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1 Introduction 

 

“It is my belief that the basic knowledge that we’re 

providing to the world will have a profound impact 

on the human condition and the treatments for dis-

ease and our view of our place on the biological con-

tinuum” Craig Venter   

 
 

With their discoveries, bioscientists claim to reveal the secrets of life. In doing so, 
they promise individuals the disclosure of the truth about their bodies; about its po-
tentials and limitations. A powerful discourse attributing all life to its genetic foun-
dation has emerged and has been stimulated thousands of times since. Showing little 
modesty, the promoters of bioscientific research speak confidently about the im-
portance of their science and about the enormous potentials they ascribe to it (cf. 
Watson 2000; Venter 2007). Along with the ubiquitous accentuation of the economic 
relevance of the life sciences in a “knowledge based economy”, the claim is being 
repeatedly made, as to how fundamental the findings of modern bioscientific research 
are for the self-understanding of mankind. This claim is not only made by prominent 
bioscientists who seek to promote their work, but also critically scrutinised by phi-
losophers who reason about the implications of such envisioned futures (cf. 
Habermas 2001; Sloterdijk 1999). Yet, exactly what are these fundamental implica-
tions of bioscientific findings that are supposed to have an effect on the way in which 
human beings think about their lives, and draw conclusions for their actions?  

In order to answer these questions meaningfully, it is essential to clarify how they 
are constructed. In other words, the framing and problematisation of bioscientific re-
search is at stake and the processes through which we become who we are are being 
made the object of scrutiny in both the humanities and the social sciences. With the 
study at hand, I aim to empirically analyse precisely these processes in the context of 
genetic medicine. I focus on contexts of medical application in which the results of 
bioscientific research have already been implemented, and therefore in which I was 
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able to interview people who have experienced diagnoses and learned to cope with 
genetic diseases and disabilities in their lives. 

Deciding to use an empirical approach implies a specific form of problematisa-
tion of genetic medicine. Neither have I tried to speculatively anticipate nor to de-
ductively conclude from promissory rhetoric about the biosciences. Rather, I have 
tried to depart from what concretely happens in medical practice. Also, Wilhelm Ber-
ger argues for an approach that takes the situatedness of those individuals who are 
confronted with their own genes as a starting point for critical reflections of the bio-
sciences (cf. Berger 2006). Choosing such a research strategy, I focus my analysis on 
two contexts of medical action in which human existence becomes related to its ge-
netic make-up. These contexts are prenatal and newborn screening areas of applica-
tion, in which the majority of testing aimed at the identification of genetic anomalies 
is being carried out. However, I do not raise the seemingly simple, but nevertheless 
lurid question: are we the product of our genes? A simple “no!” would answer that. 
Human beings are certainly not the exclusive and monocausal product of the genetic 
material in their cells. Any serious scrutiny of the processes through which we be-
come who we are needs to consider that genes and human existence (i.e. genotype 
and phenotype) are not related to one another in a rigorously deterministic way. The 
bioscientific standard paradigm has recognised exactly this for quite some time (Fox 
Keller 2001[2000]:176 also pp. 187-188; Lemke 2003:473). Meanwhile, the study of 
environmental influences on the function of the genome (and hence on its causal 
qualities) has become a field in its own right known as “epigenetics”. 

Of course human beings are not merely defined through their bodily condition, 
even though currently many try to make us believe it would be actually so. Despite 
the numerous objections which are frequently made against such reductionist views 
of human life, the popularity of such biologistic interpretations is nonetheless strik-
ing. Recent philosophical essays have critically observed a general tendency accord-
ing to which human life becomes increasingly objectified as “zoe”, i.e. it is viewed 
as bare fact in terms of its physical actuality (cf. Agamben 1995; Habermas 2001; 
Weiss 2009; Berger 2010). 

