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Introduction

Christoph Rehmann-Sutter and Hansjakob Miiller

‘Why did you make me see what I can’t change anyway?’
(Friedrich Schiller, Kassandra, 1802, line 53 f. — our translation)

In many cases, genetic testing and screening can provide diagnostic information
for improving health care. But the logic of the genes implies that diagnoses may
be pre-emptive. Genetic information may be essentially prognostic information;
its practical implications may be diverse and only partly predictable. The genome
can rarely be ‘read’ (a difficult term in this context) in such a clear way that future
events of health and disease can be forecast with security. Rather, in most cases
the information takes the form of probabilities. This partial knowledge can clearly
be useful; but because it is, at the same time, a new non-knowledge it can also
be difficult to interpret and to handle. Furthermore, there may be stakeholders
other than the patient themself involved: at-risk family members, carers, even
institutions with interests. The construction, disclosure and exchange of personal
genetic information that reveals things about one’s likely future in terms of
potential disease is an emerging new space of ‘biosociality’ (Paul Rabinow’s term;
cf. Rose 2007) in which ethical dilemmas arise.

We all sometimes grapple with fate, with what we see as the unchangeable and
often unforeseeable course of events. To tame the unpredictable by foreseeing and
understanding the future has been a powerful motive throughout history for the
advancement of the sciences and technologies (Toulmin 1961). However, divining
the future has also been a reason to turn to auguries, prophets and clairvoyants of
many kinds, some of them very dubious. Omens, unlucky black cats and lucky
horseshoes have also served in attempts to tame the unpredictable. One of the
outcomes of the scientific and rational strand in the development of foresight-and-
understanding tools is modern genetics and genomics. Today, personal genetic
information of various forms and relevance for predicting the future is becoming
available with increasing ease. Genetic tests are now being used to divine the
future and to plan lives. Here, genetics meets the complexities of social life.

The medical value of personal genetic information is equivalent to its potential
for preventing disease. But its personal utility is often ambiguous and ambivalent.
Predictive genetic information, when known, can have a profound impact on those
who request or get it. A truth, once it has been told, cannot be untold. And it is
often unclear to those involved exactly what ‘the truth’ is when it comes to test
results. There may be different ‘truths’ in the raw data, and there is a potential for
over- and misinterpretation. Professional expertise is needed. Genetic counselling
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has been developed to accompany genetics. And genetic counsellors or medical
geneticists have developed a rich technical literature about, and ethical reflection
on, the ambivalences and dilemmas that arise in their practice.

This interdisciplinary book starts from the professional discourse about
‘disclosure dilemmas’ in genetic counselling, but goes beyond the professional
ethics of genetic counsellors. It brings together and confronts the new contributions
of social scientists, philosophers, lawyers, medical doctors, geneticists and
bioethicists who reflect on disclosure dilemmas from different angles and with
different expertise and complementary experiences. The idea for the book
included the aim of enlarging the focus of bioethical discussions about disclosure
dilemmas. New problems have arisen that were not visible 10 years ago, problems
which perhaps only become apparent if one adopts a patient’s perspective and
investigates how dilemmas ‘feel” if experienced in their concrete, local settings
and histories. Some of the new issues relate to recent developments in science,
technology and medical practice. Many more diseases can now be tested for, with
the number of available tests rapidly increasing. Tests cover not only monogenetic
but also multifactorial diseases, some of them very common disorders such as
diabetes, obesity, heart diseases or cancers. It should soon be possible to test for
some psychiatric disorders. One striking example of recent developments is the
introduction of routine risk assessment based on ultrasound and maternal blood in
prenatal diagnosis. Before offering an invasive genetic test to the pregnant woman,
the risk assessment is provided as an element of informed decision making. But this
changed much more for the women concerned than just the amount of information
available.

Recent publications in bioethics have indicated a need for further inter-
disciplinary research and discussion about genetic dilemmas. From many possible
examples we mention Monica Konrad (2005), who did in-depth interviews with
families affected by Huntington’s disease. She demonstrates how ‘the exchange
of genetic information between kin entails unresolved processes of moral decision
making within and across the generations’ (4). This may be unsurprising, but her
study shows clearly that bioethics can only meet the local understandings of what
knowledge is ‘good’ to know and what knowledge is ‘bad’ to tell and share with
others, in the context of a close understanding of subjective illness experiences
that can not be provided by ‘thin’ descriptions in case vignettes or theoretical
imagination. This opens a new field for empirically-based bioethics that takes the
perspectives of participants into account and treats patients as moral pioneers, to
use Rayna Rapp’s term.

A second groundbreaking contribution is the book by Neil C. Manson and
Onora O’Neill (2007). They attempt to rethink informed consent in bioethics on
the basis of a developed theoretical approach to ‘information’ that goes beyond the
assumption that information is ‘something’ (meaning, ideas) that can be conveyed
or transferred from one mind to the other. Information is better understood as
the result of processes of interaction and communication involving both sides of
the encounter. This account of information was first developed in genetics (by



