therefore used to identify from the large population of ordinary pregnant women 
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those who are at increased risk of having a baby with an anomaly (Statham and 
Dimavicius 2008). It is this group of women, i.e. the vast majority of pregnant 
women who enter pregnancy with no reason to believe they are at increased risk of 
having a baby with an anomaly, who are the focus of this chapter. These women 
will be offered screening tests and if they decide to embark on screening they may 
be identified as being at high risk and are then offered a diagnostic test. It is an 
integral aspect of a screening test that some who have the test will be told they are 
low risk and do not undergo diagnosis but who will in fact have the condition being 
tested for (false negative) and others who are told they are high risk who find after 
a diagnostic test that they do not have the condition (false positive). For pregnancy 
screening these issues are important as we will discuss below.

It is important to remember that there are a limited number of pregnancy out-
comes and that all outcomes are as likely for women who choose not to have any 
screening tests as well as for those who decide to have them. The majority of 
babies are born healthy and with no anomalies, although women may be alarmed 
if concerns are raised by screening tests that are subsequently shown to be false 
alarms. Some babies can only ever be destined to die because of the nature of the 
anomalies they have, e.g. anencephaly. This may be discovered at birth or during 
pregnancy and, if discovered as a result of tests, the baby will die whether the 
parents decide to terminate the pregnancy or continue: the only thing that can be 
changed is the time at which the baby dies. Similarly, many of the babies who 
are found during the pregnancy to carry non-lethal abnormalities will be born 
with the same life and morbidity expectancy as if they had not been prenatally 
diagnosed. Thus nothing changes in the care and treatment for a baby with Down 
syndrome whenever diagnosed as the chromosome abnormality cannot be treated; 
neither are there any changes in the treatment for a baby born with cleft lip and 
palate. Dependent upon the condition, there is surgery available and this is carried 
out at times related to the condition of the child and not to the time of diagnosis. 
For some structural anomalies, it has been assumed that prenatal knowledge 
might result in improved outcomes, for example if prior knowledge can result in 
arrangements to deliver the baby in a centre of excellence if immediate surgery is 
likely to be needed. However, even for conditions where improved outcomes 
appear a theoretical possibility the reality often appears unchanged. For example, 
reviewing the literature on congenital heart disease Sullivan (2002) comments ‘… 
survival advantage conferred by the prenatal diagnosis of congenital heart 
disease … has been elusive’ although it is important to remember that conditions 
diagnosed prenatally may be more severe than those not identified in the prenatal 
period.

Decisions have to be made at different points through the process of prenatal 
testing, and at all of the decision points, as well as during the aftermaths, women 
and their partners will need specialised care and support to ensure they can under-
stand the information they are given and make the right decisions for them. 
Provision of good care is both vital but difficult. Different aspects will be provided 
by different professionals, and that will vary across countries and how antenatal 



88 H. Statham and J. Dimavicius

and pregnancy care is organised but some of the areas where it is particularly 
crucial include:

ensuring informed choices are made at the time of undergoing screening––
ensuring parents understand the results of their screening test––
giving parents bad news––
supporting decision-making after a confirmed diagnosis of an abnormality––
supporting parents through termination of pregnancy––
supporting parents through a continued pregnancy––
provision of aftercare – post mortem/genetic information/support and/or ––
counselling/next pregnancy.

To do all of these well, staff need to be trained and to feel supported.

6.3 � Caring for Women and Observations Arising  
from the EDIG Study

Prenatal testing is a routine part of antenatal care for pregnant women across the 
EU. Different tests are offered in different countries and many different health pro-
fessionals are involved in delivering these tests and in caring for women and their 
partners after positive or negative test results. Despite this lack of uniformity, we 
would like to suggest that there are standards of care that should be available for all 
pregnant women, and their partners. The findings from the EDIG study suggest that 
those standards are not always met. The important question of what tests are offered 
and related ethical issues were discussed in a previous paper (Statham and 
Dimavicius 2008). We would like to use the remainder of this chapter to raise some 
important issues that professionals can consider wherever they are practicing. We 
do not tell you what to do. What we hope to do is encourage you as health profes-
sionals to ask yourselves the question ‘What is the optimum care that I can give?’ 
with a particular focus on the ethical issues that you and the parents you care for 
may face during the process of prenatal screening, diagnosis and its aftermath.

6.3.1 � Professional Values

Any professional working in antenatal screening and diagnosis may have a range 
of beliefs: that any choice a parent makes is acceptable; that screening contributes 
to reproductive choices; that it is acceptable for parents to end a pregnancy for a 
condition they feel is ‘serious’. Others will be uncomfortable with aspects of 
screening and the decisions some parents make. In this area it is important that 
individuals’ values do not influence the choices that parents make – as they will live 
with the consequences of whatever decisions they make. Professionals can inadver-
tently influence parents’ decisions by their choice about how much information 
they give, how they describe a condition, the order in which they give information, the 
words they use, their body language and tone.
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Each parent will bring their own different experiences, values and personal 
circumstances to the decisions they make during screening. To provide the best 
care for parents professionals must accept and respect their choices even if they 
do not sit easily with their own beliefs. Professionals who are aware of their own 
values can help parents explore their options with confidence across the whole 
process.

6.3.2 � Informed Choice About Tests

The first decision for parents is whether or not to have the tests that are available to 
them in their system of care. For professionals this touches on two areas – their 
knowledge of tests and their skill in informing women and enabling them to make 
an informed choice.

6.3.2.1 � The Offer of Tests – Professional Knowledge

Do parents know the differences between a screening test and a diagnostic test?
Have you been trained to explain these differences to women?
Are you confident that the screening tests you are offering are effective tests?

6.3.2.2 � Telling Women About Screening Tests – Enabling Informed Choice

Is there written information available for women?
Does the information you give tell women enough about the tests, the potential 

risks and benefits, the conditions being tested for, what happens next if this test 
shows there may be a problem and where to go for further information?

Is there someone for women to talk to if they have further questions or 
concerns?

Are women told about their choices early enough in pregnancy to be able to 
think about their decision to have screening and gather more information if they 
need it?

6.3.3 � Giving Results

As well as talking to women and their partners about the tests, professionals have 
to give results. This may be the result of a blood test where a decision has to be 
made about further tests, or a finding from an ultrasound or other diagnostic test. 
News of even the possibility of something wrong with their baby will always be 
very hard for parents to receive.
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6.3.3.1 � Giving Screening Test Results – Planning for the Next Stage

Do you discuss with women how and when they will get their test results?
Do you make sure that women understand that a screen negative result does not 

guarantee a healthy baby?
Do you make sure that women understand that a screen positive result does not 

mean that it is certain that a baby has a problem?
Will there be someone available to talk to women who are anxious about their 

results?
How are parents helped to make an informed choice about any other tests they 

might be offered?
When women have ultrasound scans are they aware that it is both a screening 

and diagnostic test?

6.3.3.2 � Giving a Diagnosis of a Fetal Abnormality – Compassionate 
Communication

This is the point at which parents’ hopes and dreams of a healthy baby are taken 
away and replaced with news of a different baby.

If the woman has had an amniocentesis or chorionic villus sampling (CVS) do 
you discuss with her how and when she will get her test results?

When you tell parents this news do you have enough time

to talk for as long as they need––
to see them again if they are too shocked to take in all of the news––
to explain fully what their options are and what they can expect?––

Do you have enough information about the condition that has been diagnosed 
and do you know where else parents can go for more information or support, e.g. 
other professionals or groups supporting families with particular conditions?

When you have told the parents this news do you ensure that parents are clear 
about what will happen next?

6.3.4 � Supporting Parents Making a Decision

This is a particularly difficult area for professionals and where the support you give 
has to be non-directive, non judgmental and free from your own values, attitudes 
and beliefs.

What is your role in helping parents as they make the decision whether to con-
tinue or terminate their pregnancy?
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What information will parents need as they make their decision? What if the two 
partners have different views?

What other issues will parents be thinking about while they make their 
decision?

What do you do if parents ask ‘what would you do?’
Parents need a framework in which to make decisions, as it may be the first 

time they have encountered such complex issues. Parents will need to explore 
their situation, the potential risks and benefits of alternative outcomes in order to 
reach a decision. You may have to raise some of the more challenging options 
with parents. As well as a structured approach focussing on information and pro-
cess, parents will also use their prior beliefs and instincts as part of their decision-
making.

For some parents, pragmatism, feelings and lived experience may lead them 
to make decisions which are not intellectually rigorous especially if the particu-
lar questions do not have definitive answers and this may be acceptable to 
them.

6.3.5 � Helping Parents After They Have Made a Decision

Once an abnormality is confirmed, parents have lost the baby they had expected, the 
healthy baby. Whatever decision they make they have to live with the consequences 
in the short and long term. They need supportive care during either a termination or 
throughout the rest of the pregnancy.

6.3.5.1 � Issues Around Termination

How do you help parents prepare for the practical and emotional aspects of ending 
a pregnancy and ensure that their care is sensitive and personal?

Are you aware of the paradox for parents who make the choice to have a termi-
nation but who are grieving for the loss of their child?

Can you help parents understand how the pregnancy will be terminated and 
where this will take place? Will there be pain relief? After an induced labour, do 
the parents know what to expect when the baby is born? Do you discuss whether 
they want to see and hold the baby, have photographs and memorials? Do you 
offer scan photographs to parents who terminate a pregnancy earlier under 
anaesthetic?

Do you discuss with parents how they might feel physically afterwards – pain, 
engorged breasts, bleeding? Do you discuss with parents how they might feel emo-
tionally afterwards – and what might be available to help them?
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6.3.5.2 � Issues Around Continuing

What do parents need who continue their pregnancy after an abnormality has been 
diagnosed? The condition may be treatable or permanent and in many cases the 
parents may know that their baby will die before or soon after birth. Almost always 
the child who lives will have some physical and/or intellectual impairment. Parents 
will need on-going support as they may have many different worries and concerns 
as the pregnancy progresses such as

Feelings about a ‘different’ pregnancy and a changed relationship with a differ-––
ent baby
Fears and concerns about the practical aspects of their care––
Worries about the health of the baby––
The strain of adjusting to an ever changing scenario as the baby may need con-––
tinuous monitoring throughout the pregnancy
Preparing for the birth––
Preparing for afterwards: no baby OR the reality of an ill baby.––

6.3.5.3 � Longer Term Support for Parents and Families

Women who continue pregnancies may need to see a range of health, social and 
educational professionals depending on the condition of their child. They may also 
need psychological support around the emotional impact of a having a child with 
special needs.

Women whose babies die and those who have ended pregnancies may benefit 
from the offer of support from a practitioner who has been involved in their care 
and who can acknowledge their bereavement as well as help with any physical 
problems they may have. Some women will need more intensive psychological 
support and all professionals need to be sensitive to the indications for this espe-
cially when the need arises a long time after the termination.

6.3.6 � Issues for Staff Themselves

To give the best care to parents, professionals need training. They will need to 
understand the whole process of prenatal testing in order to be sensitive to parents’ 
experiences and needs. This will require specialised training for example, in the 
practical aspects of the tests, in communication, in breaking bad news and in 
bereavement support.

In an area that is technically complex and ethically challenging and that leads to 
witnessing the profound shock and grief that parents experience after a positive 
diagnosis, staff may need support. Often this is not available to staff but if they are 
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to give high quality, sensitive and individualised care systems should be put in place 
for the support of staff. What provision is there in your institution to help you do 
this work effectively – to give parents the best care and to ensure your personal 
welfare?

6.4 � Helping Professionals Deliver a Good Service

There are many Internet-based resources that health professionals will find helpful, 
both to use themselves and to recommend to parents for whom they are caring. There 
are many more sites but these are some of the English Language sites that the authors 
believe are useful and reputable. At the end of this section we also list a few papers 
that are particularly useful in considering ethical aspects of decision-making.

6.4.1 � Sites and Organisations Which Give Information  
and Support to Parents

Antenatal Results and Choices http://www.arc-uk.org/

ARC is a UK-based charity which offers information and support to parents who 
are: making decisions before, during and after the antenatal testing process, told 
that their unborn baby has an abnormality, having to make difficult decisions about 
continuing the pregnancy or having to make difficult decisions about ending the 
pregnancy. The website describes the support available to parents, the training that 
is available for health professionals and also lists a range of organisations that sup-
port families affected by different conditions.

ANSWER aims to provide information to expectant parents and those thinking 
about becoming pregnant so that they can make the best decisions about prenatal 
testing, for themselves and their families, whether they decide on testing or not. The 
site includes personal testimonies from individuals and families directly affected by 
some of the conditions that can be tested for in pregnancy.



94 H. Statham and J. Dimavicius

Healthtalk Online shows a wide variety of personal experiences of health and 
illness and visitors to the site can watch, listen to or read interviews with people 
who have experienced a range of medical conditions or situations, as well as find 
reliable information on treatment choices and where to find support. The two mod-
ules identified above relate to prenatal testing and pregnancy termination.

6.4.2 � Information from the UK National Screening Committee

The link http://www.screening.nhs.uk/cpd is the UK National Screening Committee’s 
Continuing Professional Development website for England. It is a ‘one stop’ web-
site bringing together all the cross-cutting education and training programmes and 
resources – meeting the continuing professional development (CPD) needs of 
health professionals involved in NHS antenatal and newborn screening.

Of particular interest is Screening Choices: http://cpd.screening.nhs.uk/
screeningchoices

This learning programme aims to enhance skills and knowledge of health pro-
fessionals in order to ensure women and families can make informed choices about 
offers of screening. Online materials enable professionals to work through modules 
on all aspects of screening during pregnancy and in the neonatal period.

A range of information for women can be found at http://fetalanomaly.screening.
nhs.uk/publicationsandleaflets and of particular interest is the link to one called 
‘Screening tests for you and your baby’. The first page of this 72 page booklet 
makes it clear what it aims to do:

This booklet is about the screening tests you will be offered in pregnancy and screening for 
your baby in the first few weeks after birth. It is important you understand the purpose and 
possible results of the screening tests before you make your decision. To help you the UK 
National Screening Committee (the independent body that advises the health departments 
of the four UK countries) has written this booklet, explaining the screening tests in detail.
  We realize you are given a lot of information in pregnancy but please read this booklet 
as it will help prepare you for discussions with your midwife or doctor about the screening 
tests, so you can ask the questions that are important to you. It will be helpful if you have 
the booklet with you when you see them. As you can see from the screening timeline  
diagram on the inside front cover, some of the tests need to take place as early as 10 weeks 
in pregnancy so we recommend reading the booklet as soon as possible. Towards the end 
of your pregnancy your midwife will discuss with you the screening tests recommended 
for newborn babies. We advise you to look at the booklet again at this stage.

http://www.healthtalkonline.org/Pregnancy_children/Antenatal_Screening 
http://www.healthtalkonline.org/Pregnancy_children/Ending_a_pregnancy_for_fetal_abnormality
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6.4.3 � Information About Organisations Dealing with a Broad 
Range of Genetic Conditions

The Genetic Interest Group (GIG) is a national alliance of patient organisations 
with a membership of over 130 charities which support children, families and 
individuals affected by genetic disorders. GIG is a organisation which aims  
to improve the lives of individuals and families affected by genetic disor-
ders through working within the UK and European Union at policy and legis
lative level.

CAF is the UK-wide charity providing advice, information and support to the 
parents of all disabled children. CAF maintains an A–Z of more than 1,200 condi-
tions with medical information on disabilities and rare disorders and details of 
support groups.

http://www.cafamily.org.uk/medicalinformation/conditions/azlistings/a.html
Contact a Family’s vision is that all families with disabled children are empowered 

to live the lives they choose to live, and achieve their full potential, for themselves, 
for the communities they live in and for society.

Contact a Family’s mission and purpose is to remove the barriers imposed by 
society which prevent families with disabled children achieving their full potential, 
and to empower these families to live the lives they want to lead.

The Genetic Interest Group http://www.gig.org.uk/

Genetic Alliance UK is the national charity of patient organisations with a membership of over 
130 charities supporting all those affected by genetic disorders. The aim of the organisation is to 
improve the lives of people affected by genetic conditions by ensuring that high quality services 
and information are available to all who need them
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6.4.4 � European Organisations

EURORDIS is a non-governmental patient-driven alliance of patient organisations 
and individuals active in the field of rare diseases, dedicated to improving the quality 
of life of all people living with rare diseases in Europe. It was founded in 1997; it 
is supported by its members and by the French Muscular Dystrophy Association 
(AFM), the European Commission, corporate foundations and the health industry.

A selection of the information is translated into French, German, Italian, 
Portuguese and Spanish.

EuroGenGuide contains information about genetic testing, counselling and 
research across Europe. The information is intended as a resource for both patients 
and their families, and health professionals alike. You might be concerned that you 
or a relative may be affected by a genetic condition, or your doctor may have asked 
you if you would be prepared to donate biological samples to a DNA bank for use 
in research. Alternatively you may be a doctor with a patient who might have a 
genetic condition and requires a test, or you might be a genetic researcher carrying 
out a study.

6.4.5 � Useful References Addressing Ethical Issues Around 
Decision-Making in a Practical Way

ARC (2005) Supporting parents’ decisions: a handbook for professionals. Antenatal 
Results and Choices, London

Bayliss F, Downie J (2001) Professional recommendations: disclosing facts and 
values. J Med Ethics 27(1):20–24

EURORDIS http://www.eurordis.org/secteur.php3?id_rubrique=1

http://www.eurogenguide.org.uk/
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Berkel van D, Weele van der C (1999) Norms and pre-norms on prenatal diagnosis: 
new ways to deal with morality in counselling. Patient Educ Couns 37:153–156

O’Connor AM, Bennett CL, Stacey D, Barry M, Col NF, Eden KB, Entwistle 
VA, Fiset V, Holmes-Rovner M, Khangura S, Llewellyn-Thomas H, Rovner D. 
Decision aids for people facing health treatment or screening decisions. Cochrane 
Database of Systematic Reviews 2009, Issue 3. Art. No.: CD001431. DOI: 
10.1002/14651858.CD001431.pub2

6.5 � Conclusion

Prenatal testing is widely available in Europe and the developed world. How tests 
are delivered to pregnant women is dependent on how maternity care is organised 
and financed, on how health care is regulated and also on existing legal frame-
works. We have discussed these issues in a previous paper. The emphasis in this 
chapter is on an issue of overriding concern: the way in which women are cared for 
during the process of prenatal testing. Testing involves women and their partners 
making difficult decisions about issues which are often ethically challenging and 
may carry some risks to their unborn baby. Appropriate care recognises the need 
for health professionals, as well as women and their partners, to be informed, to 
respect different perspectives and to understand the situation in which parents find 
themselves. Appropriate care can however only be given by well trained and well 
supported health professionals.
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Abstract  In Germany, pregnant women have a legal right to psychosocial care 
in the context of prenatal diagnostics (PND); however, this is not widely known 
and only a few women take advantage of it. In an attempt to improve the situa-
tion, various model projects have been implemented in recent years to promote 
cooperation between medical and psychosocial professional groups. The Institute 
of Psychosomatic Cooperation Research and Family Therapy at the University 
Hospital Heidelberg was previously responsible for conducting the accompanying 
research in two model projects and is currently conducting a third. This paper 
summarizes results from approximately 10 years of continuous research in this 
area. The focus here is on the aspects of collaboration between the professional 
groups involved within the context of PND. On the whole, there have been definite 
advances with regard to the criteria for care, interdisciplinary cooperation, con-
tinuing education and advanced training in the context of PND as well as school 
projects and outreach work, but development in this field is moving rather slowly. 
We concur that, as previously recommended by professionals and politicians, it is 
time to coordinate information and care for pregnant women and their partners.

Keywords  Prenatal counselling • Prenatal diagnostics • Psychosocial aspects

7.1 � Introduction

In Germany, since 1976, prenatal diagnostics (PND) is included in the catalogue of 
services paid by medical insurance funds. Since then, the technical possibilities in 
the field of PND have developed further. Today, PND has become a routine part of 
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medical practice during prenatal care. Thus, prenatal care, in addition to monitoring 
the general course of pregnancy, includes tests which can detect fetal abnormalities.

Prenatal diagnostics today include the following prenatal tests:

General prenatal care (ultrasound screening);––
Methods of estimating risk/screening tests (nuchal translucency screening, first ––
trimester test, triple test);
Invasive/diagnostic methods (chorionic villus sampling, testing of amniotic ––
fluid, fetal blood sampling from the umbilical cord).

German medical insurance funds currently pay only for services that are medically 
necessary and appropriate. In addition to general prenatal care, this includes the 
follow-up examination when an abnormal finding has been obtained. Methods of 
risk appraisal are offered as individual health services (“Individuelle 
Gesundheitsleistungen”, IGeL) and are therefore billed to the patients themselves. 
This does not apply, if the test shows an abnormal result in which case the investi-
gation is considered ‘medically necessary’ and, thus, paid for by the insurance.

The diagnostic possibilities currently exceed the therapeutic possibilities because 
intrauterine treatment is only possible for very few diagnoses. The indisputable 
advances in new techniques certainly can offer a great deal of reassurance for the 
mother about her unborn child during pregnancy. However, these advantages must 
be seen against the psychological stresses experienced by women and couples when 
they are informed about an unclear or abnormal finding. Ultimately, the parents-to-be 
are confronted with the ethically challenging decision to terminate the pregnancy or 
to intentionally decide to give birth to, and perhaps live with, a disabled child. This 
has been referred to as an “impossible decision” (Friedrich et al. 1998). Problems 
that were previously left to fate have thus come within the individual decision-
making realm and make high demands on individual decision-making competency. 
Many people are stressed by this, not only because their competencies are not 
sufficient but also because this involves serious ethical dilemmas and may involve 
questions that go beyond human decision-making capacity in general.

To deal with these problems, the legal right to counselling has been anchored 
in the context of PND with §2 of the German Pregnancy Conflict Act 
(“Schwangerschaftskonfliktgesetz”, SchKG). The uptake of counselling has so far 
been voluntary. The counselling should be nondirective with regard to outcome and 
should address the ethical and psychosocial dimensions of PND. Embedding PND 
into a legal act has contributed significantly towards the establishment of PND since 
the 1970s. To be able to offer a corresponding counselling infrastructure, human 
genetic counselling offices were expanded and additional services were created 
within existing psychosocial counselling offices, administered publicly or by com-
munities. However, only a few women take advantage of the legal right to counsel-
ling and most women are not even aware of it. Furthermore, cooperation between 
physicians and psychosocial professionals rarely takes place and has proven to be 
extremely difficult, especially outside of university facilities. Therefore, various 
model projects were initiated. Two of these projects with which the above mentioned 
Heidelberg Institute was involved are reported in this article. In addition, a summary 
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of additional research in this field covering 10 years is presented. The focus here is 
on the features of cooperation between the professional groups involved in the 
context of PND.

7.2 � Accompanying Research at the Institute of Psychosomatic 
Cooperation Research and Family Therapy, University 
Hospital Heidelberg

The Institute of Psychosomatic Cooperation Research and Family Therapy has 
more than 10 years’ expertise with respect to conducting model projects within the 
context of PND. The first was the project “Development of Counselling Criteria for 
Prenatal Counselling in Cases of Anticipated Disability of the Child” (1998–2001), 
which was supported by the Federal Ministry of Family Affairs, Senior Citizens, 
Women and Youth (“Bundesministerium für Familie, Senioren, Frauen und 
Jugend”, BMFSFJ 2001). This was followed by “Interprofessional Quality Circle 
in Prenatal Diagnostics,” supported by the Federal Centre for Health Education 
(2003–2008) (“Bundeszentrale für gesundheitliche Aufklärung”, BZgA 2008). In 
addition, since 2008, the Heidelberg Institute has been involved in research 
supported by the Federal German State of Baden-Württemberg with the aim of  
(i) improving prenatal information about PND and (ii) improving counselling and 
support of parents-to-be in conflict situations during and after prenatal diagnostic 
tests (Pauli-Magnus et al. 2011).

7.3 � Model Project “Development of Counselling Criteria  
for Prenatal Counselling in Cases of Anticipated Disability 
of the Child”

The initial aim of the project “Development of Counselling Criteria for Prenatal 
Counselling in Cases of Anticipated Disability of the Child” was to develop 
counselling criteria and thus improve the quality of outcome and the process of 
psychosocial counselling in PND. However, the analysis of shortcomings in psy-
chosocial care for pregnant women (Table 7.1) led to changes and additions in the 
first year of the project.

This analysis revealed a lack of information for pregnant women about what 
was available to them, and insufficient cooperation between the psychosocial 
counselling offices and medical institutions, in particular gynaecological prac-
tices. Such interdisciplinary cooperation was explicitly requested in the guidelines 
of the German Federal Chamber of Physicians (Bundesärztekammer 1998), but, 
in practice, this rarely took place. Therefore, the following three main topics of 
activity were created: “counselling criteria”, “advanced training and ongoing 
education” and “cooperation” (Lammert et al. 2002).
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7.4 � Model Project “Interprofessional Quality Circle  
in Prenatal Diagnostics”

The model project “Interprofessional Quality Circle (IQC) in Prenatal Diagnostics” 
was conducted in order to improve the quality of counselling in the context of 
PND. The aim of the project was to promote cooperation between medical and 
psychosocial professional groups in accordance with the concept of Bahrs et al. 
(2001, 2005). To do so, IQCs were initiated with a time lag over two phases at six 
sites throughout Germany (at Augsburg, Erfurt, Freiburg, Heidelberg, Mannheim, 
and Schwerin), where gynaecologists, human geneticists, paediatricians as well 
as consultants from pregnancy counselling offices and midwives were able to 
participate. The circles were each moderated by a specifically trained person 
from both the medical and psychosocial professional group. According to Bahrs’s 
concept, the participants would present typical work situations and problems 
based on case presentations from their own work, which would then be analyzed 
in the group. On this basis, the group should work continuously on proposed 
improvements for the counselling and should adhere to them in recommendations 
for action developed together.

The results show that medical and psychosocial group members felt better 
informed about what the other group could offer during the IQC work. An improved 
perception of each other was reported, in particular a better mutual understanding, 
more openness and transparency as well as a better interdisciplinary cooperation. 
At five of the six sites, the IQC work continued beyond the model project phase; 
four circles were still active at the time of the follow-up, i.e., 2–4 years after the end 
of the project. It was also reported that physicians referred their patients more often 
to psychosocial counselling. Furthermore, outpatient psychosocial offices were set 
up at hospitals at two sites. At all sites, there were more public awareness activities. 

Table  7.1  Deficits in structure quality from the perspective of patients/clients, 
gynaecologists and counselling offices

Patients/clients
Too little acceptance and utilization of the offer of counselling due to:
  Lack of awareness of the offer
  Uncertainty due to inconsistent information
  High inhibition threshold against receiving psychosocial counselling
Gynaecologists
Too little information about the counselling offerings due to:
  Different understanding of counselling
  Inadequate or insufficient information about the psychosocial counselling offering
  Doubt about the confidence of the other professional group
  Feeling of responsibility for one’s own patients
Counselling offices
  Unclear counselling profile
  Fears and anxieties with regard to the dominance of medicine
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Surprisingly, however, there was no increase in PND counselling at the counselling 
services (Riehl-Emde et al. 2007; Kuhn and Riehl-Emde 2007; Kuhn et al. 2008).

7.5 � Cooperation Is Worthwhile If the Boundary  
Conditions Fit

As part of the follow-up, the moderators from the two professional groups were 
asked in semi-standardized interviews about their subjective evaluation of the IQC 
work and its effects on interdisciplinary cooperation. Interviews were transcribed 
and a content analysis according to Mayring (2003) was undertaken.

With regard to changes due to the quality circle work, there is a spectrum of 
views. Some sites had established various methods of cooperation and were still 
highly motivated to cooperate even after the end of the model project. Other sites 
had achieved few changes with regard to interdisciplinary cooperation and did not 
continue the IQC work after the project has ended.

In a subsequent step, and based on the above two groups, interview material was 
analysed for specific relationships at a particular site. The results show that 
achieved improvements mainly depend on the interpersonal experience and the 
individual benefit from the IQC work. Every site can be assigned to one of two 
groups (Table 7.2); the left column in the table lists the sites where positive inter-
personal experience and moderate to great changes have been described; and the 
right column lists sites where negative interpersonal experience and few changes or 
none at all were described. The assignment was based on a detailed analysis of 
particular “linguistic markers of meaning” which provide information about how 
intensely developments took place. The positive and negative interpersonal experi-
ence was associated with a high and a low personal benefit, respectively. This factor 
had a significant influence on the extent of the individual involvement.