Nevertheless, the discourse about “the power of the genes” doubtlessly exists (cf. 
Hengstschläger 2006; Lemke 2007:150). Persistently this discourse suggests that the 
human genome holds the answer to the question: what is the matter with us? How-
ever, the point is not merely whether or not this claim can stand up to critical episte-
mological scrutiny. I am more interested in examining the extent to which this pow-
erful discourse develops, shapes social practices and consequently affects human 
lives. Seen from this point of view, the human genome is not simply a functional unit 
of molecular processes and nothing else. On the contrary, it is crucially important to 
comprehend the genome as something that stands for social processes (cf. Clarke, 
Shim et al. 2003; Cox 2010:288). At no time does genetic medicine concern only the 
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individual. Genetic conditions are always relevant for blood relatives of the diag-
nosed persons. Primarily, this is an implication of the fact that genetic anomalies can 
be passed on to offspring. But genetic issues are also relevant beyond the individual 
for other reasons. They concern social relationships of those identified with a genetic 
health problem as much as they concern the social relationships of their entire family 
(cf. Hallowell 1999). 

It is the aim of this study to show, how human beings become who they are in the 
context of genetic medicine. I will argue that what is genetically inscribed into human 
bodies is less relevant for this matter than the practices through which 1) human be-
ings become “genetic knowers of themselves”, 2) people treat each other in relation 
to their genetic make-up and 3) people treat themselves in relation to what genetic 
medicine promises to reveal about themselves. The chosen approach for the scrutiny 
of the processes that constitute “who we are” draws on the works of the French phi-
losopher Michel Foucault. Foucault himself explains that his research interest re-
volved around the practices through which something we call the “subject” becomes 
produced. For Foucault, the “subject” is the result of particular practices, which is 
why he uses the term “subjectivisation”. These subjectivisation practices are three-
fold. The first dimension concerns the practices that constitute the subject of 
knowledge and hence define its relationship to truth. The second dimension concerns 
the practices through which human beings act upon each other and thereby constitutes 
their relationship to power. The third dimension concerns practices through which 
human beings act upon themselves and thereby constitute their relationship to ethics 
(cf. Foucault 1997[1983]:262; Foucault 1982:208; Foucault 1997[1981]:177). In the 
study at hand, I use this threefold perspective and analyse concrete subjectivisation 
practices in the context of genetic medicine. Foucault himself has not applied his 
work to the analysis of modern bio-medicine. This is an enterprise contemporary 
scholars have undertaken (e.g. Lemke 2000; 2003; 2004; 2007, Rabinow & Bennett 
2007, Rose 1999; Rose & Novas 2005; Rose 2007) and to which the present study 
strives to contribute. It is crucially important to appreciate that Foucault has a very 
specific understanding of the term “subject” that must not be confused with an essen-
tialist conception of the self or subjectivity in the common sense meaning as a per-
sonal outlook on the world. 

To be clear, Foucault’s writings do not constitute a “theory” of subjectivisation. 
Any attempt to interpret his work in such a way does not appreciate how Foucault 
wanted his work to be understood. Foucault does not aim to produce a theory in a 
nomological sense, which can be used to make predictions or design reproducible 
experiments. Accordingly, I do not deduce hypothesis against the backdrop of Fou-
cault’s writings in order to prove or refute his claims. Rather, I use his analysis of 
subjectivisation processes as an organising principle for the presentation of my own 
study. The focus on subjectivisation practices supports this endeavour and helps to 
structure the scrutiny of genetic medicine.  
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1.1 INITIAL QUESTIONS 

With this study, I aim to answer the following research question: What are the prac-
tices through which human beings become who they are in the context of genetic 
medicine? This question will be divided into three strands of analysis. Hence, I in-
vestigate the three following questions always related to the context of genetic med-
icine:  

 
 Through which knowledge practices do human beings become constituted as 

subjects of knowledge? 
 Through which practices do human beings act upon others and make them who 

they are? 
 Through which practices do human beings act upon themselves and make them-

selves who they are? 

However, I do not discuss these three questions in such general form. Instead, I use 
operational research questions, such as those I have investigated in the projects I car-
ried out during the past eight years. Accordingly, my explanatory claims are limited 
to the field of my empirical investigations and the data obtained in these studies. 
However, in order to achieve a greater scope of analysis and a higher degree of gen-
eralizability, I have integrated relevant sociological literature.  

1.2 MEDICAL PRACTICES UNDER INVESTIGATION 

When, at the end of the 1980s, James Watson went to the U.S. Congress in order to 
obtain funding for the human genome project (HGP) not only was the utility of this 
three billion US-Dollar heavy enterprise challenged, but ethical aspects were also 
critically addressed (cf. McCain 2002:113-114; Wexler 2003:406). In particular, the 
question was raised, whether the HGP would produce knowledge leading to an in-
crease of prenatal testing and subsequent abortion (Cook-Deegan 1994:238). The sig-
nificance of this issue can be fully appreciated when recalling the political debate in 
the USA during the 1980s. One of the central issues was abortion. Political analysis 
has found opposition to legalising abortion to be decisive for the election of Ronald 
Reagan as President of the United States (Petchesky 1981:207). However, reproduc-
tive medicine raised ethical, legal and social questions not only for the Congressmen, 
but also for individuals encountering genetic medicine. In the reproductive context 
the existential significance of genetic knowledge is immediately evident, since it is 
present in an experimental sense accessible to most people. 

There is another important reason, why I chose to focus on the time around birth. 
By far the most medical examinations for the identification of genetic conditions 
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(both diseases and disabilities) are carried out at the very beginning of human life. 
Genetic conditions which are medically examined later on are very rare. Usually a 
test to determine such a condition is only performed if a conspicuous family history 
is known or other clinical symptoms indicate a genetic condition. By contrast, “com-
mon complex disorders” (i.e. illnesses where a number of genes play a role, such as 
diabetes, cardiovascular diseases, brain-stroke, psychoses and dementia) are certainly 
the object of intensive biomedical research. These efforts have, however, not yet led 
to concrete medical action routines on a large scale (cf. Lemke 2003:485). Screening 
programmes during pregnancy and right after birth stand in striking contrast to that. 
In their framework nearly every child today born in Austria or other parts of the de-
veloped world are routinely examined for an increasing number of genetic diseases 
and disabilities. For that reason, I have chosen to study these screenings more thor-
oughly. 

1.3 OPENING UP THE SCOPE OF THE PROBLEM CONTEXT 

Empirical research requires intensive engagement with human beings in the field un-
der investigation. As a consequence, researchers are challenged to constantly recon-
sider preliminary conclusions; sometimes even to dismiss them and start from 
scratch. The way in which people deal with knowledge about their genetic constitu-
tion cannot be anticipated. Above all, it is impossible to logically conclude this from 
scientific discourses which allegedly tell us who we are and what is the matter with 
us. Empirical social research implies interaction with human beings who have their 
own views and interests, which they stand by during empirical inquiry. This fact 
needs to be considered when analysing the perspectives of those confronted with ge-
netic medicine (patients, tested individuals and their parents). In addition it is, how-
ever, also of great importance when engaging in interactive research with practition-
ers of genetic medicine. This is especially the case when expert interviews with the 
latter group are being performed, such as those reported in this study. The reasons for 
such a procedure are obvious as I will explain next.  

The social study of science and technology requires an in-depth understanding of 
the subject matter under investigation. Sociological scholars of science and technol-
ogy are urged to acquire scientific knowledge of the field under investigation (Collins 
1983:276). For that purpose it is vital to familiarise oneself with the respective sci-
entific literature. In addition to having done this, I had the privilege to work in an 
interdisciplinary research group for more than 13 years and could continuously ac-
cess the scientific expertise of my colleagues Sandra Karner and Armin Spök who 
are both trained as biologists and specialised in genetics. In addition to my colleagues 
trained in the life sciences, I closely worked together with Wilhelm Berger who is a 
philosopher of science and technology and Daniela Freitag who is a sociologist. This 
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possibility was an invaluable advantage that contributed to my understanding of ge-
netic processes. For the empirical investigation of prenatal testing and newborn 
screening it was, however, furthermore necessary to talk to researchers and clinicians 
in these investigated areas. For that reason, a series of expert interviews (cf. Bogner, 
Littig et al. 2005[2002]) has been conducted on which I will also draw in the present 
study.  

When talking to experts of genetic medicine one thing becomes immediately ap-
parent: the interview situation is inseparable from its socio-political context. Hence, 
I argue that the ethical, legal, and social problematisation of the life sciences and their 
applications has a strong influence on how experts of genetic medicine interact with 
social scientists during the research process. It is therefore necessary to clarify the 
context in which such a socio-political problematisation has emerged. 