If the external and personal boundary conditions fit, interdisciplinary cooperation 
has the following advantages for the medical community:

Increased attractiveness of a practice/department because of greater patient ––
satisfaction (Rohde and Woopen 2007);
Emotional relief due to shared responsibility for patients.––

Table 7.2  Interpersonal experience, personal benefit and work on contents 
as a function of the extent of change

Positive interpersonal experience Negative interpersonal experience

Assessment of value Inadequate assessment of value
Confidence Competition, rejection
Openness Inadequate openness
Engagement Inadequate engagement
Motivation Inadequate motivation
Competence Inadequate competence
High personal benefit Lower personal benefit
Intense work on content Little work on content
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Interdisciplinary cooperation offers the following advantages for the professional 
psychosocial group in particular:

An opportunity for networking and better positioning in the field of PND;––
Increased demand for the offered psychosocial information and counselling ––
services in the context of PND.

7.6 � Retrospective

For more than 10 years, work has been conducted into improving overall counselling 
and cooperation within the context of PND, not just at the Heidelberg institute but 
also at other research centres. In comparison with the situation at the end of the 
1990s, essential progress has been made in the following three fields of work:

–– Counselling criteria: Initially there were only guidelines for medical counselling 
in the context of PND (Bundesärztekammer 1998) and also recommendations 
for psychosocial counselling (Lammert and Neumann 2002). Additional recom-
mendations on how to encourage cooperation between medical and psychosocial 
counselling have now been made available and tested as part of the IQC project 
(BZgA 2008).

–– Advanced training and continuing education: A curriculum for the joint advanced 
training and continuing education of the medical community and psychosocial 
consultants for counselling in conjunction with PND was developed, tested and 
evaluated1 and has been established at the Central Evangelical Institute for Family 
Counselling (ezi) in Berlin.

–– Cooperation: The following models for interdisciplinary cooperation are currently 
practiced, depending on local conditions: (i) traditional referral, i.e. a definitive 
recommendation to a facility and/or psychosocial consultant; (ii) office hours 
“on call” at the medical facility, i.e. the counselling personnel only becomes 
active on request; (iii) medical and psychosocial counselling “under one 
roof”. Interprofessional quality circles represent an additional model of coop-
eration. This model contrasts with the forms of cooperation mentioned above, 
because the participating professional groups exchange information about 
their work with each other and not in direct contact with patients. – From the 
standpoint of the physicians, “under one roof” model is probably the most 
promising. This was shown in the model project “Psychosocial Counselling 
in the Context of PND” (Rohde and Woopen 2007) that was conducted in the 
federal German state of North Rhine-Westphalia. It showed that pregnant 

1 Evangelisches Zentralinstitut für Familienberatung gGmbH (Ed.) Abschlussbericht zum 
Modellprojekt “Entwicklung, Erprobung und Evaluation eines Curriculums für die Beratung in 
Zusammenhang mit vorgeburtlichen Untersuchungen (Pränataldiagnostik) und bei zu erwartender 
Behinderung des Kindes (2002 bis 2005)”, supported by BMFSFJ; www.bmfsfj.de/Kategorien/
Forschungsnetz/Forschungsberichte.html
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women with abnormal PND findings, who underwent psychosocial counselling 
in immediate proximity to medical care, had a higher acceptance and utilization 
of it. Apparently, such immediate proximity facilitates short-term agreements 
between the professional personnel and creates fewer barriers to uptake by 
the patients. To be perceived as a second opinion by the patient, psychosocial 
counselling has to present an independent view and should, ideally, belong to 
another institution.

In addition, there are other areas of work such as:

–– School projects: In addition to a number of other projects (“Overview of ongoing 
and recently concluded research projects on the theme complex of prenatal diag-
nostics”: http://pnd-tagung.sexualaufklaerung.de/index.php), it should also be 
pointed out that efforts have already begun in some cities to discuss questions 
associated with the importance of pregnancy and child rearing in the schools. 
For example, in 2006, the Interdisciplinary Forum for Biomedicine and Cultural 
Sciences (IFBK) at the University of Heidelberg began a school project 2 
concerning stem cells and clones, prenatal diagnostics and abortion. This project 
“Human Dignity at the Beginning of Life” was conducted at four high schools 
in Heidelberg, Mannheim and Karlsruhe in the school year 2007/2008.

–– Public Relations: The BZgA has established essential cornerstones through public 
relation, information materials (brief flyers with initial information, brochures 
with more in-depth content and electronic Information http://www.schwanger-
info.de) and, not least of all, through representative interviews of pregnant women 
about “Pregnancy experiences and prenatal diagnostics” (BZgA 2006).

7.7 � Current Situation

Although there have been various activities on different levels extending all the way 
to model projects as well as an increase in the willingness of various professional 
groups to cooperate, development in the field has been relatively slow. Progress in 
interdisciplinary cooperation in the context of PND has been relatively minimal, at 
least when measured solely by the number of cases, i.e., the number of pregnant 
women receiving psychosocial counselling. In the last 10 years, work has been 
done with the particular intention of improving the cooperation structures, the fur-
ther training of technical personnel and the development of counselling criteria, 
with some success. This success could, however, have been greater in view of the 
time, personnel and financial resources invested. On the whole, the professional 
meeting about “Cooperation – But How? Interdisciplinary Cooperation in Prenatal 
Diagnostics” which was initiated by the BZgA in Berlin in May 2007, has shown 

2 Supported by the Robert Bosch Foundation.
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that discussion about cooperation structures is far from over and struggles to 
improve the quality of the structures still take place.

In the meantime, not only political groups and associations but also, to an 
increasing extent, representatives of the medical community have been concerned 
that pregnant women rarely avail themselves of their legal right to counselling 
within the context of PND and are often completely unaware of this legal right. 
The level of information pregnant women have regarding PND is relatively low 
(BZgA 2006).

As a result of our work we would propose that the pregnant women, in whose 
interest such model projects have been conducted, must become more involved. The 
fact that pregnant women often decline psychosocial counselling, despite medical 
recommendation, has previously been attributed, mainly, to the spatial separation 
between medical practice and psychosocial counselling facilities. In fact, more preg-
nant women undergo counselling if the two facilities are “under one roof.” However, 
it is conceivable that pregnant women are rejecting psychosocial counselling for 
other reasons. It is, for example, known that they tend to avoid difficult and/or 
ambivalent topics. Such behaviour may be understood as self-protection in the interest 
of maintaining an optimistic, relaxed basic attitude (Brisch 2007). Why should a 
pregnant woman open herself up to the conflicts associated with PND, if these might 
not be relevant to her and so deny her a positive experience of pregnancy? Studies 
of the decision-making processes in pregnant women have also shown that informa-
tion about the risks of PND is usually accepted better than information about the 
conflict potential (Nippert and Neitzel 2007). Psychoanalytical experience indicates 
that PND may serve as a projection screen for aggressive and destructive fantasies. 
Such projections may help to experience the pregnancy with as little ambivalence as 
possible, given that a pregnancy is always associated with uncertainties and anxieties 
(Belz 2008). We would recommend there should be more consideration of the 
psychosocial situation of the pregnant women. Efforts should be made to discover 
how it may be possible to support a relaxed and optimistic attitude in pregnant 
women and to reach them in their specific emotional world but at the same time to 
provide them with sufficient information without creating resistance, so they can 
benefit from the technical options of PND.

7.8 � Prospects

In the year 2008, on the initiative of the Labour and Social Ministry of the Federal 
German State of Baden-Württemberg, and with the support of representatives of 
the medical community in that state, another model project was created, and again 
the above mentioned Heidelberg Institute was selected to conduct the research.3 

3 Project director (Prof. Astrid Riehl-Emde, Ph.D.) in cooperation with the Department for General 
Gynecology and Obstetrics (medical director: Prof. Christof Sohn, M.D.), likewise at the 
Heidelberg University Clinic.
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The first aim of this project is to improve early information about PND for pregnant 
women, namely before they avail themselves of prenatal diagnostic measures, and 
secondly, to improve the counselling and support of parents-to-be in conflict situ-
ations during and after PND. As part of this project, first the existing structures 
and measures at eight sites in Baden-Württemberg (at Balingen, Böblingen, 
Heilbronn, Karlsruhe, Constance, Mannheim, Stuttgart, and Ulm) were expanded 
and intensified. In the next stage, the focus will be on the situation of pregnant 
women. Two interviews with pregnant women about their “experiences of preg-
nancy and prenatal diagnostics” are scheduled: first, pregnant women who have 
received counselling at the counselling offices within the context of PND are to be 
interviewed, and secondly, the representative interview of pregnant women is to be 
repeated, including in-depth interviews in a subgroup of pregnant women to ascertain 
whether their information level is higher in the year 2010 than it was in the year 
2004 (BZgA 2006).

Scientific progress in the various fields of medicine – theoretical as well as 
diagnostic and therapeutic – has touched on the question of whether everything 
which is medically possible should also be implemented. The question is, 
whether medical intervention, attempted and performed in the interest of reduc-
ing suffering, will bring more benefit than harm in the medium- and long-term-run. 
Can experts define the indications for termination of pregnancy and can medical 
doctors implement this without crossing personal lines? Even if they cannot 
provide answers to all these questions, model projects may offer an opportunity 
for various professional groups active in the context of PND to jointly search 
for ways to deal with the new findings and the ethical challenges associated 
with PND.
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Abstract  In this chapter I discuss the implications of two major empirical 
findings of the EU-wide project “Ethical Dilemmas due to Prenatal and Genetic 
Diagnostics” (EDIG) for a professional policy of prenatal genetic counselling. I argue 
that these empirical findings do not in and by themselves say anything about what 
such a policy should look like. Their significance depends on ethical and other 
presumptions already accepted within a particular policy framework. However, the 
empirical findings may also be significant in another more indirect way. They may 
show the inadequacy of assumptions about facts about the attitudes and views of 
women undergoing prenatal testing, and thereby undermine the policy that these 
assumptions about facts are used to support. In this way the findings may give 
proponents of the policy reason to reconsider their view.

Keywords  Ethics • Genetic counselling • Prenatal testing • Policy frameworks

What are the implications of the empirical findings of the EDIG project for an 
ethically acceptable professional policy of prenatal genetic counselling? Most 
people would probably agree that the findings provide a better understanding of the 
psycho-social situation, attitudes and views of women undergoing prenatal screen-
ing and diagnosis, and that this understanding may inform our reflection on policy 
issues around prenatal genetic counselling. However, what does it mean more 
precisely to take these findings seriously? Do they say anything about what a policy of 
prenatal genetic counselling should look like? In this paper, I discuss problems that 
arise when we try to draw normative conclusions from these empirical findings.

I focus on four questions:

What are the most important empirical findings of the EDIG project possibly ––
relevant to prenatal genetic counselling?
What are the main optional policy frameworks for prenatal genetic counselling?––
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What do these normative and evaluative frameworks imply regarding the ––
significance of the empirical findings?
How may the empirical findings undermine a particular policy framework?––

8.1 � Empirical Findings

Let me start by very briefly presenting two major empirical findings of the EDIG 
project that could be relevant to prenatal genetic counselling.

The first finding concerns how women view the role of health care professionals. 
Sixty-eight percent of the women who received a test result indicating a problem-
atic finding were very satisfied or satisfied that the health professionals left the 
decisions to them. The decision could be whether or not to have the test in the first 
place, or whether or not to terminate the pregnancy due to the test results. Some 
women wanted some limited advice. A minority wanted more advice (Fischmann 
et al. 2008, p. 121).

The second major finding is that decision-making in this context is not merely 
an intellectual process, but a highly emotional one. Distress is high when women 
make a decision to terminate their pregnancy, but it diminishes over time for most 
women. Some women, however, remain distressed for some time afterwards 
(Fischmann et al. 2008, pp. 108–117).

It should be noted that the statistical basis of these findings is rather limited. 
They concern only N women in N countries (Fischmann et al. 2008).

8.2 � Normative Policy Frameworks for Prenatal  
Genetic Counselling

In analysing optional policies of prenatal genetic counselling, I find it useful to 
make a distinction between policy frameworks and more specific goals (for a more 
extensive analysis, see Nordgren 2008). As I use the term, a “policy framework” is 
a framework for health professionals involved in genetic counselling. It focuses on 
core values that determine which more specific goals are to be attained. Policy 
frameworks are normative as well as evaluative. They are normative, because they 
prescribe how genetic counselling should be carried out. They are evaluative, 
because they are centred around a particular key value that is to be realised. Policy 
frameworks may include ethical presumptions, but also, e.g., presumptions regarding 
women’s psychological or social needs.

I distinguish at least three types of policy frameworks (Nordgren 2008):

client-centred frameworks,––
health-centred frameworks, and––
anti-abortion frameworks.––
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These frameworks differ regarding whose perspective should be taken into 
account by the health professionals. Should the focus be on the woman or on the 
fetus?

Client-centred frameworks focus on the woman and aim at satisfying her pref-
erences and/or needs. Given this central value, clients should not be recommended 
what to decide, i.e., whether or not to have a test or whether or not to terminate the 
pregnancy on the basis of test results. Non-directiveness regarding the content of 
a decision is essential. According to Wertz, this view dominates among health 
professionals in English-speaking countries (Wertz 1998).

Health-centred frameworks focus on the fetus. Giving birth to a child with a 
serious disease or condition should be avoided by means of selective abortion. The 
central value to be realised is to give birth to a healthy child. A sub-category consists 
of public health frameworks that strive for a reduction of the incidence of serious 
diseases and conditions in the population. In case of a test result showing that the 
fetus has a serious medical condition, health professionals should – explicitly or 
implicitly – advise the woman to terminate. Wertz has found that what I here call 
health-centred frameworks are rather generally adopted in developing countries in 
Asia – in particular China – and in many former communist countries in Eastern 
Europe (Wertz 1998; Mao and Wertz 1997).

Anti-abortion frameworks and restrictive abortion frameworks also focus on the 
fetus, but in distinction to health-centred frameworks selective abortion is consid-
ered morally wrong or at least wrong unless certain very strict medical conditions 
are met. Health professionals should recommend women not to terminate the preg-
nancy on the basis of test results or at least avoid giving information in a pessimistic 
(negative) way. As pointed out by Wertz, a tendency to avoid pessimistic counsel-
ling can be found in, e.g., Catholic countries such as Poland and many Latin 
American countries (Wertz 1998).

Within these policy frameworks, more specific goals for prenatal genetic coun-
selling are prescribed. At least four different possible goals have been proposed 
(cf. Nordgren 2001, 2002, 2008):

to give adequate information about prenatal tests and test results,––
to give assistance in decision-making,––
to give psycho-social support, and––
to avoid giving advice regarding the content of a decision (non-directiveness).––

The last one of these possible goals – non-directiveness – is perhaps the most 
controversial. It is accepted within client-centred frameworks (perhaps with an 
exception if the client explicitly asks for advice), but not in health-centred or anti-
abortion frameworks. The goal of giving adequate information is uncontroversial 
and part of all three types of frameworks. The goal of giving assistance and the goal 
of giving psycho-social support are more controversial and may or may not be 
included in all three types of frameworks. However, the more precise meaning of 
each possible goal may be interpreted in different ways, and there may be differ-
ences in emphasis.
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8.3 � The Normative Significance of the Empirical Findings

Now, do the empirical findings of the EDIG project say anything about which of 
these policy frameworks should be adopted? No, not in and by themselves, but 
given certain ethical and other presumptions they may say something significant. 
A metaphor might illustrate this. Proponents of different policy frameworks look at 
the empirical findings through differently coloured glasses. Given certain coloured 
glasses – ethical and other presumptions – the results may say something important. 
Given others, they don’t.

However, the empirical findings may also be significant in another more indirect 
way. They may show that certain assumptions about the attitudes and views of 
women undergoing prenatal testing are inadequate, and thereby undermine the 
policy that these assumptions are used to support.

Let me first discuss how ethical and other presumptions may determine the sig-
nificance of the empirical findings of the EDIG project. I will analyse the significance 
in terms of four different aspects:

relevance,––
weight,––
interpretation, and––
application.––

8.4 � Empirical Finding I: Women Tend to Prefer  
that the Decisions are Left to Them

The first empirical finding is that most women want the decision to be left to them, 
although some women want some advice. Does this finding suggest that we should 
adopt a policy of not recommending women to make a particular decision but leave 
the decision to them?

8.4.1 � Relevance

Adherents of client-centred frameworks would find the result clearly relevant. The 
primary goal of prenatal genetic counselling is to satisfy women’s preferences and/
or needs. This view may be based on different ethical presumptions such as the 
principle of respect for autonomy, the principle of strengthening autonomy, the prin-
ciple of beneficence, or utilitarian preference-satisfaction. Due to ethical presump-
tions like these, empirical knowledge about women’s preferences and needs becomes 
ethically relevant. If the majority of women prefer that the decisions are left to them, 
then they should be left to them. But the results also show that some women may 
want some advice, and this should also be taken seriously. What this means more 
precisely may vary from one version of the client-centred frameworks to another.
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For proponents of health-centred frameworks, the finding is largely irrelevant. 
What counts is a healthy child (according to individualistic frameworks) or the 
reduction of the incidence of serious medical conditions in society (according to 
public health frameworks), not women’s preferences. The ethical presumption 
behind this view could be the principle of non-maleficence understood in terms of 
minimising suffering and low quality of life. Given this ethical presumption, women 
should be recommended – explicitly or implicitly – to terminate the pregnancy when 
a test result shows that the fetus has a serious medical condition. However, the 
empirical finding is of some indirect relevance. It is not completely irrelevant. In 
order to be able to implement the goal of prenatal genetic counselling – avoiding the 
birth of a child with a serious medical condition – in a respectful manner, you have 
to know how women view these things. The knowledge provided by the EDIG study 
may inform you about this. Moreover, you can refer to the finding that some women 
in fact do prefer to get some advice and point out that you want to meet this wish.

Supporters of anti-abortion frameworks would also find the empirical result 
largely irrelevant. What counts is that abortion is morally wrong, not women’s 
preferences. The ethical presumption behind this view is an ethical position stress-
ing the full moral status of the fetus. This position can be supported by a principle 
of human dignity or sanctity of life. Given this ethical presumption, women should 
be recommended – explicitly or implicitly – not to terminate their pregnancy due 
to the test results. However, as in health-centred frameworks, the finding may be of 
some indirect relevance. If the goal of prenatal genetic counselling – avoiding 
selective abortion – is to be successfully implemented, it is important to know at 
least something about women’s views and preferences, so that one can approach 
them in a sensitive way. As in health-centred frameworks, one can also refer to the 
empirical result that some women want some advice and argue that one wants to 
satisfy this preference.

8.4.2 � Weight (Within a Client-Centred Framework)

Thus, from the perspective of client-centred frameworks the empirical finding is 
clearly and directly relevant, but from the perspectives of the other types of frame-
works it is only of indirect relevance. In discussing the finding, I will therefore from 
now on only focus on client-centred frameworks. However, even within this category 
there might still be different opinions regarding the weight of the finding. How 
important is it? The assessment depends on which ethical principles are considered 
the most important.

Before I clarify this, let me briefly describe three types of models that can be 
found within the category of client-centred frameworks:

information models (cf. Ad hoc Committee on Genetic counseling –– 1975; 
Baumiller et al. 1996),
assistance models (cf. Shiloh –– 1996; Kessler 1997), and
psycho-social models (Weil –– 2003).
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These types of models differ in how different goals are emphasised and inter-
preted (see above). In information models, the key goal is to provide as adequate 
and neutral information as possible about tests and test results, and then leave the 
decision to the women. According to assistance models, health professionals should 
challenge the views of the women in order to help them discover their true value 
commitments and reach a well-considered decision. Psycho-social models stress the 
unique needs of each woman in her particular social and cultural context: some 
women may need special information, some assistance in decision-making, and 
some psycho-social support because they experience distress, depression, anxiety, or 
guilt feelings (for a more extensive analysis, see Nordgren 2008; cf. Weil 2003).

Now, if you adopt an information model, emphasising the principle of respect 
for autonomy, you would find the result that women tend to prefer to have the deci-
sions left to them very important, and you may stress the importance of giving 
adequate and neutral information in order to give women the opportunity to decide 
for themselves.

If you embrace an assistance model, based on the principle of strengthening 
autonomy, you would certainly consider the finding – that women tend to prefer to 
have the decisions left to them – as carrying some weight, but you would also stress 
the other aspect of the finding, namely that some women want some advice in 
decision-making. This would be in line with emphasising the importance of not 
only giving adequate information but also challenging the women in order to help 
them make a well-considered decision true to their own basic value commitments.

If you support a psycho-social model, stressing the principle of beneficence, 
both aspects of the empirical finding – that women tend to prefer to have the deci-
sions left to them and that some women want some advice in decision-making – 
would be considered somewhat less important, because giving too much attention 
to this finding might suggest too strong an emphasis on the intellectual aspects 
of decision-making. You would rather stress its psycho-social aspects and find 
support for this in the other major empirical finding of the EDIG project mentioned 
above, namely that distress is high when women make a decision to terminate their 
pregnancy.

8.4.3 � Interpretation (Within a Client-Centred Framework)

For those who consider the empirical finding relevant and ascribe it at least some 
weight, the question arises how to interpret it more precisely. One option is to inter-
pret the finding in terms of needs that should be met by the health professionals. 
Those in favour of information models would then stress that in order to make their 
own decisions women need neutral – and adequate – information. Proponents of 
assistance models would focus on women’s intellectual needs. In order to make 
their own well-considered decisions true to their basic value-commitments some 
women need intellectual assistance. Adherents to psycho-social models would 
rather emphasise the emotional needs of women in distress.
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8.4.4 � Application (Within a Client-Centred Framework)

How should the finding be applied in terms of supporting a particular professional 
policy of prenatal genetic counselling? Common to all three models is an application 
in terms of a policy of non-directiveness. In order to satisfy the clients’ preferences 
and/or needs, no recommendation should be given regarding the content of decision, 
i.e., whether or not to have the test or whether or not to terminate the pregnancy on 
the basis of test results. The only exception might possibly be if the woman explicitly 
asks for advice.

However, as Biesecker stresses, the notion of non-directiveness can be understood 
in many different ways (Biesecker 1998). Actually, the three different models repre-
sent three different views on the policy of non-directiveness. Proponents of informa-
tion models would suggest a policy of giving as adequate and neutral information as 
possible. Those in favour of assistance models would propose a policy of challenging 
the expressed values of the women in order to help them make well-considered 
decisions true to their own basic value commitments. Supporters of psycho-social 
models would accept a policy of non-directiveness in the sense of not recommending 
a particular decision, but would also point out that this does not rule out giving 
psycho-social support. Actually, such support is even more important in many cases.

8.5 � Empirical Finding II: Distress in Decision-Making  
and Afterwards

What about the second empirical finding that women experience distress when they 
make a decision to terminate their pregnancy and for some time afterwards? Is this 
finding relevant, and if so what weight should be attributed to it, how should it be 
interpreted, and how should it be applied?

8.5.1 � Relevance and Weight

In distinction to the first major empirical finding, this finding is possibly – but not 
necessarily – relevant to all frameworks. Its relevance depends on whether or not 
the goal of giving psycho-social support is included in the framework. This in turn 
depends on whether the ethical principle of beneficence – in one interpretation or 
another – is considered important. Moreover, there might be differences in the 
weight attributed to the finding, and this depends on the relative weight of the goal 
of giving psycho-social support compared to other goals, which in turn depends on 
the relative weight of different ethical principles.

Proponents of client-centred frameworks could perhaps be expected to find this 
finding relevant, because of their focus on the clients’ preferences and/or needs. 
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However, even within this category of frameworks there may be different views in 
this regard depending on the more precise ethical presumptions.

If the goal of giving psycho-social support is included in the policy, which might 
not be the case, supporters of information models would find the empirical result 
relevant but carrying only minor weight. Stressing the principle of respect for 
autonomy, the main goal is to provide adequate and neutral information, not to give 
psychological support to women experiencing distress, and definitely not for a long 
time after the termination of the pregnancy. This would be a task for psychologists, 
but hardly for genetic counsellors.

Defenders of assistance models might reason in a similar way. With reference 
to the principle of strengthening autonomy, they would maintain that the key task 
is to give intellectual assistance in decision-making, not professional emotional 
support in a crisis.

Proponents of psycho-social models would naturally find the empirical finding 
relevant, but would in distinction to proponents of the two previous types of models 
stress its weight. The principle of beneficence, which is the basic ethical presump-
tion of this type of approach, would imply that it is a highly significant fact that 
women experience emotional distress, not only in decision-making but in some 
cases also afterwards.

Adherents of health-centred frameworks and supporters of anti-abortion frame-
works, respectively, could find the finding relevant, but not necessarily so. This 
depends on whether or not the goal of giving psycho-social support is included in 
their respective frameworks. Moreover, if they find it relevant, they might still differ 
regarding the attributed weight.

8.5.2 � Interpretation

If the empirical finding – due to certain ethical presumptions – is considered 
relevant and carries at least some weight, the question arises how to interpret it 
more precisely. Given the finding, how are the needs of women to be understood? 
Regardless of how much weight is attributed to the finding, proponents of all 
frameworks that include the goal of giving psycho-social support – whether 
client-centred, health-centred or anti-abortion – and who therefore want to apply 
it in terms of supporting a particular professional policy, would need to interpret it 
before doing so. To interpret the finding is to put it into a broader framework of 
psychological and/or social presumptions.

The psycho-social needs of the women can be interpreted in different ways. 
Actually, there are two possible components: psychological needs and social needs. 
It is possible to focus on psychological needs only, on social needs only, or on both 
psychological and social needs.

The psychological needs may be interpreted in different ways depending on 
which psychological approach one adopts. Let me give a few examples. A cogni-
tive behaviourist might focus on how the stressful situation is conceptualised 
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and point out the need for alternative conceptual frameworks and new ways of 
problem-solving in order to reduce the stress (cf. Biesecker 1998). A proponent 
of humanistic psychology might emphasise women’s need to use their positive 
abilities to take control of their distress and restore a harmonious state of mind, 
i.e., feel good (cf. Biesecker 1998). A psychoanalyst might highlight unresolved 
unconscious conflicts and ambivalences rather than reducing distress and suffering. 
They might stress that what the women need is self-knowledge, and obtaining 
such knowledge may include some psychological pain. The goal is not simply to 
feel good (cf. the Chap. 11 in this book). There might also be differences 
between different approaches regarding how much psychological support is 
needed in terms of counselling and for how long after the decision.

Similarly, the social needs may be interpreted differently depending on which 
social approach one presumes and also depending on the social system of the 
particular country. If a woman deliberates on giving birth to a disabled child she 
might fear the economic burden of raising the child in absence of sufficient sup-
port from society. This need for support is a very real problem in many developing 
countries and also in some developed countries (cf. Wertz 1998). There might also 
be other less dramatic social needs such as the need to meet other women in a 
similar situation. A woman might feel lonely and need a social network.

8.5.3 � Application

Given these various interpretations of women’s needs, different methods to meet 
the needs may be suggested. With regard to meeting the psychological needs, 
cognitive behaviourists, humanistic psychologists, and psychoanalysts would pro-
vide different approaches. And the methods of meeting the social needs may also 
vary. In a society with a developed welfare system, the counsellor might present 
the options of social and economic support to parents with a disabled child. The 
counsellor might also provide an opportunity for women to meet other women 
who have already given birth to disabled children, for example, children with 
Down syndrome. In this way they may get a more realistic picture of how such a 
situation might look like. Women may also be introduced to groups of women to 
get support and learn that they are not alone with their problems.

8.6 � Empirical Findings May Undermine Normative Positions

So far I have focused on how the different ethical presumptions of different policy 
frameworks determine the significance attributed to the empirical findings. 
However, empirical findings may also be significant in another more indirect 
way. They may show the inadequacy of assumptions about the psycho-social situ-
ation, attitudes and views of women undergoing prenatal screening and diagnosis. 
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This may not necessarily show that a particular policy framework is ethically 
wrong, but by showing that its empirical support is inadequate it undermines the 
policy and gives its proponents reason to reconsider their view. Let me give a few 
examples (note that these are illustrative and hypothetical examples only, and that 
some are less realistic than others).

Take for example somebody who believes that all or at least most women 
considering prenatal genetic testing want recommendations from the health pro-
fessionals whether or not to have a test or whether or not to terminate the preg-
nancy due to the test results, and who on the basis of this assumption argues for 
a policy according to which women should be given such recommendations. 
This assumption about facts would be shown to be inadequate by the empirical 
finding that most women want the decision to be left to them. This would in turn 
undermine the policy and suggest that it should be reconsidered.

Take another person who thinks that women considering prenatal genetic testing 
do not want recommendations regarding a decision but prefer to decide for them-
selves, and who with reference to this assumption proposes the policy that women 
should never be given any recommendations. This empirical assumption would be 
inadequate given the finding that some women actually do want some advice, and 
this would undermine the policy proposal.

Moreover, imagine somebody who believes that for all or at least most women 
it is not particularly distressing to undergo prenatal genetic testing and who there-
fore suggests a policy that does not include psycho-social support as a goal. This 
belief – or assumption – would be shown to be inadequate by the empirical finding 
that distress is high at least when women make a decision to terminate their preg-
nancy. This would in turn undermine the policy to the extent that it is based on a 
wrong assumption.

Finally, take somebody who assumes that the distress some women feel when 
they make a decision to terminate their pregnancy vanishes rather quickly, and who 
therefore suggests a policy according to which psycho-social support needs not be 
provided for some time afterwards. This assumption would be shown to be inade-
quate by the empirical finding that some women actually do remain distressed for 
some time after the implementation of their decision. This would undermine the 
policy proposal.

It is vital to note, however, that in neither of these cases the empirical finding 
would show that the policy is wrong. The finding only undermines the policy in the 
sense that its factual support is shown to be inadequate. This suggests that the pro-
ponent of the policy either looks for other types of support or changes the policy.

8.7 � Conclusion

The conclusion of this investigation is not that it is impossible to use the empirical 
findings of the EDIG project as support for a particular policy of prenatal genetic 
counselling. The point is rather that the findings do not speak for themselves. 
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Their significance depends on already accepted ethical and other presumptions. 
However, the findings may also show that certain assumptions about women’s 
attitudes and views are inadequate. Thereby they may undermine the policy that 
these factual assumptions are used to support. This may give proponents of the 
policy reason to re-evaluate their view.
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Abstract  Analyzing arguments in decisions about PND shows that the ethical 
concern of health care professionals differs considerably from the ethical concerns 
of pregnant women. Health care professionals are more concerned with the right 
interpretation of medical facts and the application of established principles of 
counselling. Pregnant women on the contrary focus on broader life circumstances, 
relations in the family and their own emotions. Both ethical perspectives are limited 
but can usefully complement each other. However, in certain cases there can be con-
flicts between them. In these cases it is not enough to refer to scientific authorities, 
the principle of non-directiveness or to the principle of autonomy of the pregnant 
women. Ethically sound solutions have to integrate both perspectives and evaluate 
all facts even at the costs of some less central goals of PND.

Keywords  Decision-making • Genetic counselling • Pregnant women • Prenatal 
genetic diagnosis

9.1 � Introduction

Prenatal genetic diagnosis (PND) was introduced in most European countries 
during the 1970s. The initial goal of this invasive technique was to provide couples 
who had a high probability of giving birth to a child with serious disabilities with 
a definite diagnosis. This diagnosis was to help them in making decisions about the 
continuation or termination of the pregnancy. Since then the technique has been 
established more widely within obstetrics and gynaecology and is offered to almost 
all pregnant women who are at risk.1 To test under certain circumstances has 
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1 This is especially true for Germany where 70–80% of all pregnancies fulfil the criteria for “high 
risk pregnancies”. In most of these cases an invasive PND is offered (Lux 2005, p. 19). This leads 
to invasive diagnostics in ca. one of six pregnancies (BZgA 2006, p. 33).
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become routine for many pregnant women. Routine means that pregnant women 
undergo some diagnostic tests as an integral part of pregnancy. Routines of this sort 
are ethically questionable since they concentrate on some aspect of a dilemma and 
disregard other aspects which may be ethically relevant. This extended application 
of PND indicates complex ethical considerations with respect to the harms and 
benefits of this medical technology regardless of the subsequent decisions about 
termination of the pregnancy after a positive diagnosis. The decision to undergo 
PND is associated with different ethical perspectives: those of the health care 
professionals and the pregnant women. Therefore I focus on the ethical justification 
of the decision to undergo PND from these two different perspectives. The first part 
of the text will scrutinize inherent ethical difficulties of providing PND. Firstly I 
present crucial ethical principles and medical facts relevant to ethical analysis and 
secondly I show the consequences of including them in counselling and taking 
seriously the ethical principles. In the second part I will summarise and interpret some 
of the answers from an empirical survey highlighting the moral justification 
patterns of pregnant women. I conclude with some inherent differences between the 
two ways of moral reasoning and ask for an integration of both aspects as part of 
pre-test counselling.

9.2 � Development of Counselling Strategies Concerning PND

Through the development of modern medical technology new prenatal diagnostic 
methods were introduced in the second half of the twentieth century. In connection 
with abortion laws of the 1960s and 1970s PND opened up the possibility of repro-
ductive decisions about genetic conditions of the fetus. Beyond the technological 
achievements and the modification of the legal framework, a third conceptual change 
occurred in prenatal medicine: the concept of non-directiveness became more and 
more accepted.2 Physicians adopted a non-paternalistic communication style: 
counselling. The concept of counselling has also developed during the last decades.

In the 1970s non-directive counselling implied that the physician summarised 
the family history with the couple, performed tests, presented medical risks and, at 
the end, s/he gave advice to the future parents. Mahn (1979) presented this concept 
impressively by identifying five types of advice: (1) It is recommended to have 
children without any restriction (2) it is recommended to have children but only 
after amniocentesis, (3) it is recommended to have children but not with every 
partner, (4) it is recommended to have children but only with certain restrictions, 

2 The inventor of the concept in genetic counselling, the American geneticist Sheldon Reed refers 
to the findings of Carl Rogers who elaborated effective methods for a client centred therapy and 
analysed the relationship between counsellors and counselees in psychotherapy (Rogers 1942; 
cf. Porter 1977).
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(5) it is not recommended to have children.3 The justification for the advice was 
based on medical rationality and the counsellor had to decide what kinds of disorders 
he considered serious enough to be prevented. Parents were, nevertheless, free not 
to follow the advice. This style of counselling was important for the two central goals 
of counselling: (1) prevention of the birth of disabled children (a goal presumed to 
be beneficial for parents and society) and (2) help in overcoming the unnecessary 
fears of parents of having disabled children (Mahn 1979, pp. 92–96). The second 
central goal was emphasized as a kind of utilitarian psychological reason since 
almost all parents could be reassured and only a very small number of high risk 
parents had to be let down (PND had psychologically beneficial effects). Still, this 
last group had the freedom to take the risk of having children even if it was recom-
mended not to do so (Cremer et al. 1983, pp. 1–2).

In the following years reflection about the normative dimensions of medical 
facts led to the awareness that it is not possible to derive moral decisions from 
medical facts alone (medical indication) without normative judgements. Hence the 
counselling strategy changed towards an even less directive model: The counsellor 
was now presenting facts relevant for a decision but at the same time he had to be 
absolutely reserved concerning the decision. This counselling attitude was consi
dered beneficial mainly for ethical reasons. It corresponded to the observed moral 
pluralism of post-modern Western societies where physicians have no appropriate 
competences to judge the moral preferences of autonomous patients. Health care 
professionals were therefore not allowed to presume a certain moral choice for 
pregnant women in a dilemma. This principle of non-directiveness matched the 
dominating individual paradigm in ethics claiming that the state as well as the 
physician has to withdraw from the paternalistic role (Jungermann et al. 1981).

This kind of non-directiveness shaped counselling so that moral duties of 
counsellors and their competences in morally relevant aspects of the decision 
became obsolete but counsellors were entitled to provide the factual fundaments of 
normative judgements (Kovács 2008). Initially this change may seem marginal but 
it is actually central. It means that public interests in health or the economical use 
of public resources have no place in the decision. Two principles became central: 
the non-directiveness of the counsellor and the autonomy of the pregnant woman. 
The first goal of counselling (public health) was formally abandoned. The second 
central goal of PND, i.e. the presumed psychological effect, has not been challenged 
by the principle of non-directiveness. Pregnant women have the right to make the 
final decision whether they make use of PND and counsellors are invited to 
empower pregnant women in their decision-making – including the ethical 
consequences of the decision.

3 For Germany cf. Mahn (1979), similar to the style of counselling in Western Europe, counsellors 
in America (cf. Lubs and de la Cruz 1977) and in Eastern European countries (cf. Czeizel 1981) 
used comparable criteria.
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9.3 � Empowering for Decision-Making

In order to aid decision-making health care professionals feel their responsibility is 
to provide appropriate information about PND. Providing all relevant and correct 
information is part of their professional and legal duty. Thus they are very concerned 
to find the best way of doing this and determine the most relevant and accurate 
information to enhance communication.

However, it is difficult to define what is appropriate to communicate in each 
case. Furthermore, comprehensive and neutral information is a concept that has 
several limitations and inherent difficulties. Telling “the whole truth” including all 
relevant medical and technical information, as well as professional and individual 
moral presuppositions, is of course not possible. To achieve informed consent coun-
selling must focus on certain substantial aspects: (1) what tests are available or 
offered, (2) what outcomes they may produce, and (3) how to interpret the outcomes 
in order to come to a decision. Providing this information is a result of personal and 
professional choices involving several normative factors.

(Ad1) Prenatal genetic tests can be divided in two categories: invasive (like 
amniocentesis) and non-invasive ones (like bio-chemical screening – the so called 
triple test). Invasive tests have a better predictability than non-invasive ones but they 
are associated with a higher risk to the fetus and it usually takes longer to obtain the 
results. Because of the higher associated risk, invasive tests are usually offered only 
to pregnant women at higher risk than the test itself causes. Behind the decision about 
the level of risk at which invasive tests are offered to pregnant women there are nor-
mative judgements by the profession. Some technically possible tests are explicitly 
excluded or implicitly ruled out by professional guidelines whilst others are offered 
as routine like ultrasound screening. Medical guidelines define what kinds of disor-
ders are “reasonable” to screen for. Such value judgements are subject to professional 
mainstreams. A well known example is the fact that many countries in Europe offer 
amniocentesis to women above the age of 35. They justify this by balancing the 
potential risk of miscarriage compared to the risk of having a baby with Down 
syndrome. The invasive examination has a risk of pregnancy loss of about 1:200 
which is as high as the occurrence of trisomy 21 at the age of 35 years (risk at 35 is 
usually given as 1 in 365). This routine offer is based on a hidden moral presumption: 
trisomy 21 is equivalent to the loss of pregnancy. This threshold appears to be based 
on medical criteria but it is not the case. In France and Norway the same threshold is 
the age of 38, in Finland at 39 (Boyd et al. 2008, p. 692). These differences are not 
related to the lower frequency of Down syndrome in these countries but to the norma-
tive judgement about the value of a life with Down syndrome related to the risk and 
the costs of the test – this is the age where risk from miscarriage and risk of Down 
syndrome correspond. Who is offered what kind of test is partially based on norma-
tive assumptions that are not open to discussion in counselling. Health care profes-
sionals are or should be aware of the fact that they are not free of professional norms, 
even if they do not bring up these issues in every counselling session.

(Ad2) The medical information produced by PND is so complex that it regularly 
transcends the capacity of non-professionals. For a visual summary of the morally 
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relevant aspects of a test result a “prediction cube” is presented below that illustrates 
the four most relevant medical dimensions of the information: expected symptoms, 
severity of the symptoms, probability of the severe and less severe symptoms and 
the time when the symptoms manifest themselves.

Symptoms:  A genetic test will identify a specific genetic condition but not all 
possible genetic disorders. It is important to differentiate between tested genetic 
conditions (genotype) and symptoms (phenotype). Some of the genetic conditions 
cause severe disability or even early death; others are associated with rather mild 
symptoms or symptoms that pregnant women would consider as bearable for them-
selves and the child. It has to be emphasized that one single genetic condition may 
lead to very different symptoms. Thus a detected gene or a chromosomal disorder 
does not give definite information about the life expectancy and the quality of life. 
Rather there is a list of probable but not inevitable consequences. For a mother-to-be 
the detected genes should be secondary and the symptoms should be the focus of 
decision-making: Can she manage living with a child with the predicted symptoms? 
Decisions concerning certain symptoms can be made before the test is carried out: 
If the pregnant woman does not consider a certain kind of disability (e.g. a gene for 
Huntington’s disease or Down syndrome) as decisive for further actions like the 
termination of her pregnancy,4 the test may be contra indicated since the test is 
associated with risks to the fetus. The International Huntington Association 
demands a statement from the pregnant woman before PND that she is going to 
terminate the pregnancy if the test result is positive. Otherwise they see no valid 
reason to test because a test result would compromise the right of the child not to 
know his genetic status (IHA 2008, cf.: http://www.huntington-assoc.com/). This 
example shows that the kind of expected symptoms may be relevant for the decision 
whether to undergo PND. Offering a diagnostic measure that puts the life of the 
fetus at risk must be justified by sufficient reasons.

+ time 
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4 Most conspicuous test results serve selective abortion in Europe (for Huntington’s disease see: 
Decruyenaere et al. 2007, p. 454, for the more frequent Down syndrome and neural tube defects 
see Boyd et al. 2008, p. 693).
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Probability:  Not every test gives certainty. Having a positive diagnosis about one 
single disorder is a matter of fact but it needs interpretation. The counsellor has to 
declare how probable it is that the finding is correct.5 The issue of probability is 
important for appropriate moral deliberation. Individual risk perception differs 
from real risks. Positive tests with low probability impress people too much. 
Studies show that making one possible risk concrete out of a group of unqualified 
risks leads to a judgmental bias and causes the overestimation of the named risk.6 
The offer of a prenatal test creates anxiety about the nominated disorder in contrast 
to non-nominated ones. Therefore many counsellors argue not to tell pregnant women 
about every possible disorder. Instead they present only the most frequent disorders 
(a matter of choice) and hope to avoid unnecessary additional anxiety during 
pregnancy. In this respect it is difficult to avoid being somewhat paternalistic.

A second problem with the communication of probabilities is that most of the 
people are not familiar with the interpretation of statistical values. It has been 
shown that even the framing of probabilities leads to different decisions (Wüstner 
2001). The small difference in presenting the probabilities in absolute or in relative 
terms influences patients’ preferences.7 In this regard, Bramwell et  al. (2006) 
surveyed the capacity of different stakeholders in prenatal diagnostics (pregnant 
women, their partners, midwifes and obstetricians) on their interpretation of proba-
bilistic information. They presented the probabilities of one genetic test to two 
mixed groups of stakeholders: either in percentages (1%) or in frequencies (1 in 
100). There was a statistical difference between the two groups in understanding 
the probability of the test correctly: Frequencies were somewhat better understood. 
Although obstetricians performed slightly better than the rest, almost 86% of the 
responses were incorrect. Very low percentages were more frequently overestimated. 
Many professionals were confident about their responses – albeit incorrect (Bramwell 
et al. 2006). A further difficulty with the communication of probabilities is in inter-
preting the correct statistical information for lay people. Such communication 
difficulties appear in several fields of translation of professional knowledge into 
public language (Kovács and Frewer 2009). The following quote from an EDIG 
questionnaire is quite representative of this problem:

I found it very frightening that due to the triple-test my risk for trisomy 21 is at 1:60 instead 
of 1:1,780. The last one would be in accordance with my age. After I translated 1:60 into 
the likelihood of 1.6% for trisomy 21 compared to a likelihood of 98.4% for having a 
healthy baby it was not so frightening… (translation: LK)

5 Many couples tend to have high expectations towards the validity of prenatal tests although some 
of them have a considerable amount of false positive results. Invasive genetic tests like amniocentesis 
gives almost perfect certainty. Conspicuous ultrasound screening results can usually be clarified 
by further invasive tests.
6 Slovic et al. called this phenomenon of lower perceived risks of not nominated risks “out of sight 
out of mind” (Slovic 1982, p. 470 f.).
7 Malenka et al. presented the benefits of one single medication to patients in two different ways: in rela-
tive terms and in absolute terms. “56.8% of patients chose the medication whose benefit was in relative 
terms. 14.7% chose the medication whose benefit was in absolute terms” (Malenka et al. 1993).
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Severity:  Even identical genetic disorders differ in phenotype and severity of the 
symptoms. The possibility of prediction is very limited for the majority of the tested 
genetic disorders. Estimations often allow only a description of tendencies or best 
and worst case scenarios. For reasons of correctness after a positive test result, an 
explanation of the concrete problems caused by the detected genetic disorder must 
be given. For example, in Myotonic Dystrophy the expected severity is related to 
the number of trinucleotide repeats in the gene. It is probable that fetuses with a 
positive diagnosis (between 100 and 1,000 repeats) will develop to adulthood 
having amyosthenia (mainly in the legs), certain heart disorders, cataracts and other 
problems. But which symptoms will appear and how severe they will be is hard 
to predict. The same is true for symptoms of Down syndrome and even for the 
paradigm of predictable genetic diseases such as Huntington disease. By presenting 
the likely symptoms it may be necessary to detect and correct extreme expectations 
or identify biases based on single case experiences.8

Time:  Many diagnoses include a perspective about the timing of the development of 
symptoms during life. For the decision to have a baby or terminate the pregnancy, it 
may make a difference if the symptoms develop early or late in life. Some of the 
early onset disorders can be treated so well in the first years of life that they do not 
affect the later development of the child. Other genetic disorders do not cause symp-
toms until adolescence or even until the age of 30 or 50. For babies born now with 
such a condition, there is an opportunity for medicine to find an adequate prevention 
or treatment of the symptoms and to change the perception of the disease.9

(Ad3) Last but not least counselling has to address basic questions about what 
results mean in a broader context. In this respect an important task of counselling 
is to point out and to challenge the reductionist perspective of medical technology. 
Counsellors have to present medical knowledge but they also have to create dis-
cursive freedom from medical facts. They have to present test results as concrete as 
possible and create a distance between medical information and the complexity 
of life decisions. This requires a high level of reflection and is probably the most 
difficult to achieve.

Test results stay in the realm of important medical knowledge and attract atten-
tion. They demand action, more technology and more medical control. They change 
the ignorance into predictive and hence uncertain knowledge. They claim to make 
uncertainties more certain by using even more technology. They promise the possibi
lity of eliminating certain kinds of suffering and so they claim to be implemented 
regardless of other kinds of suffering. They change the unstructured time of the 

8 Available experiences have a great influence on the heuristic in which a person evaluates the 
frequency or the severity of the diagnosis (cf. Tversky and Kahneman 1973). Leuzinger-Bohleber 
et al. present the psychological complexity of a case where the decision to terminate the pregnancy 
is based on an inaccurate perception of the severity of a genetic disorder the pregnant women 
experienced in her family (Leuzinger-Bohleber et al. 2008a, pp. 188–195).
9 E.g. Familial Adenomatous Polyposis is a hereditary genetic disorder leading to colon cancer but 
now there is a possibility of prevention. So having a genetic disorder could be uncoupled from 
symptoms.
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pregnancy into a structured time of possible interventions. Therefore technology 
has been identified by Wieser (2006) as an “individual actor” who is coercive in terms 
that it defines substantial criteria of the action which are not discussible since you 
cannot discuss with technology. It is just there and it influences moral deliberation 
by defining the basic terms of the discussion.10

Normative effects of the technology and of the health care system are of course 
not easy to recognise in PND from the internal perspective of those involved. Medical 
professionals are trained to think in medical terms and to apply medical criteria. At 
the same time they have to support pregnant women in relating the medical perspec-
tive to their overall life conditions and to the perspective they may have with their 
future child. Pregnant women often do not even realise that there are imposed 
medical categories and that they have to manage a conflict between the realm of 
medical thinking and their own life. But they take basically another perspective.

9.4 � Moral Reasoning of Pregnant Women

Pregnant women are involved in PND on two different levels: first they are personally 
and bodily involved in PND and second they are the ones who have to make decisions. 
Their double-role is morally ambivalent since they have to represent their own 
interests and the interests of their fetus. Pregnant women experience that these two 
interests sometimes conflict and the moral ambivalence causes difficulties in their 
decision-making. By deciding to have PND they hope that everything will be all 
right but are afraid of conspicuous results.

9.4.1 � I Only Want to Have A Healthy Child

Members of the EDIG project asked pregnant women before and after undergoing 
PND to comment on their psychological and moral distress. Answers were analysed 
in an interdisciplinary setting by psychoanalysts, medical care givers, ethicists and 
cultural anthropologists.11 One of the first questions of the EDIG questionnaire 
(before the PND was carried out) asked pregnant women “Do you have thoughts, 
fantasies and wishes about your developing baby?” The majority of answers 
emphasized only the health of the child, for example: “I only want to have a healthy 
child.” In discourses about PND health is obviously the most important vision 

10 Wieser emphasizes the goal-oriented role of technology in PND. Following the sociologist 
Bruno Latour he compares PND with the speed bump in the traffic: By staying there and doing 
nothing the speed bump is influencing the behavior of car drivers (speed reduction) and is func-
tioning as part of an action programme. Prenatal test results similarly do nothing but are just there 
and also function as a certain action programme (Wieser 2006, pp. 118–119).
11 See results in Leuzinger-Bohleber et al. (Eds.) 2008b.



1299  Taking Risk in Striving for Certainty

concerning the future child. Reassurance that the fetus is healthy is the major 
motivation for prenatal diagnostics.

But the health of a fetus is a more complex issue than it could be tested in PND. 
It is a concept with several normative implications. First of all, the health that 
pregnant women hope for is rather holistic in nature and includes more than 
medical facts and genetic conditions. Nevertheless, the growing medicalisation of 
pregnancy imposes new categories on pregnant women’s perception of pregnancy. 
Their relation to the fetus is increasingly influenced by medical technology that 
offers pictures, movies and much health related information in technically framed 
medical terms. “Health” in pre-PND-questionnaires is frequently perceived as an 
idealistic fact that can be tested prenatally and can be separated from “not-health”. 
PND reduces this concept to purely medical or even to genetic aspects. Moreover, 
this reductionist concept of health still cannot be affirmed by genetic tests as a 
descriptive fact but it is rather connected to a normative concept that needs indi-
vidual interpretation. The prenatal discourse about the fetus, nonetheless, is rather 
framed in categories of “perfect” and “defect” or “abnormality” regardless of the 
severity of the symptoms (Rothschild 2005). However, there is no general defini-
tion of genetic health that could be affirmed. All of us have some predisposition 
to different genetic conditions. Nevertheless, we would say that we are healthy, 
being free of symptoms, despite having such genes. The health of the fetus in non-
professional discourses is termed in categories other than the health of adults. 
Let’s make it concrete with some examples. Where is the boundary of health 
regarding a fetus with:

a gene for Lynch Syndrome, an inherited form of colorectal cancer with a life-––
time risk of some 80%? We know that this risk can significantly be reduced by 
a regular screening program after the age of 45 (Komaromy 2000a);
a gene for Familial Adenomatous Polyposis (FAP), which can lead to similar ––
symptoms like Lynch syndrome but much earlier (starting by the age of 15) and 
a more frequent screening is the only secure way to prevent cancer (Komaromy 
2000b);
a gene for Huntington’s Disease which regularly leads to serious symptoms ––
between 30 and 50 years of age and finally to death unless medicine finds 
therapies in the next decades (cf. IHA, http://www.huntington-assoc.com/);
a gene for dwarfism (Koch –– 2008);
a gene for Duchenne Muscular Dystrophy with a prognosis of 1 or 2 years free ––
of symptoms and some 10 years with a progressive degeneration of all muscles 
(Kirmse 2006);
a gene for Zellweger syndrome with a prognosis of some weeks to months of life ––
with deteriorating condition.

These conditions are very different in nature but in lay discourses we would 
consider at least some of them as “not healthy”. There are no objective or inter-
subjective ethical principles that could help in determining a threshold of “health” 
of the fetus. Moral judgements about individual cases are necessarily subjective. 
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Concerning the actual health status, however, such fetuses are healthy fetuses. 
Symptoms, disability or suffering are only predicted for the future.

PND counselling in the beginning openly aimed at the overcoming of unneces-
sary fears of parents of having disabled children. In the actual ethical discourse 
about PND this aspect does not receive much attention. Unlike this change, the 
psychological relief is still a central issue for pregnant women in using medical 
technology during pregnancy. They make use of prenatal diagnostics in order to 
know that everything is going fine and to resolve the unbearable feeling of uncer-
tainty. “I only want to have a healthy child” also means that pregnant women before 
undergoing PND do not stay in the realm of the complex normative evaluation of 
medical knowledge. Their focus is not so much on the critical status of the achievable 
knowledge rather on relations and emotions.

9.4.2 � Relationality as Rationality12

In the questionnaires, pregnant women who gave reasons against having a child 
with a disability took into account their particular life circumstances and those of 
others involved. In summarizing the answers a new central category can be identi-
fied that has not played a central role in professional moral deliberation: relations. 
Facing this moral conflict, pregnant women do not see themselves as isolated 
rational decision-makers deliberating pros and cons of the medical information but 
as staying in relation to and with responsibility for relevant others.13 Most of them 
report on a deliberation about the effect on other family members of a child with 
disabilities with regard to psychological distress, social exclusion and less time for 
other family members. In their answers they identify several relevant persons for 
whom they feel responsible and whom they want to protect14 – especially protecting 
born children from a life with a disabled brother or sister. The following examples 
may give an impression of this kind of reasoning:

That I don’t know whether I could have a disabled child since my other son has to struggle 
enough because of his stutter and I didn’t want him to be in ‘competition’ with a sick child.
  In the case that the child has a disability I don’t want to have it in order to protect my 
small daughter and our own life, too.

12 The following findings are results from the German part of the EDIG survey, i.e. answers from 
German pregnant women to open questions in an extensive questionnaire about psychological and 
ethical issues. Results from a quantitative analysis see also in Leuzinger-Bohleber et al. (Eds.) 
2008b, in particular in Fischmann et al. 2008.
13 The ideal of an independent individual has been criticised by several feminist ethicist, e.g. 
Corandi (2001).
14 The first question was: “Have you talked to anyone about what you would do if an abnormality 
was detected?” followed by the open question: “What did you talk about?” This question asked 
the “about” and not the “why”, still a high number of pregnant women presented moral justifications 
for their decision.
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  A handicapped child does not come into consideration since we have responsibility for 
two other healthy boys. (Translation: LK)

Another type of answer presented the issue of responsibility towards themselves. 
Pregnant women did not emphasize the principle of autonomy in their decisions. 
They never write: “This is my choice”. Instead, their answers accentuate interpretations 
with a more dimensional responsibility:

I would not like to nurse a disabled child. The burden would be too great for me.
  As I already have three healthy children I would decide against a disabled child.
  I have various and to some extent chronic diseases; I know that my power is limited. 
A severely disabled child would ask too much of me. Furthermore we have no support from 
the family. (Translation: LK)

A third type of answers considers the quality of life of the future child.15

I would not give birth to a disabled child due to respect for the child itself because I think 
that this would be a too drastic life situation.
  Due to my age and the connected risks of giving birth to a disabled child. The health of 
the child has highest priority for me. I do not consider a pregnancy at any price.
  How difficult it must be for a disabled child to manage this life. What if the mother is 
not there anymore? (Translation: LK)

Some responses comprised more than one pattern. Several of them refer to more 
than one of these responsibilities or combine different arguments. The following 
answers are examples:

I said that I wouldn’t have the child if a disability is diagnosed because I have two other 
healthy children (very active and stressful). Moreover I would psychologically and physi-
cally not be able to raise a disabled child because of previous strokes of fate.
  If there is a disability I do not want to have a child – for protection of our small daughter 
and of our own life. (Translation: LK)

Answers do not suggest who should be protected more than others. The “hierar-
chy of values” is a characteristic of women’s interpretation of the moral problem of 
the principle of autonomy. Responsibility is much more the central term: towards 
family members and oneself. Responsibility depends on the quality of the relation-
ships. It is very strong with members of the family and less so with the fetus. If 
relationship to the unborn child is an issue, it refers to future relations or rather to 
visions and expectations about future relations. These visions and expectations are 
expressed in narratives about capacities and characteristics of the future life of the 
child and the family.

15 Because in the questionnaire it was not explicitly asked for a motivation the proportions do not 
present reliable quantitative data, but the qualitative nature of the answers is given. A quantitative 
study form the Netherlands aimed to demonstrate motivations for termination of pregnancy in case 
of Down syndrome showed similar results: 73% of mothers considered the burden too heavy for 
other children of the family and 64% considered this burden too heavy for themselves. This study 
also reports a higher proportion of pregnant women who consider the burden of the disorder for 
the future child too severe (45–92%) (Korenromp et al. 2007, p. 149.e3).
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9.4.3 � Emotions in Moral Decisions16

Another characteristic of the moral reasoning of pregnant women in the question-
naires is their fundamental orientation to emotions in moral decisions. “Health” is 
not contrasted to an expected medical diagnosis of “not-health” but to experiences 
and narratives of illness and disability which cause anxiety. Such emotions are 
interpreted as reasons why pregnant women undergo PND. PND makes the expec-
tations of health concrete and provides a technically mediated coping strategy for 
anxiety. Medical technology serves in this context as an instrument of “making sure 
that everything is OK”.