The life sciences are not only the central beacon of hope for a knowledge-based 
economy, they are also the subject matter of public controversies. Such controversies, 
as have repeatedly occurred since the 1970s, can be seen as crucial incitement of the 
societal problematisation of the life sciences (Wieser 2010a; in chapter 7, I will deal 
with this issue more thoroughly). For example, James Watson, being the first director 
of the HGP and well aware of the potential for further societal conflict accompanying 
the life sciences, proposed to devote 3% to 5% of the requested funding for the HGP 
to ELSI, i.e. the study of “ethical, legal, and social implications” (Marshall 1996:488; 
Everson 2007:147; Gannett 2008). In Europe and other parts of the world, this model 
of integrating philosophical and sociological reflection into bioscientific research 
programmes was initiated in a number of countries. In particular, the Netherlands, 
Finland, Germany, Norway, Switzerland, Canada, Israel and Austria are amongst 
them (cf. Nelis, Reddy et al. 2008; Kemper 2010). Furthermore, in the United King-
dom a significant investment was devoted to the study of societal aspects of ge-
nomics, although this did not happen under the ELSI banner (cf. Wellcome Trust 
1998). In such a way, the problematisation of ethical, legal, and social aspects of the 
life sciences found a science-policy answer. It is exactly this socio-political context 
which becomes effective in actual research situations, when social scientists interact 
with their colleagues from the life sciences over the course of social research. As a 
consequence this observation requires an expansion of the problem perspective. Once 
the fundamental significance of the societal context and the organisational integration 
has been acknowledged it is only a small step to propose ELSA research itself as an 
object of study. 

To be clear, the expansion of the problem perspective is necessary, because ge-
netic medicine affects not only people who are examined to determine genetic anom-
alies in their bodies, but also because the socio-political embedding of genetic medi-
cine affects physicians and bioscientists working in this field. Thus, I draw attention 
to subjectivisation processes through which physicians and scientists become who 
they are in the context of genetic medicine. It is just consequential, to expand this 
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thought further and also apply it reflexively upon subjectivisation processes of social 
scientists and their colleagues from the humanities who study ethical, legal, and so-
cial aspects (ELSA) of genetic medicine. This is because the organisational form of 
social scientific and humanities research bundled with bioscientific research has im-
mediate influences on the concrete ethnographic research practice carried out under 
these circumstances. This is simply because during social inquiry, human beings are 
confronted with one another, they make assumptions about each other and they draw 
on these assumptions when they interact (cf. Goffman 1959; Goffman 1981). 

1.4 RESEARCH QUESTIONS FURTHER DETAILED 

Against this backdrop, it is necessary to detail the research question posed at the out-
set. When I ask: through which practices do human beings become who they are in 
the context of genetic medicine, then this question needs to be pursued in relation to 
three sets of social actors: a) people, who are examined to determine genetic anoma-
lies, b) bioscientists and physicians working in the field of genetic medicine, and c) 
social scientists and their colleagues from the humanities who study societal issues 
of the life sciences and their applications (ELSA researchers). The expansion of the 
problem perspective is relevant far beyond the given study of genetic medicine. Ar-
guably, the study of ethical, social and legal aspects of genetic medicine in its organ-
isational integration into bioscientific research cannot be appropriately captured with 
classical models from the sociology of science as for instance outlined by Robert 
Merton (Merton 1996[1942]). However, classical sociology of science is inadequate 
not just because of epistemological differences between the social and the natural 
sciences as Karl Mannheim has argued (cf. Heintz 1993:528-432; Bammé 2004:21-
26). New approaches are required to adequately capture the way in which the study 
of ethical, legal and social aspects of the biosciences are organised and carried out 
today. ELSA research is new, because the context of its emergence is not the schol-
arly carrel or the laboratory bench, but is constituted by societal problems which ob-
tain their significant thrust through public controversies and economic expectations. 
In particular, the organisational form is new, where the scrutiny of societal aspects of 
the life sciences is made an integral part of bioscientific research.  