Prenatal diagnosis is ‘part of the regular precautionary programme’. It is reassuring to know 
that I did everything. This has a positive effect on my feelings during the pregnancy.
  It is comforting to have the possibility to exclude disability or to act accordingly if the 
result is bad.
  Amniocentesis can be recommended: it gives security for a relatively small risk. I also 
did a screening test (NT-test and hormone analysis): these I would not recommend: this 
causes a permanent confrontation with diagnostic results: one is positive (not in medical 
sense) and one is worrying. There is more insecurity and uncertainty than additional secu-
rity. It is highly problematic especially for people with an unstable psychological disposi-
tion or if there was no decision made before the test was carried out about the process after 
the results are there. (Translation: LK)

Disability on the other hand does not remain an abstract idea raised by the 
medical counselling. Pregnant women report from single experiences of them-
selves and of others, visions and narratives. Such disability-stories in contrast to 
health-stories shape the perception, make the abstract idea of disability concrete 
and support the feeling of certainty in decision-making. The following quotes 
show how experiences and stories may shape the understanding of disabilities.

In my job I have got to know two cases: two disabled children are now about 30 years old 
and need parental care round-the-clock. They are not able to manage their own life and are 
bed ridden. The parents are haggard, they constantly worry, are exhausted and don’t know 
what will happen if they are not there anymore. These cases have influenced me very much. 
(Translation: LK)

Another future oriented type of narrative in the EDIG-study answers presents the 
anticipated emotional burden of living with a disabled child. Many pregnant women 
anticipate and estimate their psychological resilience as well as their emotional 
capacities to raise a child with a particular disability.

If it is a baby with Down syndrome, I would prefer an abortion because of the severity of 
the disease – primarily mentally – which cannot be corrected. And I don’t want to see my 
child seeing other children play and my child cannot do so and is unhappy.

16 The following findings are results from the German part of the EDIG survey, i.e. answers from 
German pregnant women to open questions in an extensive questionnaire about psychological and 
ethical issues. Results from a quantitative analysis see also Leuzinger-Bohleber et  al. (Eds.) 
2008b, in particular Fischmann et al. 2008.
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  For me it is important to know whether my child is disabled or not since I cannot imag-
ine a life for myself with a disabled child: this would be a life-task that I personally 
cannot imagine for myself.
  I am a very serious human being who prefers security. My husband and I did not want 
to expose our son to a child that could have a trisomy. We both see ourselves as emotionally 
unable to manage such a life. Therefore amniocentesis offers a good possibility.
  I felt that I was coward that I performed amniocentesis and that I possibly decide against a 
disabled child. I think disabled people are important parts of our society. However, I am too 
much a coward to give birth to a disabled child. (Translation: LK)

Many answers show that emotions considerably influence decision-making even 
if they are not directly translated into decisions. The emotional effects of the outcome 
as well as the procedure are in some way included in the decision-making. They may 
be ambiguous but they are authentic and take personal circumstances into account.

9.5 � Conflicts Between the Different Kinds  
of Moral Reasoning

The moral deliberation of pregnant women differs from that of health care profes-
sionals regarding both content and procedure. Health care professionals respect the 
ethical and legal framework. Therefore they focus on standards of counselling 
following mainly evidence based facts, validated statistical values about the actual 
and expected medical conditions. Non-directive counselling therefore has a hypo-
thetical character that has to be translated into action by those who are concerned 
and who have to make decisions at the same time. Nevertheless, in some respects 
professional counselling continues to be paternalistic, e.g. in providing or with-
holding information or in not-offering tests for certain conditions.

Pregnant women receive information and incorporate it into a decision-making 
procedure which is oriented towards relational and emotional balance. Decisions 
about PND need, of course, to be made in a life context with sensitive evaluation 
of the resources and capacities of all involved. It has a great merit that pregnant 
women worry about relations and feelings. Answers show that they remember 
experiences from the past and develop visions for the future in order to translate 
their knowledge into concrete representation. Their perspective is individualised 
and their ethical deliberation cannot be reproduced by using generalizable ethical 
principles. A theoretical defence of this ethical position can be found by the femi-
nist ethicist Carol Gilligan (Gilligan 1984). Care ethics, following the position of 
Gilligan, treats personal experiences as the most reliable source of ethics, as a spe-
cial view of moral deliberation which does not need to be corrected by principles 
of traditional ethics but exists in its own right. Consequently, care ethics could refer 
to two determinants of moral consideration of pregnant women: relations and emo-
tions. These two determinants are able to define the most important issues of the 
ethical discourse regardless of abstract principles. This ethical position conflicts 
with the less individualized, fragmented, principle based professional ethics at least 
in three respects.
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First, offering prenatal tests on a large scale has been criticized for producing 
effects on social perception of disability like screening for a certain disability 
(Rothschild 2005). Pregnant women are so much concerned by their individual 
situation that they ignore morally problematic tendencies on higher levels than the 
individual case. As individuals, pregnant women are not able to take a critical 
position against social tendencies. Health care professionals, as individuals or as 
members of organisations, may recognise ethical problems and go against certain 
tendencies for ethical reasons. By integrating PND into a health care system, 
“action programmes” (Wieser 2006) develop that create their own internal rationality 
and it becomes difficult not to follow the programmes by entering the system. In 
this sense PND as a technology and a social practice has normative effects. As soon 
as there is a conspicuous finding, the examination changes its meaning. It is not a 
control for “that everything is alright” but the appeal for personal responsibility of 
the pregnant woman offering her further steps of clarification and a justification for 
aborting the fetus. If PND is offered, pregnant women cannot escape making a 
decision to undergo or not to undergo it and for being responsible for their choices 
(Engels 2008, p. 255). In this way routines emerge that are ethically problematic. 
Therefore professional guidelines try to limit the free choice of pregnant women 
and fall into conflict in the individual case. Criticisms of a distant position play an 
important role but have been criticized for being not involved in the evaluation of 
the individual circumstances.

Second, compared to professional ethical standards the value of a subjective nar-
rative is questionable. A case in the EDIG study illustrates this problem. In a detailed 
interview Mrs. F. told the story of her “heavy, burdened childhood” with her brother 
who was affected by haemophilia, an inherited disorder. When she became pregnant 
she decided she did not want to have a child with such a future and had PND. She 
constructed a vision of her unborn child based on her personal experience of her 
brother. She anticipated the emotional strain of the disorder and, after receiving a 
positive test result, she decided to terminate the pregnancy.17 From the perspective 
of care ethics this decision seems to be acceptable: Mrs. F.’s experience with haemo-
philia shapes her relation to her child carrying the gene for haemophilia. She might 
suffer from this vision and would cause unnecessary suffering to her child because 
of her relation to the illness. She is the one who can estimate her capacities and 
consequently she is the one who must be entitled to make the moral decision.

Referring to this narratively interpreted experience is, however, reducing ethics 
to the subjective estimation of the situation without available objective criteria. 
Furthermore, single experiences and narratives lead to judgemental bias. Subjective 
interpretation of situations can be criticised as not being sufficient for sound ethical 
deliberation. Subjective anticipations can enrich the ethical deliberation, but it is 
obvious that by making this decision Mrs. F. was so captured in her experience with 
a single case that she did not pay attention to the complex medical prognosis, and 

17 The case was presented in one of the detailed EDIG-interviews in Leuzinger-Bohleber et  al. 
(Eds.) 2008b, pp. 188–195.
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the considerable medical achievements which would have contributed to a very 
different quality of life for her child than her brother had decades ago. Her vision 
about the poor quality of life for her future child did not necessarily correspond to 
actual facts. Since then medicine has developed a safe and effective therapy for 
haemophilia so that life for people with this disorder is not comparable with her 
personal experiences. Experiences and narratives help pregnant women in making 
visions concrete, but the emphasis on these subjective experiences may be problematic 
for moral deliberation if they do not reflect the experiences of comparable others.

A third conflict between the two kinds of moral reasoning is linked to the previ-
ous one: emotions may cause psychological pressure to have PND even if there is 
no reasonable balance between the risk of harm to the fetus and the risk of having 
genetic disorders. The anxiety of having a disabled child on the one hand, and the 
trust in the technology offered, as well as the hope for medical control on the other 
may become so strong that pregnant women prefer to undergo PND even if it causes 
a higher risk than their base line risk of having a child with a disability. Decisions 
based on emotions like anxiety are very authentic but they tend to exclude the ratio-
nal balancing of probabilities and to disregard severity, the kinds of symptoms and 
the time issue. Professional guidelines and law makers introduced limitations in the 
offer of PND based on this rational balance (e.g. amniocentesis only above 35 or 
39 years) even if women would prefer to have more security through technology 
(Boyd et al. 2008). In my view these policies are not underestimating the emotional 
burden of uncertainty of pregnant women but they see professional responsibility 
in defining rational balances between the risks at stake. Such limits are not always 
agreed to by pregnant women.

9.6 � Conclusions

Summarizing the inherent ethical dilemma of PND, a key question is what are the 
benefits and harms of the test. Benefits and harms are different for the fetus and for 
the pregnant women. Since there are no prenatal therapies for the conditions tested 
for a genetic test brings, most of the time, no benefits for the fetus.18 Furthermore, 
PND always has a small chance of considerable harm to the fetus. On the other 
hand, harms of PND for pregnant women are not negligible but can be considered 
as rather small. More difficult is to determine the benefits of PND for her. In rare 
cases prenatal diagnostics may detect anomalies (like ectopic pregnancy) that may 
have lethal consequences for the pregnant woman. In such a situation she has a 
definite benefit from the test. Less clear is the case if the detected disorder is 
lethal for the fetus. In this case the pregnant woman has some benefit, if she needs 
this information, in preparing herself for the time after delivery or if she wants to 
terminate the pregnancy. The most problematic situation is if the detected genetic 

18 Conditions amenable to prenatal treatment of the fetus have to be treated differently.
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conditions are not lethal. In this case there are different legal regulations in Europe – but 
all countries agree that termination of a late pregnancy cannot be justified by the 
mere wish of pregnant women (Boyd et al. 2008). Justifications for late abortions of 
fetuses with non lethal anomalies are commonly associated with both a medical 
condition of the fetus and the psychological and social resources of the pregnant 
woman. If she is worried by visions of having a child with disability she may opt for 
the test in order to exclude the suspected conditions. This is initially of psychologi-
cal benefit. Here I assumed that psychological benefits like the tranquillizing effect 
are as important in counselling as physiological benefits. Therefore if psychological 
benefits are considerable they may outweigh the smaller physiological risks to the 
fetus. The balance between the benefits and the possible and actual harms must, 
however, be stressed more than in cases of suspected lethal anomalies.

Pregnant women have a different perspective on the pregnancy than medical 
professionals and this perspective is necessary in order to individualise the 
decision. At the same time pregnant women have different worries about the health 
of the future child. They might wish “to do everything possible”. PND can reduce 
these worries effectively if counselling mainly focuses on the benefits of the genetic 
test and the power of the available technology. Even if there is a demand, the pure 
argument of psychological relief seems not to justify the use of PND. Discussion 
about the possibility of finding an abnormality as well as the limitations of the 
prognostic power of PND must be part of the counselling, even if this is counter-
productive concerning one important goal of the test, i.e. psychological relief from 
an unbearable uncertainty.

It is obvious that the two ethical concepts, the ethical reasoning of health care 
professionals and the ethical reasoning of pregnant women, are different and can 
lead to conflicts. Thus the two basic principles of decision-making are not to interpret 
in absolute sense: Professional non-directiveness is not the same as eliminating all 
kinds of professional normativity. And freedom of choice is not decision-making 
by respecting only subjectively relevant facts.

Neither paternalistic judgements of the care giver nor the subjective estimations 
of the pregnant women alone can serve as reliable ethical justification for complex 
decisions. Therefore, non-directive counselling means not only providing informa-
tion and receiving the decision but presenting the norms of the profession, making 
sure that pregnant women understood all the information properly, challenging 
their perspective and balancing the two kinds of ethical reasoning. This balancing 
has to be done together by counsellors and pregnant women.
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Abstract  This chapter attempts to reflect on the clearly increasing types of problems 
in the context of counselling in prenatal diagnosis (PND) from an ethical perspective. 
As a result of my experience in my present function, as speaker of the board of one 
of the largest institutions for disabled people, it is important for me to point out the 
following: a fetus with a disability, after a positive diagnosis from PND, is in gene
ral terminated but can, in my opinion, live his own life after his birth if someone 
provides appropriate support. The life of this person may, depending on the type of 
disability, last either only a few hours or many years. Therefore counselling during 
PND should keep the decision of the termination or continuation of a pregnancy 
open. To ensure this, you need access to a wide range of counselling, in an interdis-
ciplinary setting, including at least medical, psychosocial and ethical aspects.

Keywords  Genetic counselling • Prenatal diagnosis • Psychosocial aspects

10.1 � Introduction

My thoughts are influenced by three positions:
First, during my years as head of a large institution providing integrated support 

for people with disabilities, who are nevertheless able to live a good life, I gained 
experiences which might be relevant to people with a positive prenatal diagnosis of 
a particular illness or disability. The Diakonische Stiftung Wittekindshof, of which 
I am Spokesman of the Board, has over 2.800 employees in Nordrhein-Westfalen, 
and supports around 3.400 people, some with very extreme disabilities.

Secondly, I had the opportunity to participate in the training for Psychosocial 
Counselling of Prenatal Diagnostics at the Evangelische Zentralinstitut of the EKD 
for family counselling (EZI) in Berlin. This was a pilot project supported by the 
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responsible ministry. The work with the counsellors and the debates about their 
examples from practical experiences were very moving for me and led me to think 
about current processes in society and medical ethics.

Thirdly, my experience in both of these areas leads me, as a scientific theologian, 
teaching in the Church University Wuppertal/Bethel, to reflect theologically on 
those questions. Bethel is also a place where many people live with serious disabilities 
and illnesses.

10.2 � The Current Development of Prenatal Diagnostics

PND is a medical field where one can expect that, in the near future the manage-
ment of pregnancies, at least in Germany, will change quite dramatically. In future 
even during first time routine examinations, abnormalities of the fetus will become 
increasingly visible, at a time when the pregnant woman has not yet concerned 
herself with the subsequent medical and ethical questions. In the past, the early 
diagnosis of fetal anomalies was quite rare. With the increased use of an improve-
ment in ultrasound equipment, genetic analysis and other diagnostic methods, a 
larger proportion of pregnant women will be confronted with these questions. In the 
event of a diagnosis of fetal anomaly, even in the early stages of pregnancy, decisions 
have to be made by the concerned parties and in particular by the pregnant woman. 
Questions raised by this are: should further medical diagnostic procedures be used 
under any circumstance to identify an abnormality? If not, how should one deal 
with the uncertainty of not knowing the exact diagnosis and which of the therapeutic 
possibilities will the expected child be deprived of because of this decision? If yes, 
up to what point should systematic medical diagnosis be carried out?

These are decidedly sensitive and difficult questions. Psychosocial counselling 
before, during and after PND has the task of supporting the mother or parents in 
coming to terms with their situation. I believe that psychosocial counselling  
in these cases reveals new ethical problems, which were not even considered in 
ethical debates before the start of PND in its present and future forms. Therefore, 
extensive ethical approaches need to be developed which take into account the 
complexity of the subject. There is, however, in general already a certain system – 
based on past experiences of pregnancy conflicts without PND – which  
deals with ethical questions of abortion. However, the ethical problems become 
more intense especially where PND is involved – where something becomes 
visible which formerly has been hidden, namely the developing fetus and its 
possible illnesses and/or disabilities. A comparable area of ethical questions can 
perhaps be found in pre-implantation diagnostics (PID), which is currently, and 
will continue to be performed. Compared to PID the questions concerning PND 
are far more existentially important because the development of the fetus is much 
further advanced, and moreover the attachment between the fetus and the pregnant 
woman is much more advanced.
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10.3 � Ethical Questions on PND in Context  
of Today’s Society

One could first of all assume with regards to the difficult ethical questions which 
arise during the counselling about PND, that it could be useful to possess a specific 
set of values and take heed of them. Living in a clearly defined religious context, 
for instance, greatly influences how one deals with a diagnosis of disability and 
illness. The decision for or against a termination of pregnancy is influenced by this 
context as is how one handles the consequences of the decision, such as how to 
dispose of a dead fetus or how to support and accompany the child after birth as 
much as is possible throughout his life.

The current situation in German society is predominantly governed by the fact that 
there is a plurality of philosophies of life. During the training for PND in the EZI in 
Berlin it became clear that the consultants as well as the consultees came from various 
philosophical, religious and ideological backgrounds. Accordingly, the related values 
of orientation also differed, making counselling somewhat ambiguous.

None of the various religions and philosophies of life can, at any rate in our 
country, claim to offer the one and only appropriate way to handle the described 
questions. Therefore, one can hardly expect a general social consensus relating to 
abortions as a consequence of PND in such a pluralistic society. But, one can 
demand that at least a counselling institution or a training centre for counselling, 
like for example the EZI, should develop a consensus for its own work, which could 
then be implemented within its own institution. How this can be achieved, I will 
specify at the end of this article.

Considering the impossibility of formulating a general consensus of values in an 
ideologically plural society, it is my impression that a social consensus already 
exists on such ethical questions. However, I believe, that this social consensus is not 
based on medical, political, ethical or religious professional discussions, but rather 
a result of direct everyday practice in the context of PND. Decisions made by the 
concerned parties are not based on particular ethical principles but rather a particu-
lar social practice is developed in response to these questions, which then creates a 
certain ethos, i.e. a generally accepted attitude.

This is disturbing, as one would expect a higher variability of practice based on 
the plurality of philosophies of life in Germany and professional ethical research 
should pay great attention to this common, but ethically quite unreflected practice.

From my experience and perception there are, in the meantime, clear expecta-
tions that pregnant women with a positive diagnosis – that means where a disability 
or illness is ascertained or can be assumed with a high probability – should terminate 
the pregnancy. But in principle they are of course free to make their own decision. 
Nevertheless, in most situations in which such diagnoses occur, the readiness of the 
concerned parties to accept illnesses or disabilities is usually relatively small. In 
most cases therefore an early termination of the pregnancy and the death of the 
fetus is to be expected. For instance only a small percentage of fetuses which are 
diagnosed with Down syndrome (Trisomy 21) are accepted and born. But also in 
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cases of more moderate types of physical and intellectual disabilities we are seeing 
a surprising readiness to end the pregnancy. In her most remarkable work Christiane 
Kohler-Weiß (2003) labeled this selection:

Während die persönliche Entscheidung für einen Schwangerschaftsabbruch nach PND  
in individual-ethischer Perspektive gute Gründe haben kann, ist die PND, seit sie  
routinemäßig angewandt wird, in sozialethischer Perspektive als Selektionsinstrument zu 
bewerten. (Whilst personal decisions about the termination of a pregnancy after PND can 
have good reasons in an individual ethical perspective, PND is to be regarded since its 
routine implementation, from a social ethical point of view, as a selection instrument. 
Kohler-Weiß 2003, p. 410, translation D.S.)

This is not about prematurely judging these tendencies, morally or ethically. 
Adequate ethical recognition must be given to common social practices  
with respect to the questions referred to, before they lead to ethical statements, 
not least because most of the terminations of pregnancy have serious personal 
reasons.

Nevertheless, I find it helpful, that apart from the individual point of view, 
Kohler-Weiß also speaks about a fundamental social ethical viewpoint. The pro
blems referred to applied in the past to limited numbers of pregnancies where such 
diagnostic techniques were used. In the future, earlier and more widespread possi-
bilities will be available, for example through further improvements in ultrasound 
equipment and other diagnostic methods to indicate illnesses and disabilities, 
perhaps even with the first routine test. Then the medical system takes on a life of 
its own and women might feel pressured to go on with other tests. As a result, it 
will become more difficult for pregnant women who, for individual reasons, decide 
to withdraw from further diagnostics. It is realistic to expect that in the future a 
large proportion of prenatal disabilities and illnesses will be identified at a very 
early stage and that this will, in the majority of cases, lead to a “premature termi
nation of the pregnancy”. (I was asked by the chief physician of the gynaecological 
department of a protestant hospital, not to refer to this as the interruption of the 
pregnancy or even an abortion, but rather a ‘premature termination’). One could 
assume that on the basis of such a developing social ethos, decisions made by 
individuals against this ethos would constitute an exception. In other words, ethical 
questions should not only be considered from the standpoint of individual ethics but 
also from the one of social ethics and individual decisions against the current social 
ethos should still be possible and supported.

One more essential is, that if in the future considerably fewer children with 
disabilities and illnesses are born, the possibility to gain positive experiences of 
meeting people with such illnesses and disabilities will be considerably reduced. 
This lessening in experience then reduces the readiness to accept a fetus with such 
disabilities and illnesses, et cetera. As an academic theologian and head of one of 
the largest institutions for disabled people, I would like to explicitly point out that 
it can be a great enrichment to life, having contact with such ill and disabled people. 
In order for society to enjoy such enriching experiences, an ethos is required which 
accepts the possibility of the birth and life of an ill or disabled person, at least as 
much as the possibility of termination.
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10.4 � Impressions on Current Counselling  
Practice During PND

The advantage of, and not to be missed opportunity of, interdisciplinary debates 
and research projects like the EDIG study on ethical dilemmas due to prenatal and 
genetic diagnostics is, in my opinion, that the counsellors can clearly and openly 
exchange their experiences concerning developing practice alongside academic 
discussions about ethical principles. These discussions need of course to be carried 
out with all seriousness and to a very high standard. They may be extraordinarily 
enriching, with respect to ethical academic questions, especially when confronted 
with the everyday counselling experiences of the course participants of the pilot 
project in the EZI. It became clear to me that problem situations as described  
by this group need to be addressed more in ethical, theological and also political 
discussions.

I would therefore like to raise two points, which became particularly clear to me 
during my work with the counsellors and with the case examples presented there, 
which I consider important for an appropriate academic discussion about the related 
issues.

Firstly, it is obvious that counselling is incorporated into systemic processes: as 
soon as the psychosocial counselling begins, the medical system has already 
begun to work in parallel. In doing so the medical system operates entirely within 
its own logic, which is orientated to the code sick/healthy (cf. Luhmann 1990). 
The processes within this system are very clearly structured; probabilities are 
raised for the existence of a particular illness or disability and thus the expected 
possibility of life or limitations of life of the fetus. Therefore medical diagnosis 
seems to be somewhat isolated from the social and psychological context of which 
it is actually a part. As a result, the pregnant woman and her partner, might feel 
unnoticed or unacknowledged as individuals. The medical system processes ope
rate seemingly separate from areas such as the psychosocial counselling process. 
Therefore, it appears extremely difficult for doctors to engage with psychosocial 
counselling and it is not my intention to hastily and ethically disqualify these 
medical system processes. The medical system, however, owes its high perfor-
mance ability to the fact that it is able to close itself off from the influence of other 
systems and act strongly on its own code – sick/healthy. (Concerning such systemic 
processes cf. Starnitzke 1996, p. 248 et seq.)

Psychosocial counselling, therefore, from a realistic point of view will have to 
establish its own system alongside the medical system. It will however be important 
to develop mutual relationships and transparency especially through closer coop-
eration and communication between doctors and psychosocial counsellors. However, 
these two models will continue to differ.

Secondly, a realistic ethical assessment of the counselling process must keep in 
mind the limitations of time within this process. In the event of a positive medical 
diagnosis, some serious decisions must be made in the following days and weeks 
about any further actions. As a result, time and the possibility to provide adequate 
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information and counselling is extremely limited. In general, they cannot seriously 
incorporate ethical or psychosocial aspects, whilst also needing to take into account 
the extremely limited time-scale.

10.5 � The Necessity of a Detailed Individual Ethical  
Reflective Consultation

Many difficult questions arise in association with positive diagnoses. This includes 
understanding the diagnosis, getting further information and making the decision to 
have either an abortion or to give birth to the affected fetus. The associated moral 
conflicts and being able to endure and cope with the abortion and separation from 
a fetus growing in one’s own body, demand, more than anything: plenty of time! In 
professional counselling sessions such questions can be addressed by psychosocial 
counselling much better than by the medical system. But here also, the few sessions 
which do take place are considerably time limited. Within these constraints, extensive 
effort is made to enable the pregnant woman to find out more about or consider her 
medical, financial, social and psychological situation – albeit in a limited way. For 
a realistic consideration of the various options, including ethical viewpoints or even 
the initiation and accompaniment of a deep decision process, time is too short.

During the course in the EZI it became clear that, in a large proportion of the 
case reports discussed, the individuals being counselled came mainly from quite 
simple surroundings with a relatively low education level. They were not familiar 
with their medical circumstances and for this reason had difficulties in perceiving 
their own situation in an adequate way. Apart from this, they also knew very little 
of the possible support available after the birth of a disabled child (cf. EZI 2006, 
p. 239, Fig.  12). It was a challenging task for the consultants to explain to the 
couples difficult medical issues and possibilities. In current practice, to then consider 
the resulting problems on an ethical level, and assist the people concerned in reach-
ing a balanced and ethically reflected decision, is in most cases almost impossible. 
It would demand a larger time-frame for intellectual and ethical reflection.

We must also bear in mind that counselling is also, for the consultants,  
a communicative, psychic and intellectually difficult task, which regularly involves 
them in excessively demanding situations. Consultants confront far reaching funda-
mental questions about life, which they also then have to come to terms with.  
At the same time, it is difficult for the consultants to disregard their own attitudes to 
life and not to influence the consultees. In addition, there are the external conditions – 
like the time constraints, which are challenging not only for the consultees but also 
for the consultants. Understandably, as a result, the consultants are taken to the 
limits of their capabilities and need supervision for themselves. Therefore, it would 
be desirable to introduce inter-disciplinary guidance groups where it would be 
possible to exchange personal and professional counselling experiences. These 
groups should at least consist of doctors, psychosocial consultants and ethical 
specialists, for example pastors.
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In addition, I would like to mention the following: dealing with guilt, supporting 
parents during the termination of pregnancy, funeral rites and rituals etc., all these 
issues cannot be accomplished within the present existing counselling settings. 
These issues arise, nevertheless, and need to be dealt with by all involved. You have 
in any case not only physical, but also deep mental injuries of the couples and it is 
necessary to treat them, sooner or later. The best time would be in my opinion close 
to the injury.

For this reason, in my view, it is absolutely essential to organise a network of 
interdisciplinary counselling, which could at least begin to answer these questions. 
This would also involve further extensive training of the counsellors and supervising 
them in their counselling procedure and the creation of an overall framework within 
which the problems described here can be adequately dealt with.

10.6 � Conclusion

On the basis of my comments, in closing I would like to formulate the following 
theses for further consideration:

	1.	 With respect to the extraordinary high requirements, which are present in  
psychosocial PND counselling, I think it is necessary to expand the framework 
of counselling considerably. An appropriate consultation for PND requires, 
amongst others, extensive consideration of the related ethical questions. As I 
have tried to express here, they are so complex that a time frame should be made 
available for counselling, that is as long as the couples require.

	2.	 A fundamental characteristic of a reasonable counselling session under the 
present day conditions should be that the consultation has an unbiased outcome. 
It could, instead of a relatively one sided arrangement to end the pregnancy, as it 
appears to be in the present general society, make an effort to have an open coun-
selling process in which the continuation of the pregnancy is raised as a serious 
possibility in each case.

	3.	 If, within the framework of counselling, we really want to make it possible to 
discuss these ethical questions, then the scale of the counselling service needs to 
be considerably expanded. On the one hand a limited counselling on late 
abortions is compulsory. But on the other hand you also need ethical specialists, 
who can add to this counselling setting. Therefore, it is necessary to improve 
interdisciplinary counselling networks for example of doctors, psychosocial and 
ethical professions.

	4.	 Beyond the individual counselling, society as a whole should also be urged to 
engage with the ethical issues raised by PND. The extension of an interdisciplinary 
counselling process could be seen from a societal point of view as having an 
important social ethical effect. For every accordingly counselled pregnancy, 
there would be at least the possibility to reflect upon the reasons for continuing 
or ending a pregnancy more carefully. This would contribute to a widespread 
ethical reflection process within society.
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	5.	 A few medical centres have introduced such networks of interdisciplinary 
counselling, such as the prenatal centre am Kuhdamm in Berlin, for women who 
are more than 20 weeks pregnant. To accomplish its task there needs to be 
sufficient time to address difficult questions in the case of individual conflicts. 
Everything which could not be clarified through such counselling, must then in 
any case be painstakingly dealt with later by others, for example psychoanalysts 
and pastors – or, to the distress of the parties involved, remain not dealt with and 
accordingly a burden.
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Abstract  The significance of relating to people in the prenatal diagnostics 
decision-making process as subjects with an unconscious is studied in this article. 
It is done in comparison to treating them as clients or to treating them as patients. 
These three different ways of relating to the person in the decision making 
process – Client, Patient and Subject – are studied from an ethical point of view. It 
is argued that the consideration of the unconscious in this decision-making process 
could promote a more ethical and responsible way of working through this process 
for the person who has to decide and for the doctor/counsellor.

Keywords  Counselling • Decision-making • Ethics • Prenatal diagnostics 
 • Psychoanalysis

The predicament of having to decide upon the life or death of a fetus with a disorder has 
been carefully studied within the EDIG project. This discussion included the topic of the 
moral status of the fetus, and specifically – the question of the beginning of life or  
the beginning of the fetus’ humanity. In this context I would like to consider the “moral 
status” of the people involved in the process of decision-making: the doctor or counsellor 
and the parent. I wish to discuss their “moral status” within their relationship.

Here are three options to define the parent in relation to the doctor:

	1.	 Client
	2.	 Patient
	3.	 Subject
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And here are related categories to define the doctor in relation to the parent:

	1.	 Service provider
	2.	 Knowledge provider
	3.	 Another subject

The difference between these categories is not merely an issue for philosophers 
but rather an issue with grave implications for the professional ethics of caretakers, 
be it doctors, psychologists, genetic counsellors and others involved.

11.1 � The Parent in Relation to the Doctor

The first two categories are relatively easy to explain:

Client:  The Compact Oxford English Dictionary (Soanes and Hawker 2005) defines 
a client as a person using the services of a professional person or organisation. We 
tend to use this word in proximity with consumer or customer, a word that implies 
payment involved. In this context the doctor is the service provider and as we know 
when service is on offer: “the customer is always right”. In the framework of decision-
making, the service provider is expected to help the client fulfil her/his wishes. 
Nowadays, in many contexts it is considered more appropriate to call the people who 
you treat clients and not patients as this implies more autonomy and respect.

Patient:  According to the Compact Oxford English Dictionary (Soanes and 
Hawker 2005) a patient is: a person receiving or registered to receive medical 
treatment. This is the usual way to talk about people seeking medical treatment, and 
within the decision-making process the patient comes to the doctor for advice, and 
seeks the doctor’s knowledge.

But what kind of knowledge is required to decide on moral matters? What kind 
of knowledge does a person need, to decide if a fetus with a genetic disorder should 
live or not? As an example of the difficulties in helping someone make a decision, 
we can use a story told by Sartre in Existentialism is a humanism (Sartre 2007), 
where he tells of a student of his who wanted to go and fight in a war in which he 
believed, but who was afraid to leave his sick mother behind. He presented his 
dilemma to Sartre, explaining the emotions and ideas that drew him towards each 
option. Sartre tells us that one can choose one’s adviser according to the answer 
that one wants. When the student came to him, he knew what kind of answer he 
would get and this is what he heard: you are free and you must choose, or in other 
words – invent. There is no general law of morality to guide you; there is no pillar 
of fire that guides us in this world. Could Sartre give another answer? Perhaps he 
should have calculated the relative contribution of a single soldier in a war 
compared with that of an only son to his mother. Sartre didn’t think so, but in moral 
decisions related to prenatal diagnosis it is very tempting.

In our experience from the EDIG study we saw what kind of knowledge is provided 
to people who have to decide on the life of their fetus. In most cases people were given, 
or actively sought, a great deal of information: This could be statistics, information 
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about the disorder and its implications, the chances of survival and the quality of life. 
In Israel, much of pregnancy nowadays is about statistics – for example the chance of 
Down syndrome. This is calculated according to the mother’s age, and then with every 
test new probabilities are continually produced. But what is the meaning of a 1 in 350 
chance of having a child with Down syndrome? Similarly what does 1 in 80 or 1 in 8 
mean? How is this knowledge relevant for the decision-making process? This question 
is not easy to answer. We can start by examining this on the factual level.

The same information provided to different decision makers will lead to diverse 
interpretations according to their personality and personal history, nationality, cultural 
identity, religion, social class, and so forth. Consequently, different interpretations are 
bound to entail different and even opposite courses of action. The decision to termi-
nate a pregnancy due to a given chance of a certain disorder could be the “common 
sense” for one person in one culture just as for another “common sense” the same 
figures will guide her to continue the life of a fetus. So let us be careful about 
common sense as we can see that it is not a good compass for ethical questions.

We can also think of the relativity of ethical norms that changes with the 
zeitgeist – the “common sense” ethics of today will probably change considerably 
in 20 years. For example, eating foie gras is becoming unacceptable. It wasn’t so 
just a few years ago. This point is almost self evident and far more dramatic examples 
are not hard to find.

It is clear that something other than the “objective” data is leading these moral 
decisions. Perhaps we may consider the idea that this data can even serve to hide the 
real motives for the actions taken. A person might believe that the statistics are deter-
mining his course of action, whereas other factors might be much more influential. 
This goes beyond the cultural differences that are more easily observed. We saw other 
factors in the interviews, where decisions of women interviewed were often related 
to what we regarded as the influence of personal history and unconscious drives.

This brings us to the third and more vague category in attempting to define both 
parent and doctor – namely the Subject. I shall try to tackle the vagueness by 
presenting the question in the simplest way: What is a person? Let us try to answer 
this using the term ‘Subject’. Most psychoanalytic thinkers will agree on a few 
things that the subject is not. The Subject is not the I. It is not the I who is pro 
choice or against abortions. It is not the I who knows the motives for his actions and 
can explain it very well. It is not the Ich (German for I) or, in the English standard 
edition of the writings of Sigmund Freud, the Ego that is the subject.

An old story tells of Rabbi Hilel who was asked to teach the foreigner the whole 
Torah “in a nutshell”. Rabbi Hilel replied: “That which is hateful to you, do not do 
to your fellow. That is the whole Torah; the rest is the explanation; go and learn”.

I think that an appropriate answer for the same question about psychoanalysis “in 
a nutshell” would be: The I is not the person…the rest is the explanation: go and 
learn. I believe that this is the essence of the Freudian revolution, i.e. the de-centring 
of the subject, the conception that the I (ego) is not the landlord of his own home.

This idea doesn’t suit and sometimes even opposes some of the values of our 
society. We are encouraged to view people as free agents and, as long as they are 
adults and not insane, to consider their choices as legitimate and as something for 
which they are responsible. This helps us clear our moral conscience and sense of 
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responsibility as counsellors or doctors as we let the responsible adults choose for 
themselves after we have presented the “objective” data. This view is manifested in 
notions such as “informed consent” and “non directive counselling”. Supposedly, 
we are providing the data/information and they are expected to decide. How conve-
nient for us. How potentially dangerous for society. Do we need new proof in the 
twenty-first century to realize that people are not innately rational and ethical 
creatures? Is it not clear that moral statements of people are profoundly influenced 
by internal drives and interests and social influences?

Things become even more complicated when taking into consideration the fact 
that the counsellor/doctor is also a subject, another being whose moral judgment is 
also influenced by the same factors. The doctor may have lots of knowledge about 
biology and statistics, but does he really know any better about the value of life of 
an unborn child? He may well know the meaning of a certain disorder and many 
other facts, but all this knowledge might mask the fact that his moral stance is 
driven by many things of which he is unconscious.

11.2 � Some Reflections on Counselling

Another factor is the pressure that the doctor is under during the counselling 
process in prenatal diagnosis. In the interviews conducted in Israel we saw that 
people often wished for a doctor or counsellor who dares to speak, dares to be 
authoritative and recommend a course of action. This was usually the case when 
people somehow knew what they wanted, but preferred to feel that it was not their 
choice but that of another entity – preferably a so called “objective” medical authority 
who represents the “right thing to do”. This dependency on the doctor/counsellor 
helps reduce the burden of the moral dilemma and therefore the person feels better 
about the decision being made.

In the interviews, we could also see signs of the rage that is evoked when doctors 
articulated views that were different from what people wanted to hear. In those 
cases, people consequently felt the doctor was arrogant and out of line. Can doctors 
and counsellors express their own views or at least not support the views of the 
parent? Do they have the authority to do it? Are they obliged to do it?

At this point both psychoanalysis and ethics can contribute. It is understandable 
that the person in deliberation usually wishes to reduce his dilemma, and to make up 
his mind so as to feel that he had done the “right thing”. But is this our goal? Both 
psychoanalysis and ethics agree that reducing moral dilemma or in the wider con-
text: “reducing suffering” is not the chief endeavour. In that respect, psychoanalysts 
and ethicists agree. Psychology and medicine in the same situation are more inclined 
to put the reduction of both suffering and of moral dilemma as a primary goal.

Interestingly, in the small print describing the work within the EDIG project I 
found these objectives: “Based on the results of part A and B of the study there will 
be a search for strategies that serve to reduce ethical dilemmas for individual couples 
in the context of prenatal genetic diagnosis.” I believe that these lines express the 
instinctive and common approach of caregivers who focus on reducing suffering 
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and strive to do so. What is more natural for a doctor than to relieve the pain of his 
patient? This can be referred to as the psychological-medical approach.

The aim of reducing suffering is not alien to psychoanalysis and I don’t suppose 
that an ethicist will object to it either. Nevertheless, as we argued elsewhere 
(Benziman and Tzivoni 2008), this goal cannot stand alone, and it is not the primary 
goal of the ethicist or the psychoanalyst. A person may do terrible things without 
consciously experiencing a moral dilemma. A person may express no pain, but 
from a psychoanalytic view we will detect symptoms and acts that reveal limitation 
and difficulties in his life. From both perspectives, being human is much more than 
living without pain or enjoying ourselves as much as possible. The Greek aphorism 
“Know thyself” is still relevant. I think that it hints at the dignity that exists in 
self-knowledge – that a person grows and progresses through seeking and assimi-
lating knowledge about himself. “Know thyself” wouldn’t have been such an 
important command unless people didn’t know a lot about themselves: about the 
forces that drive them and about what makes them say the things they say. The 
implication is that to know more about oneself is a virtue. If the reduction of mental 
suffering is our only aim, we risk losing our ethics and neglecting an important part 
of the humanity of ourselves and of the people we treat.

There are factors other than the ethics or virtue of self-knowledge that make it 
important to regard people as subjects, as subjects with (or of) an unconscious.

In Civilization and its Discontents Freud (1930), with an exceptional hindsight, 
warns us of the dangerous aggressive drives within human beings and of the dangers 
of group dynamics. This is relevant to our discussion since we (as part of the group) 
might often forget to ask “what is the reason for this action”. We are in danger of 
accepting things at face value without trying to understand the hidden motives of 
various parties involved. Trying to remind ourselves that the unconscious is no less 
part of a person than his “I” might help us to listen to people in a different way – a 
way which allows us to attend to what is beyond what they literally say and what 
they consciously know about themselves.

That endeavour becomes more complicated in a world of consumers (clients) 
who are “always right”. It is not easy to ask questions regarding the motive for an 
action taken by a person who pays. We could also notice the tension that can arise 
in this regard within the EDIG group internal discussions. Some members suggested 
possible interpretations of unconscious motives of people that were interviewed and 
those interpretations ignited conflict within the group as other members related  
to them as intrusive and even degrading. It does sound degrading to explain, in 
ways of which they would certainly not approve, the actions of people who contri
buted so much to make this research project happen. It is much more comfortable 
to relate to the altruistic and kind parts of the people in front of us then to their 
aggression and liabilities.

The thing is that in a very basic way, the unconscious is degrading … it can be 
an unpleasant experience to find out how much of what we preach and believe in is 
provoked by things less noble then the convincing words that we produce to justify 
our intentions. However, there is also liberation in this, as these “truths” that we 
hold often limit our lives and our openness to the world.
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In a brilliant documentary called “The Century of Self,” the director, Adam 
Curtis shows how psychoanalytic ideas were used by corporations and politicians 
to shape the right person-customer for them. What seems to be a triumph of demo
cracy in the form of self-fulfilment and personal freedom is said to mask forces and 
interests that benefit from this self-centred culture. The documentary demonstrates 
how people’s values and needs can be manipulated and how dangerous this can be.

This raises the question of personal freedom. Are we ever free? For the ongoing 
purposes of society and specifically capitalism we assume that we are. Allegedly, 
we choose what we want to buy and what we want to be. The word “subject” 
implies otherwise. We are always subjects of something. In Lacan’s phrasing – we 
are the subjects of the unconscious. This is the hidden “client” in psychoanalysis 
and not the I of the person in front of us. Remembering this type of “client” in other 
fields could serve as a compass. Remembering that we, and the people who deal 
with moral dilemmas, have an unconscious could help us be more careful in this 
unmapped territory.

This is a sophisticated compass that doesn’t show us directly where to go, but 
can always remind us to check for directions and ask more questions about where 
we are heading. The ethics of psychoanalysis that can guide us here are to be non-
directive, but in a unique way. This doesn’t necessarily mean that we must give lots 
of information to the person, and perhaps on the way imply our hidden agenda. 
Furthermore, it does not mean to confirm or deny the person’s moral act, or to be 
the one who knows what is right and what is wrong. It is rather to encourage 
questioning of oneself, both on a personal level and as a group. It is sure to be a 
very difficult thing to carry out, since we cannot force self-knowledge on anybody, 
but we are entitled (and perhaps even obliged) to think independently of our 
patients. We should also keep in mind that “the client is always right” is a marketing 
strategy slogan and not an ethical rule of thumb.

Psychoanalysis helps expand moral responsibility as it doesn’t accept the phrase 
“I didn’t mean to…” A subject in psychoanalytic treatment learns that his “slips of 
the tongue” and “accidental mistakes” are no less his own than his well articulated 
words (perhaps even more so).

Let us now return to the doctor/counsellor facing the person who has to decide. 
In an environment deeply influenced by post modernistic ideas all could be con-
cluded in a simplistic manner by saying that we all have our relative views of ethics 
and not one of us should consider himself more knowledgeable than the other. From 
this point of view the (pseudo?) non-directive attitude is the only one possible.

But as I tried to show previously, this attitude could serve as a disguise, a way 
to overlook the massive forces that direct the choices that people have to make. 
People have to act. Termination of pregnancy is an act, and the act has ethical 
significance. But what is an ethical act? In Lacanian psychoanalysis a basic 
characteristic of an act is that it is possible to consider the initiator of the act as 
responsible for it (Evans 1996). This doesn’t mean to be responsible in the forensic 
sense. Rather, it is to be responsible in terms of intentionality, which includes 
unconscious motives and desire as well as overt and declared motives. The subject 
is asked to take responsibility for his desire. Taking this kind of responsibility 
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makes what he does an act in the ethical way. This holds true for the doctor/
counsellor as well. He cannot and should not avoid the act. His act has to do with 
what he says and what he doesn’t say. He has to take responsibility for what drives 
him, and perhaps as an ideal, an ethical counsellor should aim towards helping the 
subject face the decision at hand and to make it an act.

11.3 � Conclusion

Going back to the Client-Patient-Subject dilemma within the current context: 
we cannot truly expect to treat the person in front of us strictly as a subject, and 
to rigorously aim at making him responsible for his desire. This would be too 
pretentious. However – let us not stay with merely the Client approach that keeps 
us out of the ethics arena. This leaves us with Patient, but let us try to make him a 
subjective one. A patient who has an unconscious mind that is not less him then his 
conscious mind. The same stands for us. This goal could help us take fewer things 
for granted, and be a little more suspicious of our “common sense”, even if it might 
not always be simpler or more pleasant in the counselling room.
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Abstract  Findings in prenatal diagnostics indicating a severe disorder of the fetus 
make it necessary for the woman to decide whether to abort or to give birth to the 
child. The decision about what to do will be elucidated by the Aristotelian model 
of decision-making. One aim is to raise the awareness of this decision by means of 
the finding in the empirical data of the EDIG study, namely that some women are 
saying that they made no decision. According to Aristotle, actions committed under 
compulsion or through ignorance are not decided by the agent. It will be argued that 
the women’s decisions meet none of these criteria and that the women are free to 
make a decision. Nevertheless their choice is limited as they only opt for an action 
that fits within the plan of their lives.

Keywords  Aristotle • Decision-making • Nicomachean Ethics • Prenatal diagnostics

12.1 � Introduction

Progress in reproductive medicine opens up new possibilities for interfering with 
pregnancy that we did not have before. The confirmation of pregnancy by the phy
sician marks the starting point of antenatal care with further examinations throughout 
pregnancy. Medical care responds to the wishes of the future mother, as she can 
choose which tests she wants to have done and which ones she doesn’t. She needs to 
make decisions about tests even if everything is fine with the baby. If any aberrant 
prenatal test result is found that indicates a severe disorder, the woman finds herself 
having to decide for or against termination of pregnancy.

In this paper, that decision will be explored by means of the Aristotelian model of 
decision-making. In fact, Aristotle is one of the first philosophers to shape the notion 
of “decision” (proaίresiV, “prohairesis”) as the technical term we know today. 
By developing the idea of a person’s responsibility for the actions he or she 
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performs, Aristotle differs from those who believe in fate as in the Greek tragedies 
where a person acts because she is predestined and cannot escape destiny (Gauthier 
and Jolif 1959). The study Ethical Dilemmas due to Prenatal and Genetic 
Diagnostics (EDIG) had the chance to benefit from interdisciplinary dialogue and 
has offered the opportunity to apply ethical reasoning to empirical findings of deci-
sion-making as described by physicians and psychologists. Results of the study can 
be found in the book “The Janus Face of Prenatal Diagnostics” (Leuzinger-Bohleber 
et al. 2008). The lively discussions were especially beneficial because theoretical 
reflection is rarely explored in detail in the context of everyday realities. The purpose 
here is to focus upon a particular finding in the empirical data of the EDIG study, 
that is that some women said that they made no decision, but that their action for 
them was obvious.1 The question whether the conspicuous test results made a deci-
sion necessary was reported by some women with “no”. This answer was reported 
whether the action was termination or continuation of the pregnancy. Do these 
women – facing an event of great importance as it concerns human life – deny 
responsibility and ‘choose’ the action without deciding? If they did not make the 
decision they did not act voluntarily and therefore are absolved from responsibility.

Circumstances in which it is not possible for someone to make a choice are 
illustrated in the Aristotelian model of decision-making. We shall look into this 
model to see if it can be applied to the situation of pregnant women.

In order to examine the notion of decision-making and compare it to the decision 
a woman takes after any findings in prenatal diagnostics, Aristotle’s analysis in the 
Nicomachean Ethics (NE), Book III, is taken as reference. Moreover, the philo-
sophical discussion of decision and the voluntary is based on the work of Kuhn 
(1960) and Rapp (1995).

According to Aristotle, decision-making belongs to the voluntary. Actions can be 
voluntary, involuntary or mixed (having voluntary and involuntary moments). Mixed 
actions are “voluntary, though perhaps involuntary apart from circumstances – for no 
one would choose to do any such action in and for itself” (NE 1110a19). In consi
deration of the women’s declaration that they did not decide, their act was involuntary. 
According to Aristotle, actions are involuntary when done under compulsion or 
through ignorance, so we will have to consider if one of these stipulations is met.

12.2 � Actions Under Compulsion

12.2.1 � Pure Compulsion

Is it possible that the women made no decision because they felt some pressure 
from their partner, the physician, society, religion or other, in a way that one alterna-
tive, abortion or childbearing, was out of the question? That pressure may obviously 

1  Questionnaires were elaborated by the members of the EDIG study and filled in by the women 
having taken part in the study in Germany, not published.
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force the pregnant woman into continuation of a pregnancy with an unwanted child 
or into abortion, or, at least, may switch the balance for one or the other. However, 
this is not the compulsion Aristotle has in mind. “An act is compulsory when its 
origin is from without, being of such a nature that the agent, or person compelled, 
contributes nothing to it” (NE 1110a2–1110a3). This definition makes the margin 
of involuntary actions carried out under compulsion very small as illustrated by 
Aristotle: “for example, when a ship’s captain is carried somewhere by stress of the 
weather” (l.c.). The woman with the decision to be made is not in the same position, 
at the mercy of external factors, as the ship’s captain, so her action cannot be called 
involuntary through compulsion.

12.2.2 � Compulsion by Force of Circumstances

The decision the woman has to reach under this criterion applies to actions “done 
through fear of a worse alternative, or for some noble object” (NE 1110a4). 
Circumstances may compel a person to act in a way she would not have acted in 
the absence of these circumstances, e.g. “when cargo is jettisoned in a storm; apart 
from circumstances, no one voluntarily throws away his property, but to save his 
own life and that of his shipmates any sane man would do so” (NE 1110a5–1110a6). 
The circumstance in question is a pregnancy with an affected child. The situation 
makes it necessary for the woman to choose termination or continuation of the 
pregnancy. In both cases she does not really decide for one option but only against 
the other. In the questionnaires of the EDIG study, we find this dilemma expressed 
through the statement: “There is no right decision.” Women who are pregnant with 
a child with an anomaly who choose a termination of pregnancy may do so because 
of fear, e.g. about life with a severely disabled child, or the unendurable suffering of 
the child, or the death of their child after the birth. If they choose to carry the 
child to term this might be because they fear the procedure of abortion or a life of 
self-reproach after an abortion. The definitive action is in both cases realised out of 
the negative, and they did not make their choice affirmatively, as no one would 
choose abortion or to have a disabled child for itself. An explanation of the fact that 
the women say they have no choice might be that there is indeed a compulsion: they 
have to take a decision. Nevertheless, in the decision-making itself, they are free.

Mixed actions are “to be pronounced intrinsically involuntary but voluntary in 
the circumstances, and in preference to the alternative” (NE 1110b9). An action 
that in general was to be avoided becomes in this concrete situation the preferred 
action. One further condition for actions to be voluntary is that they are “deliberately 
chosen” and that “their origin lies in the agent” (l.c.). The origin of termination or 
continuation of pregnancy lies in the pregnant woman. A deliberate choice (NE 
1110b9), as a further condition for an action to be voluntary, can only be assured 
through knowledge about the action we are deciding on. Ignorance here would 
make a decision impossible.
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12.3 � Actions Through Ignorance

Actions are involuntary not only under compulsion, but also when made through 
ignorance. We do indeed accept excuses like “I’m sorry, I did not know”. For a 
pregnant woman choosing prenatal diagnostics, misunderstanding of the test results 
cannot be excluded. She would have an excuse for her action if her decision would 
have been different if she had the right understanding of the test results. The ques-
tion as to whether she has all the information she needs to decide is more difficult 
to answer than to show that her action was not compulsory. However, the women in 
question seem not to see this problem. Their answer that they did not decide 
indicates the forced need for a decision, created through the information they had 
and not out of lack of information. Nevertheless, one reason to follow Aristotle here 
is that he calls ignorant and thus done without decision an action where the intention 
is missed so that it turns out different than intended.2

According to Aristotle we may err in several elements in regard of an action, 
namely about “the agent, the act, the thing […], the instrument […], the effect […], 
and the manner” (NE 1111a2ff). Examples in the Nicomachean Ethics show that 
Aristotle claims actions to be involuntary when they do not have the intended 
outcome, for instance “they let it off when they only meant to show how it worked 
as the prisoner pleaded in the catapult case” (NE 1111a11). In the context of this 
Aristotelian understanding of ignorance in prenatal diagnostics the following 
possibilities may be of relevance.

One case concerns testing procedures which unintentionally induce abortion. ––
The fatal test makes any further decision obsolete; prenatal diagnostics did not 
reach their aim, i.e. to obtain information and, in the case of a conspicuous test 
result, enable a decision for or against the birth of a disabled baby. This is the 
same when there is a simple loss of the embryo. In both cases the pregnant 
woman makes no choice.
Another action through ignorance would be the choice for a termination of preg-––
nancy, but the child survives the procedure. Law requires that everything be done 
to keep this child alive. The woman then would have the child she wanted to 
avoid, and her decision has proved to be irrelevant.3 Because of the possibility 
that the fetus can survive an abortion beyond week 20/22 of pregnancy, feticide 
is nowadays usually undertaken prior to abortion.

2 This might seem strange to us as it is not the understanding of ignorance we use today. For us, the 
miss of the intention is due to the risks one should take into consideration in decision-making.
3 In the questionnaires, we find one woman explaining this difficulty as her fetus has developed so 
far that it can already survive independently. She tells that a recommendation by professionals was 
to give this child, if it survives, up for adoption. In Germany, the “Oldenburger Baby”, a fetus that 
survived abortion in the 25th week of pregnancy in 1997, gained notoriety. After the missed 
abortion, it didn’t die but it was left alone for hours before it got any medical support. Nowadays 
the child lives in a foster family. For more information look at http://www.tim-lebt.de
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Childbearing also becomes an act taken through ignorance when, because of ––
negative test results, a pregnancy is continued and only after birth abnormalities 
are discovered. Conversely, in the case of a positive screening test result, where 
the probability of a disorder is expressed in percentages, in many cases the baby 
will not be affected. To choose termination of pregnancy because of an incorrect 
interpretation of the positive screening test result becomes hence involuntary.

The mistakes of actions committed because of ignorance have, for our purpose, 
to be enlarged in order to include the cases in which not only the intention of the 
action is missed. In fact, the problem of ignorance in decision-making is also 
perceivable in the following cases.

Ignorance in the decision-making is possible for the pregnant woman and seems ––
to make the decision itself disappear: a woman expecting a child can apparently 
avoid the decision and any test result by not having any tests at all. If the child 
is then born with severe abnormalities the mother can say she had no option but 
to give birth to that child because she did not know of the problems. Aristotle 
can help to clarify the question of responsibility here: Ignorance can only count 
as an excuse for the actor not to be responsible for the action if the ignorance 
was not self-inflicted (NE 1113b32). Nowadays, a pregnant woman choosing 
not to have prenatal testing to avoid the difficult decision of abortion or having 
the child if an abnormality was found, intended to maintain this ignorance and 
hence would stay responsible for the action, i.e. birth of a child that might have 
an abnormality. The action of childbearing here is not made due to a decision 
through ignorance but is due to a decision for ignorance.
A decision to have or not to have an affected child assumes knowledge about the ––
disorder compared with normality and about what it means for the child to have 
this condition. If the pregnant woman is aware that there is some lack of know
ledge about the implications of the disorder, this increases uncertainty in decision-
making. In order to clarify and explain the medical facts and to communicate 
with the pregnant woman, genetic counselling is very important. The pregnant 
woman is exposed to other viewpoints and may be more susceptible to those 
views if she is uncertain about what she wants to do. A discussion about genetic 
counselling goes beyond the scope of this contribution; in any case, the role of 
the counsellor is essential in the woman’s decision.
To provide information to the pregnant woman or to keep it from her may ––
produce uncertainty and put pressure on her to think over again something she 
thought to be settled, as shown by Korenromp et al. (2007): the doubt the woman 
had in her decision-making was directly correlated with the feeling of guilt 
4 months after termination of pregnancy. This finding leads Korenromp et  al. 
(2007) to pose the question whether informed consent should always be the 
underlying principle of counselling, or whether it might be better not to present 
other alternatives for a mother who had already made a decision. Quadrelli et al. 
(2007) describe this scenario: that women didn’t want to have further counsel-
ling and explanations concerning Down syndrome because they thought they 
had all the relevant information and had already made up their minds. This position 
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should be respected by counsellors, but it could also be a self-deception and 
cause later psychological strains.
As the decision affects the future, its consequences are not fully known at the ––
moment of deciding. It is therefore a decision made with a high degree of igno-
rance. The pregnant woman can neither completely appraise what it means to 
live with a severely disabled child nor the implications of her child’s disorder. 
Can the future life of the child become fulfilled or happy in a sense and will it 
suffer or not? In the EDIG study, quality of life for the baby was an important 
reason for the decision of the respondents both to continue or to terminate the 
pregnancy. In the case of Down syndrome, a prediction about the baby’s quality 
of life is especially difficult as one cannot predict the degree of disability and 
how it will affect the child’s quality of life. Other disabilities also carry the same 
uncertainty about the severity of the disorder. This problem cannot be solved, as 
the decision whether to give birth to or to abort this child has to be taken before 
the facts can be known.
The value of the information provided by a positive test result not only depends ––
on the knowledge the pregnant woman already has, but it depends also on the 
quality of the test. In practice, with the offer of prenatal screening tests, e.g. a 
non-invasive screening measure like the maternal serum alpha fetoprotein test 
for neural tube defects (AFP testing), uncertainty about the test result is a 
characteristic of the test. The test is performed between 16 and 18  weeks of 
pregnancy, the results are available within 2–7 days. The disadvantage of this 
testing is that atypically high AFP levels can result from other factors than fetal 
abnormality. Approximately 20 of every 1,000 women screened obtain abnor-
mally high results, but 19 of 20 of these conspicuous findings are false positive 
(Lobel et al. 2005). Thus a positive test result would then worry most woman 
unnecessarily, as only 1 in 20 (5%) of those tests with a positive result will go 
on to show a child with a neural tube defect.