It is the task of this study to expound these complex circumstances not as mere 
obstacles of the individual researcher, but to present them as structural conditions of 
a specific class of scientific research. When one is to investigate subjectivisation 
practices of genetic medicine as a contract researcher in the framework of the men-
tioned research programmes, the problem can only be understood in its full signifi-
cance if the context of such analysis itself is made the object of scrutiny. 
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1.5 ROADMAP 

The study is organised in three parts. This format follows the three groups of actors 
as analysed with this study: a) those confronted with genetic medicine (i.e. individu-
als who are confronted with the results of genetic examinations), b) professionals (i.e. 
physicians and bioscientists who work in the field of genetic medicine) and c) social 
scientists and their colleagues from the humanities who reflexively deal with genetic 
medicine. In each of these three parts, I will discuss empirical findings obtained over 
the course of my project work during the past eight years. Furthermore, this will be 
related to relevant literature. In the chapter following this introduction (chapter 2), I 
explain the Foucauldian understanding of “subjectivisation”. In this way, I introduce 
a theoretical framework that gives the present work its focus. Chapter 3 explains the 
methodological considerations of the study. After that, chapters 4 and 5 contain my 
analysis of subjectivisation process of persons who are confronted with genetic diag-
noses in the framework of prenatal testing or newborn screening. 

In part 2 – chapters 6 to 10 – I turn from individuals confronted with genetic 
medicine to another group of actors. Henceforth, I study bioscientists and physicians 
working in the field of genetic medicine. In relation to this group of actors, I analyse 
practices through which they become who they are in the context of genetic medicine. 
Before I discuss my empirical data, I seek to clarify important issues at the outset of 
part two. To begin with, in chapter 6, I provide an introduction to part two and outline 
current changes in the scientific domain. Here, I discus literature that allows me to 
conceptualise the role of philosophical and sociological reflection of bioscientific re-
search as a new form of scientific practise. In such a way, I draw attention to the 
significance of the framework conditions under which the scrutiny of ethical, legal 
and social aspects of the life sciences takes place. In particular, I will address the 
importance of public controversies, which have occurred over various bioscientific 
technologies since the 1970s. This will be done in chapter 7. These controversies are 
crucially important for the context of emergence of ELSA research. This is only 
shown for the United States, but also for Europe where such public controversies 
about the new biotechnologies were sparked off especially during the 1990s. In doing 
so, I address the following aspects and discuss them in respective chapters. The way 
in which collective decisions are being made transparent is the topic of chapter 8. 
There I will explain Sheila Jasanoff’s “civic epistemology”, a concept she used to 
study differences amongst political cultures and the way in which they constitute a 
knowledge basis for collective decisions. Using a comparison of accountability prac-
tices related to the application and expansion of newborn screening in the UK and 
Austria, I demonstrate such processes and substantiate them with empirical evidence. 
The point of such analysis is that it elaborates on the interconnectedness of bioscien-
tific practice with political decision-making processes. The increasing interlocking 
of science, policy and the public sphere is finally relevant for the specific ways in 
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which physicians and bioscientists are being subjectified. In Chapter 9 I analyse the 
interaction during the research process takes up the boundary work approach pro-
vided by Thomas Gieryn (Gieryn 1999). I will demonstrate how the interviewed ex-
perts perform boundary work in relation to ethical aspects of their work. Chapter 10 
summarises the preceding two chapters and focuses on subjectivisation processes of 
bioscientists in a condensed form. 

Up until this point, the present study applies a micro-sociological perspective and 
draws on the research interview as its empirical basis. In chapter 11, I will expand 
this perspective in the third part of this study and scrutinise subjectivisation processes 
in genetic medicine in a broader framework. For that purpose, it is necessary to dis-
cuss the relationship between science, policy, and the public, which provides a theo-
retical framework for the third part of this study. Chapter 12 deals with explicit sub-
jectivisation processes of social scientists using empirical data. Therewith, I turn to 
the third group of actors. In particular, I discuss how ELSA researchers see their own 
work. A chapter follows (chapter 13), in which I will explain, how ELSA researchers 
negotiate their self-image with how they think they are perceived by those they en-
counter during the research process. 

The study is finalised with two concluding chapters. In chapter 14, I perform a 
methodological reflection followed by a discussion of science-policy frameworks 
(chapter 15). Ultimately it is these framework conditions which are decisive for what 
is possible in a research process and for how social scientists and their colleagues 
from the humanities become perceived by those they study. 