12.4 � Aristotelian Subtleness: Not Voluntary Actions

Aristotle calls actions happening through ignorance ‘involuntary’ only if the actor 
regrets his deed in retrospect. Actions done through ignorance but without causing 
sorrow are called “not voluntary” acts (NE 1110b20). In order to judge whether the 
action was done voluntarily, the feelings the actor has in retrospect must be taken 
into account. But these feelings are not available at the moment of decision-making. 
How can one decide freely, if the voluntary nature of the decision is only revealed 
after the event?

An explanation for the evaluation of an act afterwards is provided when we look 
at the presentation of decision and the voluntary in the Nicomachean Ethics. 
Aristotle points out that choice “appears to be intimately connected with virtue, and 
to afford a surer test of character than do our actions” (NE 1111b5). Sensations that 
do accompany the action allow an inference on the virtuousness of the person 
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making the action and thus play a role in appraising the decision. It is now possible 
to look at feelings the women have in hindsight to evaluate whether the choice was 
made involuntarily or only not-voluntarily in cases where the women were not 
sufficiently informed. This distinction allows us to describe acts that are in fact 
done with a lack of knowledge and thus do not meet the criteria of being a voluntary 
act. Nevertheless, the act in question does not cause necessarily sorrow and may 
even be endorsed by the agent.

We will take a look at the questionnaires given to the women after they have 
terminated pregnancy or given birth to their child in order to include in our consi
derations the answers given after abortion or birth of the affected embryo.4 Do the 
women believe that their choice was appropriate? Some women say in the question-
naire that they are convinced that their decision was right and are comfortable with 
it; some remarked that there is no right decision; but no one thinks they have chosen 
the wrong alternative. The action was thus voluntary or, if there is no remorse, not 
voluntary in the Aristotelian sense, but this action cannot be called involuntary. Either 
the woman acts voluntarily, knowing all relevant circumstances for the action; or she 
acts through ignorance, but since she has no regret, not voluntarily. In the empirical 
data we found no woman who expressed regret about the act she had chosen; maybe 
they really had none or maybe they did not admit it. Actions done through ignorance 
are thus not necessarily involuntary. Is it conceivable for a pregnant woman to stay 
ignorant deliberately, in order to act anyhow and remain indifferent about her choice 
because of her ignorance after the act has been accomplished? This complex question 
is debated controversially in literature; it leads to the practical question of whether 
the counsellor should always communicate all possible information to the pregnant 
woman to ensure a well thought out decision (see above).

It has been argued above that the statement of those women who claimed that 
they made no decision cannot be supported within the Aristotelian model. Their 
choice is not an action under compulsion, as they choose it themselves and are the 
origin of the action, i.e. the one that gets the chain of any further actions going. 
Nevertheless it may be an involuntary act because ignorance and misunderstanding 
cannot be excluded due to the very specific information of the test result and uncer-
tainty about the child’s real condition. The information the pregnant woman gets is 
of utmost importance to substantiate a decision, but the value of the information is 
conditional upon the way it is communicated, the appraisal of the future estimated 
from the test results, and to the limits of the test itself. One woman expresses doubt 
about the diagnosis (trisomy 18) and therefore challenges the chosen termination of 
pregnancy. But as she answers the question whether she took the right decision in 
the affirmative, her doubt is about the diagnosis itself and not about her decision 
what to do with her fetus that has trisomy 18. As the women do not regret their act 
it is, according to the Aristotelian model, not an involuntary act.

4 Aim of this chapter is to explain not-voluntary actions in the Aristotelian understanding. For this 
analysis, we only have as criterion an action “causing sorrow” or “not causing sorrow”. The exact 
differentiation of the time period elapsed after the event as we need it for any significant analysis 
if we look closer to the problem is blanked out.
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12.5 � Decision

Until now, a decision has been defined out of the negative, i.e. as preceding an act 
that happens neither under compulsion nor through ignorance. The positive aspect 
of a decision, pointed out by showing that it is also a conscious choice of one 
alternative, will be elaborated below. As we have seen, the statement of the women 
saying that they took no decision cannot be reconciled with the Aristotelian model 
of decision-making. We will now look more closely at Aristotle in order to appraise 
the choice of the pregnant women confronted with a positive test result as a genuine 
decision.

Decision or choice belongs to the voluntary and comes about through deliberation: 
“Perhaps we may define it as voluntary action preceded by deliberation, since choice 
involves reasoning and some process of thought” (NE 1113b16–1113b17). When 
women say that there was no decision, one reason could be that there was no proper 
deliberation as this is a condition for a choice to take place. If these women already 
had a preconceived opinion, they would not be interested in more information about 
alternatives. Nevertheless, they remain responsible for the action because they aim 
for this ignorance. The decision was then made previously without deliberation of 
some of the facts. This is the case when the mother wants no testing at all in order to 
avoid the need for action. Hence, avoidance of that decision is a precursor of deci-
sion itself, namely the decision to give birth irrespective of the child’s condition.

“Choice will be a deliberative desire of things in our power;” (NE 1113b11). 
Aristotle’s emphasis on desire and power can help to clarify the problem of pregnant 
women after any positive test result in prenatal diagnostics: the circumstances of 
the women are involuntary and not in their power. In contrast to wishes, which may 
also tend for impossibilities, e.g. to choose to have this baby without the disability, 
the decision is only about possible things. The test result pushes the women into the 
need to make the decision since the question about what they should do is in their 
power. The women in the study were all well aware of the choices they could make 
and the wishes for the baby that were not satisfiable.

Information from the test results that the pregnant women obtain is no end in 
itself. A voluntary act requires the necessary information, namely an “agent who 
knows the particular circumstances in which he is acting” (NE 1111a21). The 
women are aware that they need to know about the particular circumstances of the 
action in order to carry it out voluntarily, and they are aware that they cannot trust 
the information completely. Nevertheless this uncertainty relates to the information 
itself and to the particular circumstances they are deciding on. Searching for infor-
mation therefore can also be understood as a limitation. It is not necessary to inform 
someone about everything we know, not necessary to ask for everything and satisfy 
one’s curiosity, but only about the things we need to know for making a decision 
and implementing an action. With information as an end in itself there is the risk of 
getting lost in the process without reaching an endpoint; the possible actions may 
be seen as a mind game about desiderata. This endless deliberation may enable a 
person to arrive at an opinion, but may not solve the problem itself, because the 
very choice is omitted (NE 1113a3).
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When a woman decides for or against continuation of a pregnancy, the imple-
mentation of her choice is also to be planned. “Previous deliberation seems to  
be implied by the very term of prohairetón, which denotes something chosen before 
other things” (NE 1112a17). The term “chosen before” has to be understood as 
referring to time. A decision concerns the question of what to do next in order to 
carry out the intentions of the agent. Because “the last step in the analysis seems 
to be the first step in the execution of the design” (NE 1112b12–1112b13), the 
question is always about how to act now, which means what to do next to accomplish 
one’s intentions. The intentions are e.g. to promote life without suffering, and 
healthiness is essential for this aim; but if the unborn baby is severely affected and 
will suffer, it becomes inevitable to terminate pregnancy to meet the claim “promote 
life without suffering”. Termination of pregnancy is hence the first step in the 
execution of the design, a life without suffering. When a woman gets know
ledge about some aberrant test result she has to decide about the next step in the 
chain of activities to accomplish her aims.

12.6 � Discussion

How can it be that a pregnant woman makes a decision while knowing that there is 
more information available but refuses it? The decision against more information 
without eliminating the decision for the action can be justified with Aristotle’s 
assistance. We decide about the information we want to have according to the 
action we stand for:

As has been shown, the information is targeted on action.––
The attitude towards information gives a hint for understanding the statement of ––
the women saying they took no decision. Decision-making is integrated into a 
larger context: the inaugural sentence of the Nicomachean Ethics assigns to 
every decision to strive for a good. This grants to decisions a place in our life 
conduct: “Every art and every investigation, and likewise every practical pursuit 
or undertaking [proaίresiV] seems to aim at some good: hence it is said that 
the Good is that at which all things aim” (NE 1094a1–1094a2). The Aristotelian 
investigation of decision-making in Book III of the Nicomachean Ethics is made 
in context of the discussion of virtues: “Virtue then is a settled disposition of the 
mind as regards the choice of actions and feelings” (NE 1106b36). To achieve a 
good life, we need to be virtuous and choose the actions in accordance with 
virtue. We have to take decisions that are demanded through the circumstances 
we are confronted with in our life, e.g. being pregnant with a disabled child. The 
decision we have to take belongs to our personal quest for happiness, we have to 
put it in our whole life concept. The meaning of a decision has therefore always 
to be regarded as being part of someone’s life, e.g. in the questionnaires we find 
the question whether the woman felt any pressure to make a particular decision 
strongly denied with the explanation that “the decision affects after all our life”. 
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Because we live differently and have different views because of the experiences 
we have had, not all possibilities for actions come into consideration for everyone. 
Some are excluded from the outset as they are in opposition to our personal life 
concept. The decision here and now is integrated into life as a whole. Then there 
is no room for any choice, not for every possible decision, but the action is 
concerted to the life-conduct of the agent.

12.7 � Conclusion

When the pregnant woman is not compelled to the action and when she has all rele-
vant information for the action, according to Aristotle, she actually makes a choice.

The idea to put the decision into the “life-frame” of the actor gives us a persua-
sive explanation and the possibility to put Aristotelian ethics together with the 
answers given by the women in the context of decision-making: it has been proved 
that the women do make a choice (according to Aristotle) as they are firstly not 
acting under compulsion; secondly, the role of information (in accordance with 
actions committed through ignorance in the narrow Aristotelian sense and in a 
broader common sense) has been investigated and it has thirdly been stressed that 
the whole deliberation is targeted on action. This fact allows fourthly to integrate 
decision-making into the Aristotelian doctrine of virtue and this gives us lastly a 
hint that not the decision alone is important, but that we have to consider the life of 
these women as a whole.

Possible actions are chosen by the woman beforehand and regulate her interest 
in information. Therefore she channels the information from the outset to steer the 
decision-making in a way that fits with her life-concept. The woman’s choice arose 
out of her life conduct and did not take into account all of the possible actions. The 
reason for some women to say that they made no choice might be that their decision 
is subordinated to and determined by their life script.
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Abstract  Information based on prenatal diagnosis (PND) may cause distress and 
confront potential parents with difficult choices. Four interviews of mothers in this 
situation of choice, performed within the EDIG project, are the basis for this article. 
The interviews reveal how the mothers experience the situation and how their deci-
sions are influenced by their life stories. This article focuses on the moral aspects 
of their decision-making. The contextual information gives us a better insight into 
how human beings experience these kinds of difficult moral decisions. The stories 
can be interpreted in different ways. In my analysis I distinguish between explana-
tions; what causes the decision; understanding, i.e. to trace the meaningfulness of 
the reasoning and justification; what is the normative motivation for the decision?

Keywords  Empirical ethics • Life stories • Narrative ethics • Prenatal genetic 
diagnosis

13.1 � Introduction

Health care is going through a diagnostic revolution. Due to new diagnostic 
technologies the possibilities to detect genetic disorders increase. However, with 
increased knowledge there follows new decisions and new responsibilities. This is 
particularly true in the area of prenatal diagnosis (PND). Through different diag-
nostic techniques more and more genetic information about the fetus is collected. 
This information may reassure parents that there are no signs of genetic dysfunc-
tions. However, the information may also cause distress and confront the potential 
parents with difficult choices: should information that the expected child is carrying 
a genetic disorder lead to termination of pregnancy? Is there any possibility of 
treating the detected disorder?

G. Collste (*) 
Centre for Applied Ethics, Linköping University, Linköping 58183, Sweden 
e-mail: goran.collste@liu.se

Chapter 13
Moral Decision-Making, Narratives  
and Genetic Diagnostics

Göran Collste 



168 G. Collste

The empirical basis of this article is four interviews with prospective mothers 
undergoing PND carried out within the EDIG project. Three of the interviews are 
published in chapter six of the book The Janus Face of Prenatal Diagnostics 
(Leuzinger-Bohleber et al. 2008) and one (Mrs D) was circulated within the EDIG 
project group. The aim of my article is to reflect ethically upon and analyse ethical 
aspects of their reasoning and decision making (see also Hildt 2008).

The interviews present the mothers’ own reflections about why they have a 
prenatal genetic test and how they use and interpret it. In particular, I will focus on 
their reasoning concerning the decision to keep or to abort the fetus as a conse-
quence of the test result. The stories can be interpreted in different ways. In my 
analysis I distinguish between explanations: what causes the decision; under-
standing, i.e. to trace the meaningfulness of the reasoning, and justification; what 
is the normative motivation for the decision?

13.2 � Theoretical Considerations

I will investigate how we, from an ethical point of view, can identify and understand 
the moral dilemmas facing couples undergoing prenatal diagnosis. How do they 
experience the problem? Why do they decide in a certain way? How do they live 
with their decision and do they regret anything?

When relating empirical investigations of this kind to ethics one enters into two 
kinds of ethical inquiries; empirical ethics and narrative ethics. The interviews 
show how the moral dilemmas are interpreted by those who are most concerned, 
i.e. the parents; what reasoning is behind a decision; and whether a decision is 
regretted or not. In empirical ethics one uses research methods from social sciences 
(for example interviews) in order to examine ethical issues (Medicine, Health Care 
and Philosophy 2004, special issue).

How shall we then interpret the stories told by parents? What do they tell us 
about, for example, a meaningful life, how to handle moral dilemmas and the 
(moral) characterisation of human action? What do the stories say about what is a 
good life for a particular person and perhaps about what is a good human life per se? 
How are the values and decisions embedded in social and moral settings (including 
moral traditions)? How are the decisions rationalised and how are they justified? 
These are the questions posed in narrative ethics. The idea to perceive and under-
stand a person’s decisions and actions, as part of his or her life story, is developed 
by e.g. philosophers Alasdair MacIntyre and Charles Taylor. MacIntyre emphasises 
that our lives are constituted by our contexts and that particular actions derive their 
character and meaning as parts of a whole. He writes (MacIntyre 1981, p. 208):

We identify a particular action only by invoking two kinds of context…We place the 
agent’s intentions…in causal and temporal order with reference to their role in his or her 
history; and we also place them with reference to their role in history of the setting or set-
tings to which they belong…Narrative history of a certain kind turns out to be the basic and 
essential genre for the characterization of human action.
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Charles Taylor sees a person’s life as a continuum. Taylor writes (1989, p. 47):

…we need an orientation of the good…this sense of the good has to be woven into my 
understanding of my life as an unfolding story.

13.3 � Interviews

I will summarise four interviews with prospective mothers, Mrs A-D, carried out 
within the EDIG project. My intention is neither to give a detailed nor a psychoana-
lytic account. I will restrict the presentation to some necessary information that can 
serve as a basis for a discussion of the ethical aspects of the four cases.

The stories are constructed through the interviews. This means that an interview 
gives the interviewee an opportunity to reflect on her present condition. She is 
encouraged to see her life in a social and historical context and perhaps also to see 
her life story as rational and meaningful. The construction of her personal narrative 
might imply some rationalisation but this fact does not make the interviews less 
relevant, although it is important to be aware of this fact. The story told is the story 
the interviewee wants us to hear.

The four interviews are different in character. Only one reveals parts of the 
woman’s background and life story, but they all reveal feelings, intuitions and 
moral reflections in a situation of difficult decision-making and distress.

13.3.1 � Interview A

Mrs A became pregnant at the age of 32. The result of amniocentesis was positive 
and indicated that the child was carrying haemophilia. On the basis of this result, 
Mrs A decided to abort.

The interview with Mrs A gives some information which explains Mrs A’s 
decision to abort the fetus after the positive test result. She has already had a few 
abortions for psychological and social reasons. Hence, abortion was for her not 
something completely foreign. Mrs A’s decision also seems to be influenced by 
her view of her mother. Her mother was always blaming others for her ill fate. 
In contrast to her mother, Mrs A wants to solve her problems by her own efforts. 
Her husband supported her decision to abort, but it was Mrs A who took the 
decision.

A key to understanding Mrs A’s decision is her relationship with her brother. 
She was brought up with an older brother with haemophilia. Her brother’s illness 
seems to have affected her childhood. As a girl she lived in the shadow of her 
brother. She was also accused by her mother of “lacking empathy” and not caring 
about his suffering. Hence, Mrs A has very bad memories of her brother’s illness 
and thus she wants her own children, if possible, to avoid her brother’s fate.
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Obviously, we cannot understand Mrs A’s decision to abort without knowing her 
life story. According to her narrative, the ill brother has in important ways shaped 
her life. Her main reason for interrupting the pregnancy, on the basis of genetic 
information, is that she does not want her child to live a life like her brother’s. 
Without this intimate knowledge about a life with haemophilia her decision might 
have been different.

The ill brother also plays an important role in Mrs A’s justification of her deci-
sion to abort. When informed about her decision the brother was hurt. Mrs A thinks 
that for him her decision implied “you don’t want a person like me to live – you kill 
him”. However, she makes a distinction between him as a person and his illness. 
She says that she did not want her own child suffering so much as her brother had 
during his whole life. Thus, her choice was directed towards the illness, not towards 
her brother. Furthermore, a cousin accuses her of choosing babies like a supermar-
ket. Mrs A is offended by this comment but she maintains that the reason for her 
decision was to avoid her child suffering like her brother had done.

What, then, are the normative reasons behind her decision to abort? It seems that 
for Mrs A the overriding reason is to avoid suffering, which in this particular case 
implies avoiding the birth of a child with haemophilia. She does not seem to experi-
ence the situation as a moral dilemma because she does not consider the alternative 
which is to keep the child after being informed of the positive genetic diagnosis.

13.3.2 � Interview B

Mrs B’s story is focused on the discovery of the fetus’ genetic condition and on her 
own feelings surrounding amniocentesis and abortion. Ultrasound investigation 
indicated that the fetus was carrying trisomy 18 (Edwards’ syndrome), which leads 
to mental and physiological disabilities and, in the majority of cases, the death of 
the baby in less than 6 months after birth. Amniocentesis confirmed the diagnosis. 
According to Mrs B it was the doctor who recommended abortion when trisomy 18 
was diagnosed. He said that with this information there was only one choice, i.e. to 
abort, and that the fetus is nothing else than a “bunch of cells”.

The expected suffering and early death of the newborn baby is Mrs B’s reason 
to abort. However, Mrs B also reacts against the doctor’s expression that the fetus 
is just a “bunch of cells”. She thinks it is a child; “this is my child”, she says and 
she wants to bury the aborted fetus. Hence, from the interview it is obvious that 
Mrs B has established a relationship with the fetus.

Mrs B’s moral view can be interpreted in the following way: The fetus is a child 
with human dignity. Nevertheless, due to the expected suffering and death of the 
newborn, it is better to abort the fetus than to let it live a short and painful life. Hence, 
the application of the principle of human dignity – to let the fetus live – is restricted 
by the fetus’ expected suffering and early death. Based on this way of reasoning one 
can specify the principle of human dignity in the following way: according to the 
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principle of human dignity the fetus has a right to live, unless it will suffer and die 
soon after birth (for specification, see Richardson 2000).

Is then Mrs B facing a moral dilemma? From one point of view, Mrs B seems to 
face a moral dilemma having to choose between the life and death of the fetus. On 
the other hand, she avoids the choice. Perhaps one can describe the situation in the 
following way: Mrs B can avoid making a choice by taking for granted her doctor’s 
recommendation, that a fetus with Edwards’ syndrome should be aborted. Hence, 
she does not need to take a decision.

13.3.3 � Interview C

Mrs C is 36 years old and 8 months pregnant. She sees her pregnancy as a “great 
present”. Due to her age she is offered amniocenteses but she refuses. The reason 
is that she is worried that the test will threaten the life of the fetus. Her partner 
agreed and said he was able to cope with a disabled child and her parents and 
parents-in-law also supported her.

The interview with Mrs C is an interesting case of someone who intuitively 
decides not to have PND alongside the psychological and ethical problems connected 
to this decision. It raises many important ethical questions.

What are the implications of a decision to decline PND? Mrs C decides – apparently 
without doubt and on a well-informed basis – not to have PND, although she is of 
an age when the risk to the fetus is increased and to have the test seems to be what 
society expects of her. This implies – as is mirrored in the interview – that she is 
responsible for the possible outcome that a disabled baby could be born. What does 
this imply in terms of her relation to the baby and to society? And, on the other 
hand, what would it imply if she had PND against her own moral conviction?

Thus, the interview also highlights the ethical implications connected to societ-
ies’ “offer” of PND. Although PND is voluntary, it might be experienced as almost 
compulsory by pregnant women over a certain age. Is such an offer consistent with 
a principle of respect for autonomy, emphasising that each person has the right to 
decide him/herself about matters of his or her own concern? Is the sense of compul-
sion perhaps in conflict with this important principle? On the other hand, what is 
the ethical implication of the fact that another individual is involved, namely the 
fetus? Who decides on behalf of the fetus?

13.3.4 � Interview D

This interview focuses, in the main, on Mrs D’s reasoning regarding PND and 
whether to terminate the pregnancy or not. It says something about her present 
social situation but very little about her life story.
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Mrs D has two daughters. She underwent PND because of her age (over 30). 
One of her daughters has a genetic disorder. From the interview, it is not clear how 
prenatal testing affects her decision concerning her pregnancy. She has had a previ-
ous abortion and a miscarriage just before the present pregnancy. Mrs D is a medi-
cal doctor and she knows a lot about the different methods of prenatal diagnosis. 
Her husband is in the army and plays a minor role in the decision making.

The interview does not reveal what decision Mrs D makes on the basis of genetic 
information. However, one can notice that she stresses that it is her decision and 
that neither family – including her husband – nor friends have any influence over 
it. However, one factor that influences Mrs D’s decision is that she has a daughter 
with a minor genetic disorder (see below).

Two factors seem to be important in order to understand Mrs D’s reasoning. One 
is her striving for security. She wants to know everything about her pregnancy and 
the status of the fetus. She has ultrasound tests every week and she is almost 
obsessed by facts and figures about the probabilities of genetic disorders etc.

The second factor is the fact that she has a daughter with a genetic disorder 
(Congenital adrenal hyperplasia). The disorder causes early sexual development 
and androgen tendencies like hairiness and ovarian cysts. The daughter has two 
mutations, one from Mrs D and one from her husband. As both parents are carriers 
this disorder might appear in future children. How does this fact influence her deci-
sion? On the one hand it seems that she is worried by the thought of her next child 
being a carrier. On the other hand, in conversation with her daughter, she maintains 
that this disorder would not be a reason to abort. For her, terminating a pregnancy, 
based on information about the fetus carrying the daughter’s genetic disorder, 
would be similar to terminating her daughter.

The interview does not reveal what decision Mrs D took on the basis of PND, 
therefore we do not know her reasoning concerning the question of whether to abort 
or not. However, we do have some information from the interview. On the one hand 
she states that genetic defects are “for life” and that having such a child “can 
destroy a whole family”. On the other hand, although her preoccupation with test-
ing and security might be interpreted in another way, she denies that any disorder 
within the fetus would be reason to terminate a pregnancy. She considers the fetus 
to be a potential “amazing child”.

For Mrs D, the fact that she has a daughter with a genetic disorder has important 
moral implications for the decision whether to abort the fetus or not. She explains 
that to abort the fetus because it carries the same genetic disorder that her daughter 
has, would be equivalent to “abort”, i.e. to kill, her daughter.

Mrs D’s argument, based on a connection between having a daughter that she 
loves and the fetus, can be understood in at least two ways. First, she would not 
accept that any disorder within the fetus is a reason for abortion. She seems to think 
that her daughter’s life, although affected by the genetic disorder, is a valuable life. 
Secondly, she establishes a relationship between her daughter’s life and the ques-
tion of whether to terminate the fetus or not. How can this relationship be estab-
lished and what is its moral meaning? One possible line of thought is the following: 
The daughter lives with the genetic disorder. It affects her personality making her 
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more masculine. The androgen-linked effects are balanced by steroids. However, 
even if this genetic disorder causes difficulties, it is part of her personality. Her 
identity is at least partly shaped by her genetic make-up. Without it she would have 
been another person. But it is this person that is the daughter that the mother loves. 
Hence, if the genetic disorder is a reason to abort the fetus, it implies that a life with 
this genetic disorder is not worth living. While the genetic disorder is an integral 
part of the daughter’s identity, the decision to abort would imply that the daughter’s 
life is not valuable.

The availability of different kinds of genetic testing invites an attitude of full 
certainty that is mirrored in the interview with Mrs D. However, one may ask, is 
this attitude morally sound? First, it does not seem to correspond to a realistic 
worldview. Despite prenatal testing, there is always a degree of uncertainty and a 
lack of knowledge. Secondly, is the need for absolute certainty a character trait that 
is desirable? How much control is ethically justified?

Mrs D’s attitude towards PND appears to be contradictory. On the one hand she 
is almost obsessed by a need to control every moment of the pregnancy. She also 
acknowledges abortion based on PND when she states that a child that is born 
with a genetic disorder can destroy a whole family. On the other hand, she would 
not accept any reason for terminating the pregnancy. Hence, she explicitly argues 
against abortion in the specific case of a genetic disorder. In this way her intimate 
relation with her daughter has implications for her decision whether to terminate 
pregnancy or not.

13.4 � Interpretations of Interviews

13.4.1 � Explanation

We have so far given account of four interviews with mothers facing the decision 
to abort or not based on PND. How can a mother’s reasoning and decision-making 
be explained? To ask for explanation means to ask for causal relations. What caused 
the reasoning and decision? What factors were important as background factors?

The interviews show that two factors are of particular importance. One is the 
social relations of the prospective parents. There are people close to the mother, like 
a partner, parents or brothers and sisters, who give advice or in other ways influence 
decision-making.

Another important factor behind the decision is the mother’s earlier experiences. 
These experiences are of different kinds: of a death in the family, of having a dis-
abled brother or sister, of having encountered people with illnesses or abnormalities, 
earlier abortions etc.

When finding explanations for a decision to keep or to abort the fetus, it is 
important to distinguish between subjective and objective explanations. Subjective 
explanations refer to the mother’s personal explanations of her decision. She may 
express views about which people are important to her decision and about what 
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earlier experiences have been influential. However, the mother’s story may or may 
not give a true or full explanation of whom or what in reality influenced the deci-
sion. Of course, while it is the mothers’ stories that are the empirical basis for this 
analysis, the interviews can only provide information for subjective explanations.

13.4.2 � Understanding

To understand a decision is to see it as meaningful. A decision is in this sense 
meaningful as an integrated element of a life story or personal narrative. In an 
analysis that focuses on the mothers’ decision-making, it is the mother’s own story 
that gives us information about the meaning of a decision to terminate a pregnancy 
or not. A psychoanalysis may reveal how a particular decision is meaningful as part 
of a life story.

In order to understand a mother’s story we would focus on what personal experi-
ences she emphasises in her story? Was she free to take any decision or was she 
bound or restricted in any way? Does she mention any religious denomination or 
ideological group that might have influenced her decision? The answer to this last 
question gives us (partial) information about her sense of identity. As Charles 
Taylor explains, a person’s identity is not only revealed through his or her stand on 
moral and spiritual matters but also with reference to a “defining community” 
(Taylor 1989, p. 36).

The interviews referred to above give us some indications for understanding the 
mothers’ decisions. For example, we can better understand a mother’s decision 
when we know that she already has a daughter with a genetic disorder which has 
shaped her life or that a mother has had a brother with a disorder which stamped 
the life of her family when she grew up.

13.4.3 � Justification

What is the prudential or moral underpinning of a decision to keep or abort the 
fetus? An example of a prudential justification of a decision to abort is that the 
mother is not able to take care of a child with a disability. It is assumed that an 
abortion will imply a less burdened life. An example of a moral justification is 
when a mother refers to an ethical principle, for example the principle of human 
dignity, as reason not to abort the fetus.

Moral considerations are of course factors that are important for justification. 
The mother may for example refer to a norm or an ethical principle to justify a 
decision. Other examples of moral considerations are references to intrinsic values 
and a view of a good life. For example, the mother may argue that life with a dis-
ability is not worth living, thus, abortion of a fetus with a genetic disorder is mor-
ally justified. In the interviews we came across some examples of moral reasoning. 
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One mother referred to the possible suffering of a disabled child as a reason for 
abortion and another mother wanted to bury the aborted fetus, presumably as an act 
of reverence for the dignity of the unborn child.

Another kind of justification refers to commitment and identification. For 
example, the mother is committed to an important job and hence she can not take 
care of a disabled child. Another example: the mother identifies with her own 
mother who took care of a disabled child. Thus, she wants herself to keep the fetus 
even if it is disabled. In one of the interviews a mother revealed a commitment to a 
daughter who was carrier of a genetic disease.

Also relevant for the question of justification is whether the woman regrets her 
decision or not. If a decision is regretted, the justification is shaken.

13.5 � Conclusion

The four selected interviews inform us about the mothers’ experiences, reflections 
and personal views. What, then, are the implications of this kind of information for 
ethics? Ethics is usually understood as the theory of morality, i.e. the rational delib-
eration of moral thinking and decision-making. However, narratives told by indi-
viduals faced with difficult decisions, for example after a positive test result after 
prenatal diagnosis, complement theoretical insights. As Eve-Marie Engels writes: 
“…individual narratives can bridge the gap between real life and theoretical ethics” 
(Engels 2008, p. 270). Then, this kind of information is highly relevant for an 
applied ethics that not only strives to be theoretically well-informed but also wants 
to make a contribution to moral practice.
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Abstract  Prenatal diagnosis is supposed to allow autonomous decision making on 
the basis of personal goals, plans and values. However, often this type of decision-
making may not be achieved, as various factors can be implicated in choosing an 
alternative between the available options concerning a pregnancy. The following 
case illustration presents a woman who decides against an amniocentesis, although 
there is an increased risk for a positive finding in prenatal diagnostics (PND), due to 
her age and a genetic problem in her family history. The aim of presenting this case 
is to show how such a decision may be associated with individual factors in one’s 
life. The clinical observations from the European, interdisciplinary EDIG study, 
which investigated how individuals experience ethical dilemmas due to prenatal 
diagnostics, suggest that certain behavioural characteristic (i.e. expressing ambiva-
lent feelings and thoughts) and/or important past life experiences (i.e. affirming 
serious losses in one’s history) may comprise indicators for risk and protective 
factors for the psychological processes of women/couples facing a problematic 
situation when undergoing PND. The following case, Mrs K., participated in the 
EDIG study via responding to a series of questionnaires and two interviews. Both 
interviews were discussed within research group meetings and were qualitatively 
analysed. Analysis further supported the EDIG study’s hypotheses regarding the 
ways in which the manifestation of certain personality traits and past life experi-
ences, may influence responses to decisions after PND. Important implications for 
medical and counselling practice were also provided.
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14.1 � Introduction

While analysing qualitative data obtained during the “Ethical Dilemmas due to 
Prenatal and Genetic Diagnostics” (EDIG) study and investigating how individuals 
experience ethical dilemmas due to prenatal diagnostics (PND), it has been observed 
that individual and biographical characteristics of one’s own inner psychic world 
may be involved in coping with the possibility of giving birth to a disabled child and 
the necessity for life or death decisions (Leuzinger-Bohleber et al. 2008).

The case we present here is about a woman who was willing to be interviewed 
for the purposes of the EDIG project and who, despite the increased risk of a posi-
tive PND finding due to her age and a genetic problem in her family history, decides 
against an amniocentesis and chooses to continue her pregnancy, no matter what 
“fate will bring”.

The aim of presenting this case illustration is to demonstrate that, even if one 
decides not to undergo PND, a choice which may not appear to present obvious 
ethical dilemmas, such a decision may be associated with idiosyncratic factors. 
According to one of the main hypotheses formulated for the purposes of the EDIG 
project, the way in which women/couples undergoing PND present their life experi-
ences and their personality characteristics may be indicators for risk or protective 
factors, as far as psychic functioning associated with decision-making, is concerned 
(Leuzinger-Bohleber et al. 2008).

Mrs K. participated in the EDIG study, completing a series of questionnaires and 
two interviews conducted at two different time points during the project. The two 
semi-structured interviews were carried out by a psychiatrist, a member of the 
Thrace research group in Greece, and according to the EDIG study research proto-
col instructions for interviews. Both interviews were discussed within the group 
meetings for the purposes of qualitative analyses.

14.2 � Case Illustration

Mrs K. was approached when she was reaching the 23rd week of her sixth preg-
nancy by a member of our research team, in the waiting room of an obstetric private 
practice and whilst she was waiting for her appointment with her doctor to undergo 
a second trimester ultrasound scan (anomaly scan). She had already been informed 
by the obstetrician of our study and she seemed enthusiastic to participate. That was 
the first strong emotional reaction, which characterized her behaviour and was 
registered as a special transference condition.

At the time, Mrs K. was a 42-year old mother of five children (two girls – 19 and 
14 years old – and three boys – 15, 10 and 8 years old). Eight years ago Mrs K. had 
to face a difficult situation, as her last child was born with Down syndrome, a con-
dition which was not diagnosed during her pregnancy and which she found out 
about only after birth.
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14.2.1 � The First Interview

At the first interview, which takes place after Mrs K. has already undergone an 
anomaly scan, she is three quarters of an hour late. She is a very talkative and pleasant 
woman. From the beginning of the interview she talks about her present unplanned 
pregnancy and her doubts about it, although she clearly states her negative attitude 
towards an abortion. Yet, she does not explain the reasons for her delay, giving the 
impression that her expressiveness may cover up possible inner conflicts.

For me a pregnancy was always a joy… But now I am more anxious, as I am very occupied 
with raising my last child. I was not very pleased with this pregnancy. Yet, I have never 
thought of having an abortion. I have never had one in my life and I would not consider 
having one now.

Soon after, Mrs K. chooses to focus on all the possible advantages associated 
with the arrival of her new baby. One can see that all the pros of having a baby are 
mainly related to the fact that her 8 year old son has Down syndrome.

… I thought of all the possible positive things I could get out of having this baby. First of 
all, I will take maternity leave from my job. I won’t be working for a while and I need this 
time for my son … I also want to have some rest, since I was very tired over the last period 
working with him when he started going to school… Then I thought that this would be very 
good for my son, as my other children are older and the one we are waiting for, will help 
him… he will have some company in the house.

At this point in the interview, Mrs K. unfolds, along with her maternal love, the 
rigidity of her Superego, which is projected on the child she will give birth to. This 
child should also – like herself – ‘meet’ the needs of his/her older disabled brother. 
Mrs K. gives the sense that she unconsciously aims to become ethically acceptable 
to the interviewer, since she refers to the efforts she makes in bringing up her 
disabled child.

Mrs K. is an accountant and she has been married for about 20  years to a 
52 year-old civil engineer. She reports that she and her husband are still very much 
in love with each other after so many years and that, despite some everyday argu-
ments and complaints, they have a very close relationship. Yet, for the first time her 
husband is quite uncertain about her pregnancy, being afraid that the baby may be 
born with an abnormality. For the first time, he suggests to his wife that she has an 
abortion – a suggestion that he then regrets “not for the sake of her reaction but 
rather because he never liked the idea of an abortion anyway”. Mrs K. perceives 
his initial reaction as a moment of weakness and fear.

When asked about the support she receives from her husband, she mentions that 
he had been very supportive in practical matters (i.e. helping the children to study, 
going for shopping, cooking at weekends), although in the last years he has held 
back and does not take over many things in the house; something which Mrs K. 
blames herself for.

When I first gave birth to my child with Down syndrome, I felt that there may be something 
wrong with me. That is, that I am not able to have a healthy child. I felt that I was in a 
vulnerable position and guilty, in the sense that I was the one insisting on having a fifth 
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child. My husband wanted it but he was suggesting we should wait for two more years. 
Anyway… he finally agreed. But the truth is that I forced him. And once our child was born 
with the syndrome, I felt that I had given him a child that he may not have wanted or that 
he would have not had with another woman.

When considering the birth of their son with Down syndrome, Mrs K. reveals 
her contradictory feelings. Following the unexpected birth of a disabled child, her 
optimism that she could overcome all difficulties (as determined by her Superego) 
is replaced by a sense of guilt towards her husband. At the same time, her low self-
confidence and particularly the challenge to her physical, maternal adequacy, 
emerge. It is also obvious that her almost hypo-manically coloured hopefulness is 
superseded by an at least transient, depressive reaction (Freud 1916–1917).

Respectively, the counter-transference emotions initially obtain a negative qual-
ity, as the interviewer identifies herself with the members of Mrs K.’s family, whose 
needs and potentials – mostly those of her husband – are tested from her wish to 
continuously procreate. Mrs K. becomes even more likeable, once she transfers her 
despair to the interviewer who facilitates the discussion. As far as the counter-
transference reactions are concerned, it seems as though the interviewer’s identifi-
cations falter between Mrs K. and the members of the family (Sandler et al. 1970).

She agrees with the interviewer’s impression that after giving birth to her last 
child it was as though she was reacting as if she did not have any healthy children 
and that this was a burden to her.

It affected me and influenced the relationship with my husband. I was indifferent and inac-
cessible and, due to my guilt, I took over too many things, so I would not tire him and from 
that time my husband stopped helping me. He started being more relaxed and relying on 
me handling many things at the same time.

However, things have now changed in the way she feels. She does not feel guilty 
any more. In contrast, she thinks she has helped her child, who is doing very well 
now, a lot and that makes her feel proud of herself. This also enables her to give 
advice to other women who are in the same position, in terms of what they should 
or should not do.

In her previous pregnancy, Mrs K. did not consider the possibility that some-
thing may go wrong. She only had an anomaly scan and her doctor reassured her 
that everything was fine. It was after birth, when she called the doctor that did the 
ultrasound, who told her that only 30% of Down syndrome cases are diagnosed in 
the anomaly scan and those are usually serious cases.

In an attempt to work alone on her guilt feelings and her fantasies of her 
ethical and physical incompetence, Mrs K. is led towards a burden including 
new obligations that may ease the qualms of her conscience. It is about a strategy 
of an ethical self-reassurance, which in parallel obscures her own reality. The 
interviewer’s fantasies – as well as those of the group members that jointly dis-
cussed the case, are directed towards the rest of Mrs K.’s children that appear 
‘abandoned’ (Green 1965).

“And as it was proven” she says “our child is not a serious case; he is totally healthy. He 
has not got heart problems that could have been observed by the ultrasound.”
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That is the reason, she thinks, she can talk easily about her experience with her 
child, as if she had a more serious problem she might have seen things differently.

I am in a better position than mothers who do not understand the condition and who may 
think it is tragic. It is not tragic. That is why my telephone number is available from my 
doctor to all mothers who may have a positive PND finding. If a mother wants to see me, 
to talk with me, if she wants to decide she can come and see my child… Because that is 
the way it is really. You can do miracles with this child and you get much more than you 
will get from other children. He makes us proud when we are watching him achieving 
things that are difficult for him to achieve. You can see that when trying this little child can 
do many things and he is making us very proud. I cannot say I am embarrassed about my 
kid; I am very proud of him.

Mrs K. idealizes her young boy. This obviously supports her efforts to convince 
herself of her ethical supremacy, as well as to induce the admiration of her narcis-
sistic wholeness, used to dispel all possible within-family difficulties.

Mrs. K. also thinks that at the time the amniocentesis takes place, it is very late 
and “You have already felt the baby inside you. It is a child in shape. You have seen 
it on the ultrasound.”

That is not easy for her, since if this baby has an abnormality, she cannot tell the 
effect that this may have on her family. Yet, she considers abortion as murder; 
“I think you are killing it. It is a murder!” she states. Nevertheless, she would not 
reject the possibility of a pregnancy termination in the very first weeks following 
conception, if she could know that there was a very serious condition. But it would 
have to be a more serious condition than Down syndrome.

Living with this child and making the most out of it, I do not consider it as a problem any 
more.

Interestingly though, she chooses to have a second trimester ultrasound (anomaly 
scan) in her current pregnancy, mainly because having the reassurance of a negative 
test result with a 95–98% certainty, giving her peace of mind and making her happier 
and more optimistic.

Some of the most characteristic information Mrs K. gives, when talking about 
having the anomaly scan, is that her children – apart from the youngest one – were 
all present at the examination. She vividly describes that scene, emphasizing their 
great concern and enthusiasm – particularly that of her oldest 15-year old son – to 
see the baby.

Mrs K.’s oldest son is presented as the most anxious and responsible of all of her 
children. He was often asking her during the pregnancy what is the possibility of 
this baby being born with a genetic disorder. When she refers to her oldest daughter 
she chooses to talk about her attitude towards a pregnancy termination, which is 
similar to hers, both for fetal abnormality and an unplanned pregnancy.

Mrs K. directly embroils her children in the problems she is preoccupied with. Her 
avoidance of asking herself whether the children do themselves wish to be presented 
with the inside of the maternal body and to encounter the problems she is confronted 
with, is very characteristic. The atmosphere established, since the father is more or 
less absent, has an incestuous dimension, according to which, once again, the mother 
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demands that her children accept her decisions, her ethical attitude and her physical 
destiny (von Klitzing and Burgin 2005). In the counter-transference, the pictures 
obviously carried over and the interview seems to bring about queries and a sense 
of disaffection. Once again, the interviewer’s associations comprise the question of 
what the older children would have wished for. The interviewer’s associational think-
ing revolves around the objects-children that the mother makes, throughout the con-
versation, her self-objects.

Over the last 14 years, following the birth of their third child, Mrs and Mr K. 
became very close to the Greek Orthodox religion. For her, she explains that feeling 
so happy inside her family she thought she had to thank God. Despite her strong 
religious affiliations, she insists that her attitude towards PND and abortion does not 
stem solely from her religious beliefs, but rises also from an ethical point of view.

Although feeling obliged by her husband, doctors, and most friends to do all the 
tests required, one person that supports her decision not to undergo amniocentesis, is 
her mother, who is described as a strong person who seems to interfere a lot in Mrs K.’s 
family’s life, usually in a negative way. Her mother lost her husband, who suffered 
from a chronic disease, 5 years ago and her youngest son in a car accident when Mrs 
K. was 24. The death of Mrs K.’s brother is underplayed in this discussion. Once 
asked about whether this loss has affected her views about life, she shifts her attention 
onto other events, such as a recent diagnosis of a breast cancer in one of her friends, 
had affected her views about life. Nevertheless, as to her brother’s death she maintains 
it is something she has forgotten.

When talking in more detail about her decision not to undergo amniocentesis, 
Mrs K. remembers her doctor talking about the possibility of a positive finding and 
about her responsibility to make a decision. It is that remark which makes her decide 
against an amniocentesis. On that day, she recalls being so scared and experiencing 
physical symptoms (her heart rate increases and she is about to faint). She also starts 
to remember her last labour and she re-experiences the birth of her disabled child. 
It is at that point in the interview that she reports a very horrible fantasy, which 
occurred when her doctor explained to her that for an abortion to take place after the 
20th week, obstetricians administer medication to the woman to kill the embryo and 
afterwards they cause physical labour.

The fantasy I had was bad. To give birth to a dead child. That was the fantasy I had. To give 
birth to a baby knowing that I wanted to kill it. That is, to think about myself pushing with hate 
to get this dead baby out of me. To force myself, with my own will, to get it out of my womb, 
whilst it was too early for the baby to be born. That was my fantasy, which shocked me.

The interview ends with her accepting only helpful aspects of PND. According 
to Mrs K., if a positive finding occurs this is not negative, despite the dilemma it 
may bring. At least you are prepared and know what to do about it. And if a woman 
decides to have an abortion, she would not blame her.

Everyone has the right to decide on her own for her life and her body.

During the second part of the interview, the discussion with Mrs K. is character-
ized by a dramatic tension, introduced through the image she creates once her 
children attend her ultrasound examination. Immediately after that, her Superego 



18314  Prenatal Diagnostics and Ethical Dilemmas

demands emerge, throughout her mentioning of the role the Orthodox Church plays 
in her life. Her faith is expressed through her gratefulness to God. Indeed, Mrs K. 
denies that her views about pregnancy termination are dictated by religion, but 
rather they owe their existence to her personal, ethical appraisal, implying that 
religiousness does not shape her ethical rigidity. Mrs K.’s personal ethical claim has 
actually been determined by her mother’s sadistic behaviour (Green 1965).

Stories of deaths and illnesses follow: the death of the father 5 years ago, the 
death of the brother, the cancer of a friend. Thus, Mrs K. reveals her inner psychic 
reality, which consists of a series of internalized fatal objects. She talks about her 
horrific fantasies concerning the pregnancy with a dead child. In this way, Mrs K. 
expresses her ambivalence stemming from a conflict of an essential significance 
between her aggressiveness towards pregnancy and her submission to the demands 
of a sadistic introjected mother. It seems that all the relative ambivalent feelings she 
suppresses, may also concern her brother’s death, which by that time has remained 
without any emotive after-effects (Green 1965).

14.2.2 � Further Points Discussed Within the Research Group

During the first interview with Mrs K., a sense of admiration is created within the 
group. Everyone is quite impressed by her highly expressive way of talking and the 
smooth language she uses. Nevertheless, this impression is soon replaced by feel-
ings of anger and dysphoria, once the group distinguishes the presence of some 
omnipotent feelings and ideas of self-grandiosity. She gives the impression of a 
woman who tries to admonish others. She represents the mother that can help the 
child with the Down syndrome make very good progress. This is also evident from 
the way she overestimates the capabilities of her child with Down syndrome. Such 
thoughts are also indicated in the way she rejects scientific progress and describes 
the help she offers to parents who are facing a dilemma. Omnipotent feelings, as 
hypothesised in the group, may be related to the guilt feelings she may have expe-
rienced for the loss of her brother.

On the other hand, it is very characteristic that she expresses guilt feelings, for giv-
ing birth to a child with an abnormality, especially towards her husband. That makes 
the group think of the possibility that she may want to overcome feelings of inade-
quacy and inferiority by turning into the ideas of self grandiosity. Although once she 
felt she was not capable of giving birth to a healthy child, she is nevertheless, the 
mother who can take over many responsibilities, be very optimistic, help her child, feel 
proud about herself and become able to advise others. It has also been hypothesized 
within the group’s discussion that bringing her children into her ultrasound examina-
tion might have been an attempt to reassure her family. It might have been a process 
of undoing and becoming the mother who can have a healthy child inside her womb.

Regarding the death of her brother, the initial suspicion of the group is that there 
may be some unconscious guilt feelings. Such feelings, as we have already empha-
sized, could stem from former aggressive experiences focusing mainly on her brother. 
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The reference to that relationship, near the end of the interview – though its content 
is initially obscured – leads Mrs K. to convey, through associations, a series of facts 
concerning death. Mrs K. avoids talking about this loss in more detail and chooses to 
refer to other experiences, which might have affected her life. The group begins to 
wonder whether her negative attitude towards pregnancy termination is unconsciously 
connected to the condition of her son and the loss of her brother. The feelings of 
extreme happiness expressed by Mrs K. may also serve as defensive purposes against 
that painful experience which in this interview is underplayed (Freud 1957).

Although Mrs K. clearly states her negative attitude towards abortion, it is still 
quite shocking to her, once asked by her doctor what she would do in case of a 
pathological finding. The physical symptoms and the stress she experiences, as well 
as her fantasy of giving birth to a dead child, may be considered as indicators of her 
not being capable of facing a dilemma and experiencing guilt feelings. It seems 
possible that she experiences an inner strain: she cannot bear a positive diagnosis. 
That is why, by deciding not to have an amniocentesis, she pretends it does not 
exist. She’d rather be in a state of a relative certainty rather than have a dilemma –  
a denial mechanism.

Somehow unexpectedly, Mrs K. makes the interviewer become the communi-
cant of her terrifying fantasies related to her own fatal wishes. At this point, her 
hypo-manic and ‘optimistic’ defence is replaced by the revelation of her aggressive 
ambivalence. It is the interviewer’s presence that facilitates this really impressive 
reversal perceived as a request for a further psychotherapeutic session.

A transgenerational phenomenon, in terms of the attitudes shared between 
mother and daughter and which passed on to the granddaughter, is also observed. 
Mrs K.’s daughter becomes the agent of her ethics, the same way she became the 
agent of her mother’s ideas (Lebovici 1988).

The ethical dilemma is presented in relation to the personality characteristics of 
Mrs K. During the validation, the counter-transference reactions of the group mem-
bers are mainly related to her Superego rigidity. Mrs K.’s self-idealization serving 
mainly as defence purposes of the unconscious sides of her Superego, appears 
through her missionary tendencies and the dispute of scientific procedures in the 
evaluation of a pregnancy. Mrs K. does not accept any challenge in the course of a 
pregnancy and stresses the happiness originating from extended motherhood. 
Nevertheless, at around the end of the interview, this convention starts acquiring a 
different character, particularly once the issue of Mrs K.’s repressed aggression 
making use of more straight-forward language (thanks to the protective presence of 
the interviewer), appears.

14.2.3 � The Second Interview

The interviewer meets Mrs. K. about 4 months after the birth of her sixth child, a 
healthy boy. She immediately starts to explain how the long labour was encountered 
as a nice experience, emphasizing her great relief when she saw that the baby was 



18514  Prenatal Diagnostics and Ethical Dilemmas

healthy. The thought of further childbirth is a stressful one. Yet, she does not reject 
this possibility, repeating once again her negative attitude towards abortions.

Mrs. K. always liked being a mother of many children.

The idea of not having another child was always disturbing to me. I was feeling sorry for 
not being able to re-experience having a child, but I knew I could not afford it and on the 
other hand, I was thinking I could not be able to love that child, since I became barren by 
giving myself to my son.

But this time Mrs. K. was having a difficult time. About a month following 
labour, she reports going through an overwhelming psychological situation, includ-
ing symptoms of “melancholia, depression and lots of obsessional ideas”.

The interviewee expresses herself at a greater ease, within the frame of this 
second interview, and over the description of her psychological states. One gets the 
impression that she is expecting to benefit from the interview – to talk about the 
things that have happened between the first and this second meeting. In contrast to 
the previous interview whereby Mrs K. was presented as elated and grandiose, 
probably due to manic defences through which she used to dispel her daily existen-
tial difficulties, she is now led to a depressive state which she decides to talk 
about.

I had a very hard time. Watching the news on TV I was wondering ‘How will my child be 
in 50 years time?’ ‘Is there going to be any water on the earth?’ ‘Will there be a disaster?’. 
I used to listen to a heretic speaker on the radio talking about the end of the world. For a 
whole month I was sitting up all night flooded with anxiety and fear. Once it was getting 
dark outside, I was feeling scared.

Her fantasies about the end of the world released her from her multiple obliga-
tions, bringing about not only her destruction, but also the catastrophe of all the 
incriminatory objects that she loves and hates at the same time. Her wish to with-
draw from the world is projected to the external reality, as a destruction of great 
magnitude. Her unconscious disastrous tendencies are disguised in a delirious way 
to an inevitable physical disaster, which she is not responsible for.

She admits that during that month she did not want to take care of herself, her 
husband and her children. She also tries to give an explanation by recalling that she 
was not resting enough over that period, since she was breastfeeding and was hav-
ing home visitors. She had always had a constant fear of the end of the world and 
the antichrist, but she had never been scared for so long. She asked for the help of 
her confessor. Following confession, those thoughts stopped occurring. Yet, they 
were replaced by a new “obsession”, as she says.

I was convinced that my husband’s mind was with another woman… I thought there was 
something going on with our next-door neighbour who broke up with her boyfriend and 
used to discuss this with my husband, when he used to smoke on our balcony… I thought 
he used to live more on the balcony than inside our house.

When the fantasies of a whole world disaster receded, another paranoid fantasy 
of a milder form appeared – Mrs K. attributes to her husband a love interest towards 
another woman. The pictures of his discussions with their female neighbour ensure 
the excitation of the primal scene. This keeps her away from the horror of the disaster 
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(Pedrina 2006). It nevertheless enables her to distance herself from the annoying 
objects and to take the central role in a love ‘drama’. The group that elaborates and 
comments on the interview interprets the search for the primal scene, as an uncon-
scious, particular strategy of the interviewee to regress and to avoid her resumption 
of her daily routine, with a new child (Freud 1916–1917).

In terms of her son with Down syndrome, Mrs. K. is still taking care of him, 
although not so much as she used to.

I don’t think I have neglected him very much. Well, maybe I did a bit. I feel that my caring 
is not the same and that this is better as before I used to force him with his studies and his 
behaviour in general. Now, I am more relaxed and I can handle things in a better way. I 
even started realizing that some things that used to annoy me are due to his condition… I 
think he performs better at school now.

Although she notices that her little son is quite jealous of the baby, the two will 
soon share a bedroom. In this way, she believes the child with Down syndrome will 
be happier and less jealous.

At the end of this discussion, the topic of social support arises. Mrs. K. takes the 
opportunity to talk about the practical help she receives from her mother (associ-
ated with child rearing), but she also states she cannot count on her emotional 
understanding and support.

Mrs K.’s husband on the other hand, was very helpful and supportive after the 
last child was born. However, she thinks that this was not the case during the period 
she was not feeling well. Their relationship has been very good for many years. But 
over the last years they argue a lot mainly in terms of his behaviour towards their 
oldest daughter, who has recently entered University. Mrs. K. thinks of her husband 
as a very strict and irritable person, yet a very good husband and father. She is wor-
ried that being restrictive to their daughter may damage her trust towards him. She 
recalls memories from the past when she used to feel very disappointed by her 
parents being quite restrictive towards her.

It is at this point of the interview where more signs of emotions are evident with 
respect to Mrs K.’s past. The sudden death of Mrs. K’s brother seems to have affected 
her in many ways. One important aspect may be associated with her decision to have 
many children.

The truth is that I feel very lonely without my brother. I feel that I cannot share things of 
my childhood. That is why I decided to have many children. So as they will have one 
another. Although I always wanted it, once he died I was surer than ever… My mother also 
used to have a brother who was 4 years younger than her, as my brother was to me. She 
lost her brother in an accident, too. And I was wondering whether the history is repeated. 
Thus, I said I will have many children so I can change the course of the history.

Mrs K. expresses very differently the emotions of herself and those of the mem-
bers of her family. The interviewer is very impressed by the links she can recall 
between her early experiences and her present life; particularly, how the traumas 
from the past determine her maternal efforts. Through the latter, she wants to expel 
the traces of her trauma. Her brother is reborn through the birth of every new child, 
whilst at the same time, the repression of all negative feelings associated with him, 
is perpetuated. Fantasies of hatred described during the first interview, implied the 
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intensity of all those negative feelings. A pregnancy termination would mean for 
Mrs K. the recurrence of her favourite brother’s death, for which she considers 
herself responsible. She believes that his death is nevertheless not associated with 
her attitude towards abortions and to her fears for the end of the world, as she had 
those much earlier. After that loss she becomes more familiar with death and she is 
not afraid of it anymore. Yet, she reports experiencing phobias related to the 
possible loss of her family members at different times of her life.

In the past I was thinking that someone in my family will die; one of my children or my 
husband. I experienced that very intensely… I was anxious about car accidents. That was 
after my brother’s death. I used to say ‘I d rather die first as I will not come to terms with 
something like that’.

The loss of Mrs K.’s brother may also seem to have influenced her attitudes 
towards PND.

I do not absolutely believe in amniocentesis, since you may receive a negative finding, and 
your baby is born with autism or something goes wrong during labour and it gets an 
encephalic paralysis. I believe that everything is a matter of luck…

The interviewer’s question as to whether she may need professional support and 
help in the future is denied by Mrs. K. She does not accept that psychiatrists could 
help her. She always used to take the advice of her confessor and he has been the 
one who helped her over the last months, too.

14.2.4 � Further Points Discussed Within the Research Group

From the beginning, there is an impression that Mrs K. is more open to disclose 
more of her emotions, in this second interview.

The research group estimates that Mrs K. feels unable to deal with all the 
responsibilities emerging from the extended motherhood. The development of her 
symptoms may signify a realization on her side of her inadequacy to meet huge 
obligations. In this sense her depression, as well as her feelings of jealousy towards 
her husband, which appear afterwards, may be related to her need to pull back from 
the work she took over as a mother of many children. On the other hand, it seems 
that her newborn baby allows her to cope well with the condition of her son and 
may serve as a reparative psychological function.

During the second interview Mrs. K. decides to talk about her feelings towards 
her brother’s death. The initial connections made by the research group between self 
idealization, death fantasies, guilt feelings, and the initial resistance to talk about this 
loss during the first interview prove to be correct in terms of her not working through 
this traumatic event. This event becomes even more unbearable in considering its 
tragic transgenerational repetition. When coming to terms with a shared traumatic 
experience with her mother, the history becomes destiny (Lebovici 1988).

It seems that this loss has affected Mrs. K. in many ways: Firstly, she states 
clearly that her brother’s loss has affected her in her decision to have many children 
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in order for them to have one another. It seems as if giving birth to many children 
may help her work out the negative and guilt feelings she has towards her brother. It 
is also a way to fight death and disrupt the tragic destiny within her family. Moreover, 
Mrs K. occasionally admits experiencing phobias associated with the loss of her 
family members. She is particularly afraid of car accidents. Such phobias may also 
be considered as indicating the effects of her brother’s loss on her life. One may also 
assume there is a connection with her turning to religion. Mrs K. wants to thank 
God, as she states in the first interview, for her happiness. Or is it because her chil-
dren are still alive? Further, it is discussed within the group, that in an indirect way 
this loss influences her attitude to PND. She believes everything is a matter of luck 
in terms of developing a health problem, in an attempt to justify her decision against 
an amniocentesis. The interviewer thinks that having experienced the misfortune of 
losses of young persons in the family, this view is to be expected.

Based on their emotional reactions, the members of the group see again the great 
transitions made during the two interviews. Initially, counter-transference emotions 
of admiration and rejection (due to her hypomanic exaggeration) gave the impres-
sion that Mrs K. avoids the emergence of her inner conflicts. Yet, the course of the 
discussions reveal differentiated aspects of her personality, potentialities of verbal-
ization and the presence of an inner dialogue. An atmosphere of disappointment is 
caused amongst the members of the team, once the interviewee states she was not 
willing to be further supported psychotherapeutically. For a short while, feelings of 
rivalry towards her ‘confessor’ – who seems to play a reassuring role with respect 
to her constant feelings of owing and guilt – , predominate.

14.3 � Conclusion

In conclusion, it seems that the death of Mrs K.’s brother being experienced as a 
traumatic event, along with the transgenerational family experience of early losses, 
may have strongly influenced her attitude towards prenatal diagnostics and her con-
scious decision not to undergo an amniocentesis, but rather to continue a high-risk 
pregnancy. Through the first interview, Mrs K. is characterized by a mild grandios-
ity. She praises herself and she presents as being ethical. This certainty is, neverthe-
less, disrupted by the possibility of a positive diagnosis and the thought of death. 
During the second interview Mrs K. is more able to express her ambivalence in 
herself and to better understand some of her inner conflicts. In line with the clinical 
observations, based on the interview analyses within the EDIG study, the present 
case also illustrates that defining risk factors associated with the psychic functioning 
of people coming to terms with decisions evoked by PND is of great importance. 
Mrs K.’s early losses and guilt feelings that had to be repressed seemed to have 
influenced her attitude towards life and death decisions. In addition, providing an 
empathetic, professional dialogue – as that which seemed to unfold through the 
interviews with Mrs K. who finally dealt with her traumatic experiences in a more 
mature way, may be helpful for individuals experiencing analogous conditions 
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(Leuzinger-Bohleber et al. 2008). On  the basis of these assumptions, training 
medical and paramedical staff a) to identify the individuals who may need more 
specialised professional help and b) to provide appropriate information in a support-
ive way, as well as improving counselling practice in the field of PND, can be con-
sidered important aims for the future.
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Abstract  A continuous public debate on ethical questions in the field of prenatal 
diagnostics is seen as necessary. However, it is not self-evident that such a discus-
sion is taking place. One reason for this complication can be seen in the different 
cultures of discourse within a society, representing different interests. This article 
examines two different “cultures” of discourse: a scientific discourse of experts and 
a public discourse of lay people. Different aspects and problems were addressed. 
However, the more complete picture comprising all the various perspectives is 
only achieved when multiple discourses are taken into consideration. Finding 
platforms for exchange seems to be a continuous problem even though new media 
technologies offer better opportunities for communication.

Keywords  Prenatal diagnostics • Public debate • Scientific debate

In times of globalisation one can often read about the impact of different cultures 
within a society. In this context one might usually think about individuals from 
different countries, having different cultural and migrational backgrounds or 
showing different religious beliefs. These and other differences can be understood 
as important components underpinning the morals and social structures of social 
groups as well as an individual’s personality and belief system. It is not selfgiven 
that one automatically and easily understands these cultural backgrounds. However, 
knowledge about these different cultural contexts is essential. They become rele-
vant in connection to conflicts, disputes, controversial discussions, and ethical 
dilemmas.

Taking this into consideration it seems quite easy to answer the initial question 
of this article: There cannot be a single way to look at and explore ethical dilemmas 
within a society consisting of different cultures, even when confronted with the 
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same dilemmas. It is of great importance to focus on cultural differences within a 
country like Sweden that has accepted and has been in the process of integrating 
thousands of migrants in recent years (e.g. since the war in Iraq began, more 
refugees and immigrants from Iraq live in the small Swedish city of Södertälje than 
have been admitted to the United States and Canada).

When different cultures are involved, a typical example of the difficulties of 
these discussions can be observed when considering the process of introducing a 
new test method in the field of prenatal diagnostics. However, there is another issue 
that will be highlighted and investigated in this article: that of representing the 
discourses of different cultures within a society. That is investigating the discrepan-
cies and differences between a scientific discourse about a specific topic and the 
public debate about the very same issue: the former tries to compile and assess the 
state of the art of expert knowledge, the latter takes place in the media (e.g. in 
newspaper comments, internet blogs) and contains many fears and irrational fanta-
sies. This discourse contains important objections that are often excluded in the 
scientific discourse. One can assume that different levels of involvement are repre-
sented in these debates reflecting different “cultures” within a society; in this case 
the cultures of scientific research and evidence on the one hand and the culture of 
personal, and often subjectively biased, involvement on the other hand. It is quite 
clear these different contingents of expert knowledge, fantasies, beliefs, and inter-
pretations shape the various comments. To get a better picture on how ethical 
dilemmas are handled differently in different cultures within a society the relevant 
discourses have to be explored more thoroughly.

A general problem in Sweden had been that no public debate took place when 
decisions were made to introduce new methods of genetic prenatal diagnoses. 
It was the practitioners who made the decision, believing that women would want 
better tests. Any ethical considerations were of minor relevance. As a conse-
quence, the rapid decision to introduce a new method made it almost impossible 
to halt it, e.g. for the reason that time might be needed for further ethical discus-
sion. This situation forced the Swedish Council on Medical Ethics (SMER) to 
investigate the problem in order to publish an ethical opinion. This investigation 
was done independently of the other project described below performed by the 
Swedish Council on Technology Assessment in Health Care (SUB). As a result 
SMER stated the need to monitor ongoing ethical conflicts which should also 
include the opinions of lay people (e.g. patients, patient organizations, politicians). 
It became clear that a permanent platform would be needed in order to guarantee 
continuous discussions.

In a recent study (Dekker 2009) the public debate which took place about 
prenatal diagnoses between 1989 and 2006 was summarised. As found by the 
SMER review, one of the results was that public debate in Sweden had been domi-
nated by experts. Interestingly, Dekker noticed that traditional media (e.g. radio, 
newspapers) are not suitable for this public debate. The internet is seen as a good 
resource to initiate increased participation among lay people.

In what follows two examples of debates/dialogues are described representing 
different “cultures” of debate within society.
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One example of the scientific debate is a report by the “Swedish Council on 
Technology Assessment in Health Care (SBU)”1 (Nilsson et al. 2006) which evalu-
ated thoroughly the current methods of early prenatal diagnostics. The second 
example is based on a systematic media analysis of major articles in the two leading 
Swedish newspapers “Dagens Nyheter” and “Svenska Dagbladet” from November 
2007 until January 2008 including readers’ reactions and comments on the same 
topic.2 In accordance with Dekker’s findings (2009) the introduction of a combined 
ultrasound and biochemical test led to an intense debate among lay people on the 
internet.3 Neither a comprehensive overview was intended nor to comment in a 
judgemental way.

In contrasting these discourses, it becomes apparent that not all relevant 
arguments are represented in each discourse. Thus, when exploring ethical dilem-
mas across different cultures it seems necessary to channel a more systematic 
exchange of different debates.

15.1 � The Culture of Scientific Discourse

15.1.1 � Background

When in 2007 the “KUB-Test” (Swedish abbreviation for “kombinerat ultraljud och 
biokemi test – combined ultrasound and biochemical test”) was introduced as a 
non-invasive screening method offered to all women in the first trimester of 
pregnancy (in the County of Stockholm) the number of amniocenteses decreased 
by 30%, the time between test and test results shrank to a couple of days, and about 
30% of all pregnant women chose the KUB-test (Dagens Nyheter [DN], 
25.11.2007). At the same time, an intense public debate started about the advan-
tages and disadvantages of the test. In particular, the debate in the media raised 
ethical questions concerning the attitude towards chromosomal abnormities, e.g. 
Down syndrome, about the right of women to abort, and about the “hunt for 
abnormalities” in prenatal diagnostics.

It is remarkable that this debate takes place in a country with a liberal tradition, 
giving pregnant women the right to chose freely whether they want to have an 

1SBU (Statens beredning för medicinsk utvärdering) is a governmental authority (www.sbu.se) 
carrying out the commission to evaluate methods applied in the medical services on a scientific 
basis for all relevant decision makers in the field.
2This is of course not a statistical analysis or a representative study. The comments were only 
categorised (e.g. positive or negative) and then summarised according to different contents 
addressed.
3Interestingly, the debate has stopped again. No comments or statements can be found on the 
homepages of Dagens Nyheter or Svenska Dagbladet in 2009.
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abortion or not.4 The debate cannot only be understood as an example of how 
deeply prenatal diagnostics affect society and the public debate on health care but 
illustrates the complexity of the dilemma and that no “perfect” solutions can be 
achieved.

15.1.2 � The Scientific Approach

In 2006 a detailed report by the “Swedish Council on Technology Assessment in 
Health Care” was published (Nilsson et al. 2006) in which currently available meth-
ods of early prenatal diagnostics were evaluated thoroughly. The conclusions for-
mulated in the report were based on research findings and had a strong impact on 
how to organise and finance the prenatal diagnostic tests which should be available 
for all pregnant women in the country.

A combined test (ultrasound and biochemical serum test), carried out during 
weeks 10–14 of the pregnancy, seemed to show the best results when investigating 
the risk for Down syndrome (i.e. the relation between correctly identified cases and 
wrongly positive results) (Nilsson et al. 2006, p. 17). An important conclusion was 
that, above all, ethical considerations have to be taken into account when introduc-
ing the KUB-test as a routine test for all pregnant women as well as the other 
important economical, social, and psychological implications. With respect to pre-
natal diagnostics, shortcomings were described such as different motives for test-
ing, adequacy of information, lack of knowledge, economical consequences, and 
quality control.

15.1.3 � Motives for Testing

Pregnant women and doctors want to achieve the same: early and safe testing. 
However, there is a significant difference in their perspectives of the aims of genetic 
prenatal diagnostics. For most of the women, it is of priority to know that every-
thing is normal with the fetus while professionals, in the medical sector, aim to find 
and diagnose abnormalities. (Nilsson et  al. 2006, p. 512; Farsides et  al. 2004; 
Williams et al. 2002a, b). This creates an area of tension that makes adequate infor-
mation processes for women essential for their decisions, especially to ensure that 
there should be no causal connection between offering prenatal diagnostics and 
abortion (Nilsson et al. 2006, p. 514; Vetenskapsradet 2001).

4In 1973 a liberal law legalising abortions was implemented in Sweden. Basically women got the 
right to decide for abortion without giving any special reasons. In the preceding years an intense 
discussion about gender roles was going on in the country.
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15.1.4 � Information

The process of information giving as well as the judgements of risks is seen as 
inadequate. Ideally, information should be given orally and in writing by a specia-
lised medical doctor or by a geneticist. In practice, midwives mainly deliver the 
information verbally in about 5–10 min (Nilsson et al. 2006, p. 517, 522; Cederholm 
et al. 1999). This leads to a limited basis of knowledge for the women to make their 
decisions. Furthermore, it cannot be excluded that there are differences in how the 
information is given and genetic diagnostics are offered, depending on the socio-
economical status of the patients or their ethnic background. Even though ethnocul-
tural sensitivity and empathy seems to be particularly relevant in this context 
(Rasoal 2009) no indepth research exists in Sweden which clearly describes the 
current situation.

About one third of women seek additional sources of information (e.g. from 
friends, books, or journals). Diagnosis of abnormities is seen as the most important 
overall reason for PND, but there are also others e.g. to determine the sex of the 
fetus. About one third of the women could not remember whether they were 
informed whether abnormalities were found (Nilsson et al. 2006, p. 517; Bricker 
et al. 2000; Eurenius et al. 1997; Crang-Svalenius et al. 1996).

The last point suggests the importance of psychological aspects that should 
not be underestimated: in a stressful situation with a lot of anxiety, even the 
clearest information may not be fully understood but unconsciously altered or 
misinterpreted or neglected. Special knowledge is necessary about the psycho-
logical mechanisms for coping with stressors. Information models have to take 
these into consideration in order not to widen the gap between the different 
“cultures”.

Furthermore, there seem to be significant differences between the clinics 
performing prenatal diagnostics. Better education of professionals (staff) is needed 
and more money must be invested not only in better equipment but also in having more 
time available to inform the women and their partners (Nilsson et al. 2006, p. 587). 
This is also important because there is an increased level of worries and anxieties 
among women who do not feel well informed. Thus more knowledge may be 
associated with decreased anxiety level. Women’s concerns after amniocentesis is 
performed relate more to the possibility of miscarriage than to giving birth to a 
disabled child (Nilsson et al. 2006, p. 512). Comprehensive information seems to 
be a possible way to minimize stress and anxiety.

There are some basic aspects that should be addressed when information is 
given. The relevance of either a positive or negative result should be explained as 
well what possible choices for further actions exist. In Sweden, these demands 
cannot be seen as fulfilled (Nilsson et  al. 2006, p. 587; Green et  al. 2004). In 
addition, information is delivered differently in various parts of the country, and 
in particular clinics, because the professionals’ attitudes influence the way they 
talk to the women, even though the law requires the same general information for 
all women. Therefore, midwives and other medical staff need more and better 
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education in ways of presenting objective information and about the ethical 
questions that are implied. In addition, we learn that differences exist not only 
due to the different cultures from which the women are coming but also due to 
the ethos in the different clinics and the settings, i.e. when information is given 
and by whom.

15.1.5 � Lack of Knowledge

There is no Swedish consensus about the best way this information should be 
delivered (Nilsson et al. 2006, p. 521). In general a lack of knowledge about PND 
can be observed, especially when it comes to the large number of women with a 
non-Swedish cultural and ethnic background. Moreover, there are no studies about 
the knowledge of midwives and medical doctors, their attitudes and how their 
education might be improved, nor studies focussing on women’s partners.

What is completely missing is research on long-term effects of genetic 
diagnostics on the psychological health of women, on their attitudes towards the 
child, on the results of different methods in PND as well as on short and long-term 
effects and on quality control (Nilsson et al. 2006, p. 527).

15.1.6 � Control of Quality

Quality control is seen as essential for a well functioning system of genetic 
diagnostics. In general, there is a lack of quality control for all parts of the process 
of genetic diagnostics as well as for different clinics. There seem to be no adequate 
models for quality control on how prenatal diagnostics is performed. This seems to 
be crucial when considering that there might be different information procedures 
necessary depending on the knowledge of the women, their cultural backgrounds 
and their ethical beliefs.5

Even though many different aspects are addressed in this report, there is a clear 
limit to “objective” data and to technical and management approaches. An 
individualised approach, taking the individuals, their psychologies and cultural 
differences into consideration is not described. Of course, one has to be aware of 
the purpose of this report, but it is still remarkable that the individuals’ perspectives 
do not appear.

5In the UK quality controls/standards for its PND services exist – www.fetalanomaly.screening.
nhs.uk
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15.2 � The Public Debate – Another Culture of Discourse  
in a Modern Society

The process of introducing the KUB-Test in Stockholm county as an additional 
diagnostic/screening possibility for all women led to an intense public debate in the 
Swedish media. It was the first time that an intensive debate among lay people had 
taken place. Some of the main arguments are summarised here.

In the data set are major articles and readers’ comments that were published 
within a period of 3 months (November 2007 until January 2008) in the printed 
newspapers and on the homepages of the newspapers “Dagens Nyheter” and 
“Svenska Dagbladet”. This is, by no means, a representative compilation or a sta-
tistical analysis of data. However, all comments were categorised (positive or nega-
tive comments, different contents addressed). Far more negative than positive 
reactions were published and the statements included a higher level of emotional 
involvement than the publications of the scientific debate. Finally, arguments con-
cerning abortion or PND were also contained in the readers’ comments. It became 
obvious that many fears, fantasies, and emotionally laden thoughts are a major part 
of this discourse.

15.2.1 � Discussions About Abortion

The increase in the numbers of abortions of fetuses with abnormalities as a 
consequence of better genetic diagnostics is seen as a danger that would undermine 
the basic humanistic idea of equality of all human beings (Sandberg 2007). It is 
assumed that the scientists do not see the ethical problems they create when focus-
ing eagerly on better diagnostic tools. They could be either blind to the conse-
quences of what they are doing or there might be an assumption of a hidden agenda 
which is not overtly expressed. In this case, this would mean implicitly favouring 
abortion as the most likely choice after positive PND-findings (Sandberg 2007).

Cultural as well as private beliefs and attitudes – without being officially 
acknowledged – are seen as strong motives that influence societal developments. 
Depending on beliefs and values in a society, the fear is that eugenics can secretly 
or unintentionally develop, as in China, which is mentioned as an example, where 
males are more valued than females (Linusson 2007). Most recently, the debate 
about the Swedish regulation of abortion has started again when a woman decided 
to have an abortion after receiving the information about the sex of the fetus. She 
had already had previous abortions because the child was the “wrong” sex. As a 
consequence, the social authorities have now been asked to develop recommendations 
for new regulations.

As if this subject was not difficult enough, another question complicates the 
debate. From which point in pregnancy can one assume the fetus to be a real 
“human being”? Lagercrantz (2008) lists a line of arguments that tries to describe 
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an essential difference between a fetus on the one hand, clearly seen not as a human 
being, and a baby after birth on the other hand. The crucial criterion described by 
him is the moment of onset of conscious mental activity, which is seen as given as 
soon as the baby is able to breathe (independently or in the incubator). From this 
moment, parents would be able to develop and experience a “me-you” relation to 
the baby that from that point has started to develop a soul (Lagercrantz 2008).

As a consequence of this logic it would be possible to abort fetuses with chro-
mosomal abnormities as well as healthy fetuses before week 23 of pregnancy. 
Lagercrantz (2008) thinks the conclusion is skewed: one does not violate human 
dignity by aborting fetuses with severe abnormalities before week 23, but at the 
same time, one can also abort healthy fetuses because of their lack of human dignity 
before the onset of having a soul.

One point that catches attention is the simple idea of mental capacity and of the 
circumstances when conscious experiences are given. Due to this approach, 
unconscious mental activity is excluded as well as precursors of conscious experi-
ences. Furthermore the assumption regarding fantasies that mothers and fathers 
have about their unborn children are untenable. Parents will not make their fanta-
sies and expectations about the fetus/child dependent on any breathing activity. 
Unconscious as well as conscious fantasies already exist long before birth, some-
times even before conception. These fantasies generate a specific relational situa-
tion, e.g. depending to a great extent on the relational and attachment experiences 
of the parents but also on cultural factors.

15.2.2 � Unwanted Abnormalities

Another sensitive subject is the demand to discuss and determine which abnormalities 
are seen as unwanted and where it is permissible to interrupt a pregnancy. Linusson 
(2007) believes that the technical development of better testing may give rise to a 
“new fascism”, e.g. against human beings with Down syndrome. They would be 
“cleaned away” eugenically by being declared as unwanted humans. This “cleans-
ing” would be attempted as effectively and as early as possible by the new develop-
ments in prenatal diagnosis, like offering the KUB-Test to every pregnant woman. 
If this tendency continues to develop there is speculation about what might be the 
next step of defining unwanted diagnoses or criteria: “left-handedness, homosexu-
ality, corpulence, nearsightedness, intelligence, or small stature?” (Linusson 2007, 
transl.: S. Hau).

These arguments seem to be irrational and completely exaggerated; however, 
they mirror anxieties and fears that are within the individuals.

Another controversial aspect of the debate is to assume adequate and sufficient 
information for all pregnant women. If relatively simple information like vaccina-
tion against cervical cancer does not reach the people who need to know, how much 
more problematic must it be to build up adequate knowledge about the KUB-test, 
prenatal testing and its consequences (comment, SvD)?



19915  Is There One Way of Looking at Ethical Dilemmas in Different Cultures?

Besides these critical voices, positive statements underline that the KUB test is 
less dangerous compared to amniocentesis (with 1% risk of causing miscarriages) 
and can be performed earlier in pregnancy. The method could cut down the num-
bers of amniocenteses by 50% and at the same time detect three times as many 
chromosomal abnormalities than before (Rydberg 2007). The mean age of women 
becoming pregnant for the first time is 30 years (Stockholm), and in other regions 
of Sweden even higher, and rising. Many women want the KUB-test even today. The 
official claim is that there is no automatic abortion after a positive finding. The insti-
tution would have to be neutral and the decision would be made by the individual 
woman. However, there are differences within the country, e.g. in the southern parts 
fewer tests are performed (Rydberg 2007).

In addition, moderate contributions to the discussion evaluate the current 
situation positively. Equal access for everyone, independent of income, cultural 
background or knowledge would exist. Generally, it is underlined that the KUB-test 
creates an opportunity to discover chromosomal abnormalities in a better and more 
precise way. Thus, the risk of false positive results can be reduced and neutral and 
competent information would be proposed, including details about the implications 
of having a child with Down syndrome, about possible help and about how people 
with Down syndrome can live a good life (Rydberg 2007).

While parents have the right to dream about their children, society cannot define 
which children are wonderful and which ones are not (Linusson 2008). However, 
there would be a bias in public health focussing on research for tests about diagnos-
ing Down syndrome and not putting effort into studies which would broaden our 
knowledge about the best ways to prepare pregnant women for their difficult deci-
sion. This situation would portray an implicit message: society is expecting a 
decision for abortion if the fetus has Down syndrome.

This view elicits critical comments. Even if information were provided for women 
it could not necessarily be assumed that the medical staff can present the correct infor-
mation in a competent way. Linusson (2007) states that some of the leading medical 
doctors wrongly believe that the KUB test can replace all amniocenteses. He ends in 
a rather shrill conclusion: If decision makers like politicians or the leading medical 
personal are that uninformed with respect to crucial important ethical question “the 
warning bells should ring from Europe’s darkest fascist history” (Linusson 2007). The 
fear is that a society will develop a very problematic view on differences, even though 
the development towards a human society would be in need of difference, a crucial 
cornerstone for an open, human, and democratic society (comment, SvD).

Individual parents cannot be blamed if they don’t want to have a child with 
Down syndrome. However, the grade and quality of information upon which their 
decision is based would often be tremendously low. Irrational fantasies exist about 
how horrible it would be to have a child with Down syndrome. As authorities pay 
for a test that can detect these deviations, parents would arrive at the conclusion that 
is must be horrible to give birth to and raise a child with Down syndrome 
(commenter SvD, Linusson 2007).

Parents with children with Down syndrome took part in the debate. Their 
comments describe the shock of the diagnosis on the one hand and on the other 
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hand the gladness and joy after birth when relating to and experiencing the child. 
The following case might illustrate this as an example:

When Mrs. X found that her newborn daughter might have Down syndrome she 
was in emotional chaos. Today the daughter is 2.5 years old and Mrs. X and her 
husband see her as “a wonderful gift of God”. Before the birth of her daughter 
Mrs. X, who has a good education, a satisfying job, and lives in a self-renovated 
house hoped to have a “perfect” family: herself, her husband and two daughters. 
The child came 4 weeks early and the only thing Mrs. X reacted to was her short 
fingers. The doctors decided to hospitalise the child in the incubator assuming the 
diagnosis of Down syndrome. “I felt that I was in a deep, dark hell. It was espe-
cially bad because I had prenatal diagnosis. The test somehow promoted fears and 
anxiety about Down syndrome. A Down-child would have been the worst that 
might hit our family.”

The parents are convinced that their daughter has an unbelievably strong will to 
live a happy life because she had managed to trick herself through the system. “In 
the beginning we just saw a heavy burden of care to carry. Now she is a part of the 
family. And for us a new world has started, a new dimension has opened. We are 
thinking new thoughts. We meet new people. And our situation creates new 
thoughts and experiences.”

Now, 2 ½ years later the mother feels glad and happy and the daughter is a 
bright, clever, sweet little child. Today the parents have completely new insights. 
Their shock and anxiety has changed to happiness about their youngest daughter. 
Of course, it took longer for the daughter to learn to speak and to learn to walk. 
However, with extra effort from the parents she learned the same things as other 
children. The parents are most critical of the fact that they were not well informed 
about Down syndrome, how to deal with these children and how they grow. In addi-
tion, they are critical of the tendency to detect children with Down syndrome pre-
natally, in order to abort them (commenter SvD).

Some commentators suspect that the public enthusiasm for prenatal diagnostics 
is only helpful for the researchers themselves. However, it would be more important 
to talk with those who live with a disabled child, sibling, grandchild, cousin or 
friend in order to receive more realistic information.

It seems difficult for expectant parents to develop a positive perspective about 
having such a child when research tries to prevent as many births as possible of 
these “unwanted children”. Between the lines of all information and reports there 
is the suggestion that abnormalities have to be avoided whenever it is possible.

However, the picture has many facets. The following example shows how early 
ultrasound tests can be a good alternative and have a reassuring effect for the par-
ents. In this case the couple belonged to a part of the population, which found it 
difficult to become parents due to age and miscarriage. They belong to a group with 
high risk for a disabled child (over 1% risk for Down syndrome). On the other hand 
invasive prenatal diagnostic has a risk of miscarriage (about 1% as well). That was 
a “horrible situation” for them, especially when they learnt of others who had found 
it difficult to have children and then suffered miscarriage because of invasive 
diagnostic testing.
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It was a positive experience that a very experienced person performed an 
ultrasound test. When they learned that the risk of having a child with Down syn-
drome was less than one in 500, this seemed to be a very low risk compared to 
having a miscarriage because of invasive testing. They felt relaxed during the rest 
of the pregnancy. Today they have a healthy child (commenter SvD).

15.3 � Some Conclusions

The examples given should illustrate the complexity of the different dimensions 
that are affected and play a role in the context of ethical dilemmas. The case here 
was the introduction of a new method in prenatal diagnostics. Different cultures do 
not necessarily mean different ethnic groups within a society. A scientific and a 
public discourse can be understood as different clusters of debates representing dif-
ferent aspects of coping with a dilemma. It seems to be necessary to create 
exchanges in the debates in order to achieve a broader picture and to capture the 
complexities of such a process.

In the end a dilemma cannot be solved like a crisis or a conflict. That is why 
there is a tendency to revive older dilemmas in the context of new discussions. In 
the example given there seems to be a tendency in the public debate to confound 
two different fields of controversies: discussion about prenatal diagnostics and 
about abortion.

Some shortcomings in the debates within the different cultures can be identified. 
In the scientific report psychological dimensions are severely neglected and the 
importance of the necessity of working through such a stressful situation is under-
estimated. Especially after a “shocking” experience, more sensitivity to the need for 
psychological help and support of the women and their partners could be 
developed.

What is also missing are studies about long-term effects of PND. The results of 
the EDIG project are, in that respect, of special importance. The focus so far has 
been on the short time period before and after the diagnostic procedure. That there 
is a need to work through these experiences can be seen, to some extent, by the 
popular blogs which exist on the Internet, in which parents vividly exchange their 
experiences and “talk” about them in detail.

Another striking aspect of the debate is that specific contents, effects or implicit 
tendencies involved in the field of prenatal diagnoses are not addressed. This aspect 
is brought up not by the scientists involved but by the participants of the debate in 
the newspapers, another “culture” so to speak. As far as the public debate is con-
cerned, several types of fears and anxieties turn out to be active in individuals 
which are not seen and captured by the scientific summaries. This demonstrates the 
importance of transparency and of a culture of discourse in a democratic society in 
order to balance the different shortcomings.

From a psychoanalytic point of view what is missing, or not seriously taken into 
consideration, is the dimension of unconscious processes. It is well known that on 
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an individual level unconscious content permanently influence the consciously 
experienced psychological state. Examples can be found in several chapters of this 
book. Furthermore, psychoanalytic researchers have demonstrated that even on 
group levels, institutional levels and on a society level trends that lay out of con-
scious range play an important influential role (cf. Mentzos 1988). Here, the 
participants of the debate in Sweden gave several hints that give rise to further 
investigations.

To conclude, even in a highly developed medical care system, considerable 
shortcomings can be found, that become apparent in different cultures of discourse 
and that ask for careful and responsible discussions as well as actions.
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